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Abstract 

This capstone project explores the impact of separating married couples when one 

spouse has dementia in long-term care settings. In particular, on couples’ abilities to 

maintain a sense of couplehood within the socio-physical environment of long-term care 

and its impacts on each spouse's health and wellbeing. The theoretical perspectives of 

attachment theory and person-environment exchange are utilized to guide this project, 

providing a holistic and insightful approach to investigating spousal relationships in long-

term care. The goals of this project are two-fold. First, a scoping review of the limited 

literature will be presented. Second, based on the Canadian Institute of Health Research 

(CIHR) Project Grant guidelines, a mock grant proposal was developed. The purpose of 

the grant is to critically examine the institutional practice of separating married couples in 

LTC settings in British Columbia when one spouse lives with dementia and requires 

more complex care and support. The proposed study will focus on couples' abilities and 

challenges in maintaining their relationship within the LTC environment and the effects of 

separation on their health and wellbeing. Overall, this capstone project will help guide 

future research, practice, and policy in this important yet understudied topic in 

gerontology. 

Keywords:  Long-term care; Older couples; Separation; Marital relationship; 

Couplehood   
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Chapter 1.  
 
Introduction 

1.1. Background and Rationale 

Canada's changing demographics, as a result of population ageing and 

increased longevity, means that more married couples than ever before will live to share 

the experience of old age (Kemp, 2008; Milan et al., 2014).  It is estimated that more 

older couples will experience a caregiving relationship in which one spouse faces health 

declines, such as living with dementia (Hellström et al., 2005; Milan et al., 2014). The 

Alzheimer's Society of Canada reported that as of 2018, "over half a million Canadians 

are living with dementia… [and that] by 2031, the number is expected to rise to 937,000, 

an increase of 66 percent" (Alzheimer's Society of Canada, 2018). Recent estimates in 

Canada also show that 46% caregivers to persons with dementia are spouses and that 

99% of them live in the same household with 97% providing daily care (Wong et al., 

2016).  

Spousal caregivers are well known to experience a multitude of both positive and 

negative emotional and physical health consequences due to caregiving (e.g., 

depression and anxiety). Deleterious consequences for the coupled relationship can be 

especially pronounced as a result of the progression of dementia (Arbel et al., 2019; 

Evans & Lee, 2014). These impacts of facing dementia in the spousal relationship are 

well-recognized in research (Førsund & Ytrehus, 2018; Mullin et al., 2011). Given the 

progressive nature of the disease, it is understood that for spousal caregivers, their 

partners' deterioration of cognitive abilities can lead to several emotional losses (Evans 

& Lee, 2014; Hellström et al., 2005). For example, the condition of dementia affects 

spouses' "familiar means of communicating and interacting with their partners and their 

ability to maintain mutual support and connection" (Førsund & Ytrehus, 2018, p. 1; 

Hellström et al., 2005). Despite these losses, research reveals that many spouses can 

maintain their desired relationship quality and that caregiving can further strengthen their 

relationship (Førsund & Ytrehus, 2018; Mullin et al., 2011). Notably, research has shown 

that spouses “shared health habits (such as diet and exercise) and life circumstances 

(such as access to medical care)” can result in synchronous health declines between 
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spouses (Kemp, 2008; Schulz & Sherwood, 2008, p. 5). The progressive nature of 

dementia can often lead to increasingly demanding caregiving responsibilities, which can 

be taxing on ageing spousal caregivers who may be facing health challenges of their 

own (Brownie et al., 2014; Kemp, 2008; Wong et al., 2016). These circumstances can 

challenge a couple's ability to live independently in their homes, consequently triggering 

their collective relocation into long-term care (LTC) settings (Brownie et al., 2014; Kemp, 

2008; Wong et al., 2016). 

As of 2016, it has been reported that 9.2% of women and 4.9% of men aged 65 

years and older live with a spouse in a primary health care and related facilities, such as 

LTC settings (Statistics Canada, 2017; Wister, 2019). These numbers increase to 35.6% 

of women and 23.1% of men for older adults aged 85+ (Statistics Canada, 2017; Wister, 

2019). Although couples are currently a minority in LTC settings, researchers predict an 

increase in the commonality of married couples living together in LTC due to increased 

longevity and the likelihood of age-related health declines and disability (Gladstone, 

1992; Milan et al., 2014). Research reveals that couples' collective relocation 

experiences to LTC are linked to their strong aspirations and marital commitments to 

stay together (Kemp, 2008, 2012). It is observed that although "relocation was motivated 

primarily for the needs of one spouse, both partners were compliant in the decision to 

move, in part because they wanted to be together" (Kemp, 2008, p. 214). However, 

current institutional practices in British Columbia (B.C.) Canada invokes the separation 

of married couples in LTC settings, such as having one spouse reside with more 

complex care needs reside in LTC, while the other in assisted living (AL) or independent 

living (IL). This common practice highlights the importance of understanding the features 

and significance of couplehood, defined as "the relationship between two committed 

individuals, characterized by a sense of…shared identity, a sense of purpose, and 

commitment" in the LTC environment (Kaplan, 2001; McGovern, 2012, p. 5).  

Although research on this topic is sparse, the separation of married couples in 

LTC settings when different care needs are required has received significant media 

attention in recent years. For example, a report in The Globe and Mail (2016) 

emphasized the severe toll forced separation had on a couple who were placed in 

different facilities due to one spouse having advanced dementia. Ultimately, the physical 

separation significantly affected both spouses stating that each has suffered a decline in 

both physical and emotional health status (Kane, 2016). Furthermore, the current 
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COVID-19 pandemic has brought the challenges and importance of maintaining familial 

connections to the forefront. In March of 2020, the Provincial Health Officer Dr. Bonnie 

Henry invoked residents' movement restrictions within and between LTC settings, 

allowing only those deemed 'essential visitors' (Seniors Advocate of B.C., 2020).  

During this pandemic time, married couples unable to visit each other gained 

much attention in the media, often drawing parallels to being separated across oceans 

during war times (e.g., Grant, 2020).  For example, in June 2020, CBC News reported 

that a couple already separated within different LTC settings in the Kootenay region 

have been unable to reunite with each other in person due to the pandemic (Migdal, 

2020). Although staff members at each home have facilitated phone and video calls for 

the couple to connect, the news article expressed that each spouse was "exceptionally 

depressed" with phone and video calls often ending in tears (Migdal, 2020, para. 20). 

Moreover, due to isolation and inability to see/speak to one another in person, their 

relationship quality had deteriorated, and one spouse's health has rapidly declined 

(Migdal, 2020, para. 20). This indicates that for the couples already involuntarily 

separated between and within different LTC settings, the pandemic visitor restrictions 

profoundly intensified the emotional impacts caused by their separation. 

Effective as of June 28, 2020, the visitor restrictions policies were revisited, and 

all residents in LTC settings (LTC, AL, and IL) are currently allowed to have one 

designated ‘social visitor’ that can include a family member or friend (Office of the 

Seniors Advocate of British Columbia [B.C]., 2020). A recent investigative report from 

the Office of the Seniors Advocate of B.C. on the impact of visitor restrictions in LTC 

found that for spouses in particular, the compounding nature of separation in the prior 

months, their spouses declining health, and the current visiting experience and infection 

control practices, have considerably impacted their overall well-being and arguably their 

desired relationship quality. To illustrate, the results of their survey, which was taken on 

August 26, 2020, till September 30, 2020, found that 72% of spouses who visit their 

partner (majority with dementia) reported that they are not allowed to physically touch 

their partner, including holding their hand or hug them (Office of the Seniors Advocate of 

B.C., 2020).  In addition, visits are supervised by care home staff, at times timed, and 

visitors are not permitted in their loved one’s rooms (Office of the Seniors Advocate of 

B.C., 2020).  
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Concerns about the mental health impacts of isolation and visitor restrictions on 

residents in LTC settings, especially persons with dementia, have been noted as a 

significant issue throughout the course of the pandemic. The survey found that in 

addition to the frustrations and heartbreak expressed by spousal caregivers, for persons 

with dementia, the prolonged separation from ones loved one has increased the rate of 

antipsychotic medication use by 7% (Office of the Seniors Advocate of B.C., 2020). The 

COVID-19 pandemic has reinforced the integral role connections with loved ones have 

on residents’ health and well-being. The significant impact of the pandemic on residents 

in LTC, specifically, couples' ability to interact and maintain their relationship, draws 

parallels to couples' frustrations and experiences with involuntary separation in LTC as a 

result of different care needs. 

The experiences of couples when one spouse has dementia is often portrayed in 

the literature as a life of loss, frustration, burden, and stress (Swall et al., 2019). 

Moreover, the relationship experiences and impacts on health are typically from the 

spousal caregivers’ sole perspective (Bielsten & Hellström, 2019). However, being a 

spouse and caregiving for a person with dementia “is not a uniformly negative 

experience,” with many spousal caregivers expressing positivity and satisfaction in their 

role (Førsund et al., 2015, p. 122). In effect, there is a clear gap in research concerning 

a couple's sense of unity within their everyday lives and how that transposes into 

providing care and the marital relationship when one spouse has dementia (Swall et al., 

2019). In a similar vein, research on the lived experiences of persons living with 

dementia in marital relationships, their feelings of necessity to maintain their relationship 

in LTC, and the potential implications of marital relationships in their care and quality of 

life are largely overlooked. Accordingly, research to better understand older couples' 

experiences and lives living in LTC settings is essential to promote successful, 

supportive interventions and inform policy and practice. 

The B.C. Ministry of Health recognizes the significance of relationships among 

older couples in LTC settings and developed a provincial policy that aims to ensure the 

"continuity of spousal relationships when only one spouse requires [LTC] services" 

(British Columbia Ministry of Health, 2019, sec. 6.D.1). The policy obliges homes to 

establish reasonable arrangements for spouses to live in the same home or nearby 

accommodation (e.g., AL/IL) to maintain contact and relationship (British Columbia 

Ministry of Health, 2019). Like other provinces such as Halifax, Nova Scotia, and Ontario 
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who have passed legislation in 2020- 2021, the policy ensures that couples can remain 

together in LTC despite different care needs. However, as the policy details are fairly 

recent, the practical implications of couples' accommodation are uncertain (e.g., how 

individual LTC settings have executed this policy, how often the qualifying couple may 

be able to live in the same care home, and the specifications when one spouse is living 

with dementia). Also, the COVID-19 pandemic presumably has impacted the 

implementation of the policy. As a result, it's unknown whether LTC homes have 

implemented this policy since enacted, or whether the pandemic will have an impact on 

its future use. Given the regulation's ambiguity and novelty, the Canadian Institute of 

Health Research (CIHR) grant application and proposed study will aim to address our 

knowledge gaps in this area. The proposed study will be further described in a later 

chapter. 

1.2. Definitions of Key Terms 

The key terms used in this capstone project and CIHR Grant Proposal need to be 

defined. The term dementia is used as an umbrella term to refer to people diagnosed 

with Alzheimer's disease, vascular dementia, Lewy-Body disease, frontotemporal 

dementia, and dementia of the 'mixed' type (Alzheimer Society of Canada, 2020). LTC 

settings are defined as age care settings that provide "a variety of services designed to 

meet a person's health or personal care needs during a short or long period of time. 

These services help people live as independently and safely as possible when they can 

no longer perform everyday activities on their own" (National Institute on Ageing, 2019, 

sec. What is Long-Term Care?). LTC services offer persons with complex care needs 

who cannot be safely cared for in their own homes or an assisted living facility with 

round-the-clock professional care (Government of British Columbia, 2020). Persons with 

dementia who require LTC in B.C. may be relocated to various settings, including an 

LTC home and specialized dementia care units within an LTC home or AL facility. 

Lastly, the term marriage is defined in accordance with the Family Law Act of 

B.C., which defines a spouse as “is married to another person or has lived with another 

person in a marriage-like relationship and has done so for a continuous period of a least 

2 years” (Family Law Act, SBC 2011. c 25, s.1 (3)). Notably, within this act, both 

common-law relationships and non-heterosexual relationships (LGBTQ+) are 

recognized. Thus, spousal relationships are identified as an ongoing relationship 
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between two individuals, rather than solely through legal means of relation (Førsund, 

2017). Although there is diversity in meanings and definitions of marriage across 

research studies, for the purpose of this project, it will be recognized as a long-standing 

spousal relationship in which partners share emotional, financial, and social attachment 

for an extended period (Braithwaite, 2002; Hunt, 2015; Walker & Luszcz, 2009).  

1.3. Characterizing Shared Identity and Couplehood 

Marriage is considered to be the most influential social relationship that affects 

an individual's life and well-being (Hunt, 2015; Wagner et al., 2018; Walker & Luszcz, 

2009). It encourages commitment, reciprocity in partnership, and the shared meaning of 

experiences between two individuals (Wagner et al., 2018). Marriage in long-term 

couples "is unique as the spouses are usually very close…hav[ing] mutually experienced 

and managed conflicts, setting the same goals, and obtaining a deeper emotional 

meaning within their relationship" (Hunt, 2015, p. 36). Long-term marriage and shared 

experiences can result in the sense of mutual identity (Braithwaite, 2002; Førsund, 

2017). Couples' shared identity (also known as relational identity) is described in the 

literature as "an expression of their experience of togetherness… [and] as a sense of 

"we-ness" manifestat[ed] of their mutual understanding of the value of their existing 

relationship" (Førsund, 2017, p. 8; Rogers-De Jong & Strong, 2014). Within this context, 

the importance of the marital relationship for older couples is further affected by their 

decrease in social networks (e.g., death of close friends and family), as well as a 

spouses' deterioration of health status (e.g., mobility and presence of chronic illness) 

(Braithwaite, 2002). In turn, older spouses typically develop an intense bond as they 

become increasingly dependent on one another for care and companionship (Hunt, 

2015).  

In consideration of the interdependence of older couples’ and the significance of 

their spousal relationship, “couplehood” has emerged as an important concept in 

dementia literature (Evans & Lee, 2014).  First described by a Hellstrom et al. (2005), a 

case study that highlighted the relationship and experiences of an older married couple 

where one spouse has dementia, couplehood was used to emphasize their desire to 

'maintain involvement' and continue their relationship (Hellström et al., 2005). The 

authors suggest that stemming from the definition of personhood described by Kitwood 

(1997)  “that couples affected by dementia should be viewed as a unit rather than two 
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separate individuals” (Swall et al., 2019, p. 2). It has been found, that despite the 

multitude of emotional losses associated with dementia, spouses are able to maintain 

the quality of their relationship and a strong sense of commitment to their partner 

(Hellström et al., 2005, 2007). As Wadham et al.'s (2015) literature review of couples' 

mutual experiences of dementia describes/concludes, couples affected by dementia 

"view dementia as a shared experience," impacting not only their individual lives, but the 

mutual experience of their relationship (p. 10). Viewing dementia as a socially co-

constructed experience rather than solely affecting one partner demonstrates the 

significance of preserving spousal caregivers' pre-existing identity within their marriage 

as a spouse to their partner, and the power within a couple's mutual sense of identity 

(Funk, 2019). This conceptualization further enables "couples to ally against the 

dementia, empowering them to collaborate and face the difficulties together as a united 

front" (Wadham et al., 2015, p. 10). This finding relates to Hernandez et al., (2019) study 

of couples' shared sense of identity in dementia found that the decades of shared 

experiences and closeness have reinforced their shared identity and created a powerful 

bond that is resilient to challenges. Couples with a strong sense of couplehood have 

been described to experience friendship, reciprocity in partnership, trust, and intimacy 

(Førsund, 2017; Kaplan, 2001; Wadham et al., 2015).   

Kaplan (2001) developed a typology of marital relationships when one spouse 

has dementia and resides in LTC, exploring the concept of couplehood, defined as “the 

extent to which [spouses of persons with dementia] perceives oneself as married 

(feelings of belonging to a "We" [as opposed to] feeling like an "I") (p. 87). Kaplan (2001) 

demonstrated a wide range of perceptions of couplehood with five distinct categories (1) 

“Till death do us parts”, (2) “We, but…,” (3) “Husbandless wives/wifeless husbands,” (4) 

“Becoming an I,” and (5) “Unmarried marrieds” (Kaplan, 2001, p. 87). Kaplan argued that 

the categories are dependent on both a couple's past and present experiences of their 

relationship and the level of change in their relationship due to the progression of a 

spouse’s dementia (Kaplan, 2001). Swall et al. (2019) stated that in the nature of 

dementia progression, many obstacles challenge the sense of ‘us’ in their relationship; 

however, that the ability to continue doing things of value together, including familiar 

routines and shared new experiences, enables the sustainment of the sense of ‘us’ and 

fuels the strength of their relationship (Swall et al., 2019). As Føsund (2017) suggested, 

the way in which couples maintain a sense of couplehood is within an ongoing process 
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of adjustment to the ever-changing situations in which persons with dementia and their 

spouse face when living with dementia. Viewing spousal relationships from this 

perspective enables a deeper understanding of the unique life experiences that define 

spousal relationships, which creates meaning in each spouse's daily life. Having this 

understanding can further aid in exploring the impacts of separation on spousal 

relationships and the implications of maintaining the key elements of a couple's 

relationship in the LTC environment (Førsund, 2017).   

1.4. Purpose and Research Questions 

This capstone project aims to address the current gaps in research by shedding 

light on the lived experiences of married couples residing in LTC, a population currently 

under-represented. In particular, this project aims to extend and complement prior 

research involving persons with dementia’s perspectives and the subjective experiences 

of dyadic relationship well-being when one spouse has dementia. Two objectives guide 

this project, the first is to complete a scoping review on the limited literature on the topic 

at hand. The findings of the scoping review will be utilized for the identification of key 

themes and knowledge gaps. Second, based on the scoping review's findings, this 

project will develop a simulated Project Grant application based on the guidelines 

outlined by the Canadian Institute of Health Research (CIHR). The purpose of the CIHR 

grant will be to critically examine the institutional practice of separating married couples 

in LTC settings in B.C. when one spouse lives with dementia and requires different care 

and support. The proposed empirical study will examine: a) couples' abilities and 

challenges to maintain the quality of their relationship when separated by the policies 

and practices of LTC, and b) how separation and potential loss of couplehood influence 

both spouses' overall health and well-being. Additionally, the study will explore how the 

LTC's socio-physical environment, such as attitudes of care home staff and the 

environmental features (e.g., meal seating arrangements, distance between units) 

influence couples' opportunities and abilities to meaningfully interact with each other. 

Although there is ample literature exploring the impacts of LTC's socio-physical 

environment on visiting spouses (community-dwelling) abilities to maintain their sense of 

couplehood, the examination of couples' challenges when both spouses reside in an 

LTC setting is scant. Additionally, there is a current lack of research that addresses the 

perceptions of both spouses (i.e., the caregiving spouse and the spouse with dementia), 
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thus, disregarding both spouse's experiences. This omission presents a significant gap 

in knowledge. It neglects a core characteristic of person-centred/person-directed care 

practices, maintaining familial bonds and including family in care (Alzheimer’s Society of 

British Columbia, 2011). Therefore, this research will be valuable as it will critically 

evaluate the procedures and culture of care that impact a couple's abilities to maintain 

their relationship. In particular, the proposed research will be instrumental in refining 

existing policies and providing evidence to move toward a more flexible model of care 

that supports the continuation of marital relationships. Furthermore, the study will 

advance our conceptual understanding of couplehood in the LTC environment. The 

empirical study’s findings will inform the development of innovative initiatives to support 

a couple's emotional needs, and improve and/or sustain their overall health and quality 

of life in LTC settings.   

Chapter 2 will describe the theoretical perspectives that will guide the CHIR grant 

proposal and proposed study, and chapter 3 will provide a synopsis of the existing 

literature. In Chapter 4, I will discuss the methodology of the scoping review and the 

proposed empirical study. Lastly, Chapter 5 will present the CIHR Project Grant 

Proposal following the Fall 2020 and Spring 2021 guidelines.  

This project will be guided by two overarching research questions with five sub-
questions:  

• Research Question 1: How does the current practice of separating married 

couples between LTC settings (including AL and IL) when one spouse is 

living with dementia and resides in LTC impact the marital relationship and 

couples’ abilities to sustain couplehood? 

o Sub-Question: What are the challenges couples face in maintaining 

couplehood?  

o Sub-Question: What are the mental and physical health effects both 

individuals may face when separated in LTC settings? (e.g., responsive 

behaviors in persons with dementia, depression, anxiety, malnutrition).   

• Research Question 2: How does the LTC socio-physical environment 

influence couples’ opportunities to maintain their relationship?   

o Sub-Question: What is the understanding of care home staff (e.g., 

nurses, care-aids, directors of care, and executives) of couples’ needs in 

LTC?  
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o Sub-Question: What policies and care practices act as barriers in 

couples' capacity to maintain the desired aspects of their relationship in 

the LTC environment? 

o Sub-Question: What physical environmental features of the LTC setting 

inhibit couples' capacities to interact meaningfully? (e.g., locked units, 

locks on private bedroom doors, distance between units, lack of privacy). 
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Chapter 2.  
 
Theoretical Perspectives  

This chapter will begin with a brief review of the conceptual and theoretical works 

on marital relationships relevant to this project. This discussion will be followed by an 

overview of the selected theoretical perspectives that will guide this capstone project, 

including the proposed CIHR grant proposal: attachment theory and person-environment 

(PE) theory. Finally, this chapter will conclude with a discussion of how the two theories 

work together in relation to this project.  

The multidimensional role of marital relationships in later life has been widely 

conceptualized (e.g., Willoughby et al., 2015; Mitchell, 2016). A couple’s mutual sense of 

identity, shared experiences, and companionship have been demonstrated to impact the 

experience of ageing and are recognized to have a beneficial role in each individual’s 

health and well-being (Førsund, 2017; Hunt, 2015). As noted above, the nature of the 

spousal relationship when one partner is living with dementia is profoundly influenced by 

cognitive decline (Evans & Lee, 2014; Hernandez et al., 2019). Therefore, how couples 

are able to adapt to these changes will influence their interactions and sense of 

couplehood (Evans & Lee, 2014; Hernandez et al., 2019; Kaplan, 2001). 

Various theoretical frameworks in social gerontology can be relevant in 

conceptualizing the interconnectedness of couples’ lives and the experience of dementia 

within the marital relationship. For instance, several studies that focus on understanding 

spousal relationships when one spouse has dementia draw on the theoretical framework 

of symbolic interactionism (e.g., Kaplan, 2001; Førsund, 2017; Mullin et al., 2013; 

Førsund et al., 2015; Hunt, 2015). Symbolic interactionism emphasizes that individuals 

in marital relationships develop a symbolic and personal definition of marriage in which 

they reconstruct conceptions of their identity to be part of a unit as described by their 

experiences and interactions within their society's culture and social relationships 

(Kaplan, 2001; Willoughby et al., 2015).   

Similarly, the life course perspective has also been applied to the investigation of 

marital relationships in later life. As Mitchell (2003) explains, the life course perspective 

“reflects the intersection of social and historical factors with personal biography and 
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development within which the study of family life and social change can ensure” (p. 

1051). The central concepts of linked lives and transitions have often been utilized to 

highlight how married couples’ lives are interdependently linked and shaped by both 

independent and collective circumstances and experiences (Mitchell, 2003, 2016). Kemp 

(2008) applied the life course perspective and the concepts of linked lives and transitions 

to explore couples' collective trajectory to LTC. The author utilized these concepts to 

refer to how "married couples' relocation to and lives in [LTC] are likely to be shaped by 

their individual and shared cumulative life experiences" (Kemp, 2008, p. 232). For 

instance, marriage in later life is marked by a number of life transitions, including the loss 

of social networks and support (e.g., the death of friends and family members), 

retirement, widowhood, and changes in health status (Mitchell, 2003, 2016). Changes in 

a spouse's health status unquestionably affect the lives of both spouses (Kemp, 2012). 

Although couples may experience health declines at different times, health transitions 

alter the spousal relationship, as one spouse becomes dependent on the other (Kemp, 

2008; Roberto et al., 2013).  

Although these frameworks have merit and can offer insight into the 

conceptualization of couplehood and the perceived effects of involuntary separation, the 

perspectives of attachment theory and person-environment (PE) exchange supplement 

an additional understanding of the phenomenon. For example, attachment theory (Monin 

et al., 2013; Waldinger et al., 2015) provides a more comprehensive understanding of 

the more social-psychological elements of older dyadic relationships, which influence 

behaviour, which neither symbolic interactionism of life course perspective might 

emphasize to the same extent. In addition, PE exchange, in particular, Chaudhury and 

Oswald's (2019) integrative framework, offers a perspective that can encompass specific 

aspects of the LTC environment, in which symbolic interactionism and life course 

perspective would typically not address (e.g., physical design/layout). In consideration of 

these points, drawing upon attachment theory and P-E exchange offers a unique 

conceptual understanding. In this way I can conceptualize both the subjective 

experiences of emotional attachment between spouses and the influence of the LTC 

socio-physical environment on a couple's abilities to maintain their sense of couplehood. 

Concepts and principles relevant to my capstone project from each of these two theories 

will be discussed in detail below.   
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2.1. Attachment Theory 

Attachment theory was developed by John Bowlby (1969) and the works of Mary 

Ainsworth (1989). It provides a critical understanding of the natural human desire to 

establish and maintain close relationships throughout the life course (Waldinger et al., 

2015). Although Bowlby’s attachment theory is based on infants and children attachment 

to parental figures, empirical research has increasingly been exploring the attachment 

models of marital relationships in later life (Bradley & Cafferty, 2001; Ingebretsen & 

Solem, 2009; Monin et al., 2013; Waldinger et al., 2015). In particular, there is a growing 

body of research that applies attachment behaviours to caregiving dyads in later life and 

the behaviours of persons with dementia in their responses to change and loss (Bradley 

& Cafferty, 2001; De Vries & McChrystal, 2010; Monin et al., 2013). In the same vein, 

attachment theory has been demonstrated to be a useful framework when investigating 

the subjective experiences of both persons living with dementia and their caregivers 

(e.g., Ingebrestien & Solman, 2009; Monin et al., 2013).  

The framework enables the conceptualization of couples' reciprocity in 

partnership and the natural desire for individuals to "seek support from others in times of 

threat, such as when a person experiences dementia, and to care for others who are 

suffering" (Monin et al., 2013, p. 509). Applied to this study, attachment theory provides 

a conceptual means of understanding the relationship between a couple's enduring 

emotional attachment, their desires to remain together, and the health effects of their 

involuntary separation (Chircop, 2017; Monin et al., 2013; Waldinger et al., 2015).  

In marital relationships, it is theorized that the spouse’s interactions and 

perceptions of relationship quality can be based on secure or insecure attachment 

(Monin et al., 2013; Chircop, 2017, p. 16). Although other attachment styles exist, 

literature applying this framework to marital relationships in later life has predominately 

focused on these two (e.g., Chircop, 2017; Monin et al., 2013; Ingebretsen & Solem, 

2009). Connected with couplehood, Chircop (2017) relates these attachment styles to 

couples’ sense of emotional connectedness during times of stress or conflict (either 

adapting their relationship or becoming more disconnected), which can be directly 

related to a couple’s sense of shared identity when elements of their relationship are 

challenged.  
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Attachment is further viewed through the development of a secure base in which 

children cultivate a natural emotional bond to an attachment figure (often a parent or 

parental figure) and develop adaptive system behaviours in which they actively seek to 

maintain proximity with their attachment figure and “protest following involuntary and 

perceived permanent separation” (De Vries & McChrystal, 2010, p. 288; Pittman et al., 

2011). Maintaining proximity is further linked to the individuals' sense of security and 

safety within their physical and social environment, and particularly prominent in times of 

ill health (Chircop, 2017; De Vries & McChrystal, 2010; Pittman et al., 2011). For older 

couples, the interconnectedness of their lives often translates into spouses becoming 

each other’s secure base (Hernandez et al., 2019; Pittman et al., 2011). This notion is 

particularly relevant when one spouse transitions into a caregiver for the other, such as 

when one spouse is living with dementia (De Vries & McChrystal, 2010). When viewing 

older couples’ relationships in these terms it becomes easier to conceptualize the 

importance of couples remaining together and the impacts of their separation.   

To illustrate, attachment behaviours can impact both spousal caregivers and the 

experiences and well-being of persons with dementia (Bradley & Cafferty, 2001; Monin 

et al., 2013). For persons with dementia, attachment behaviours influence “how they 

express emotions, react to family visits, and behave” (Monin et al., 2013, p. 509). De 

Vries and McChrystal (2010) note that new and strange environments such as LTC 

settings increase persons with dementia attachment behaviours. For persons with 

dementia, being physically separated from one’s secure base, was found to spark 

feelings of insecurity in their surroundings, exhibiting signs of distress and anxiety (e.g., 

crying, looking for their partner and responsive behaviours) (Bradley & Cafferty, 2001; 

De Vries & McChrystal, 2010; Monin et al., 2013). When consistently separated from 

their loved one, it has been found that persons with dementia “maintains that the 

awareness-context causes the dementia sufferer to experience a chronic trauma related 

to separation, loss, powerlessness, displacement and homelessness” (De Vries & 

McChrystal, 2010, p. 293). At the same time, caregiver's attachment behaviours are 

linked to the well-being of persons with dementia (Monin et al., 2013). It is suggested 

that spouses who share a higher sense of couplehood can become more distraught and 

anxious when their spouse exhibits signs of distress or pain (Monin et al., 2013). The 

dimension of maintaining physical proximity parallels to the exploration of the involuntary 

separation of married couples. The application of attachment theory to this project thus 
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provides valuable insight into how and why physical separation can be detrimental to 

both spouse’s health and well-being and why the continuation of their desired 

relationship quality is important.   

2.2. Person Environment (P-E) Exchange 

Since a key component of this project and CIHR grant proposal is to investigate 

how the socio-physical environment of LTC settings can create challenges in couples’ 

ability to sustain their desired relationship quality when one spouse is living with 

dementia, it is essential to include the conceptual perspective of environmental 

gerontology. The overarching framework of the ecological theory of ageing (ETA), 

provides a broad understanding of the interaction between an individual's level of 

competence, such as cognitive functioning and physical health, and the pressure of their 

objective environment within the individual's abilities to adapt (Albuquerque et al., 2018; 

Lawton & Nahemow, 1973; Wahl et al., 2012). From this lens, it is assumed that an 

individual’s “optimal level of functioning” is determined by the interaction of their level of 

competence and the features of their physical environment (Chaudhury & Oswald, 2019; 

Wahl et al., 2012).   

Complementing the ETA, person-environment exchange (P-E) “is a function of 

subjective experiences in affective and cognitive terms, personal meanings, and 

attachment” (Wahl et al., 2012, p. 307). The established constructs of place attachment 

and place identity highlight the experiential process of transforming places of 

insignificance into places of meaning (Rowles & Bernard, 2013). Commonly applied to 

an individual’s abilities to cultivate emotional connections with their home, place 

attachment has been utilized in empirical literature to understand residents (in particular, 

persons with dementia) abilities to adjust and transform the unfamiliar setting of LTC into 

a place of significance that can host meaningful interactions (Førsund & Ytrehus, 2018; 

Rowles & Bernard, 2013). Chaudhury and Oswald (2019) present an integrative 

approach to P-E exchange and conceptualizes P-E interactions within the interplay of 

four components, “individual characteristics, social factors, physical/built environment 

and technological systems” (p.2). Additionally, this approach highlights the interaction of 

agency and belonging (A-B) within the developmental outcomes of identity and 

autonomy (Chaudhury & Oswald, 2019). The interplay of these dynamic components 
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can explain the complex attributes of spousal relationships and their implications within 

LTC settings. In association with conceptualizations of couplehood, which note that 

couplehood is maintained through a couples’ abilities to adapt to new environments and 

situations as dementia progresses, Chaudhury and Oswald’s (2019) P-E exchange 

framework enhances the understanding of the mechanisms in which couples adapt to 

the socio-physical environment of LTC (e.g., environmental design, culture of care, and 

social/care interactions with care staff, as well as other residents) and how the 

environment of LTC can challenge couples’ abilities to maintain their desired relationship 

quality post-relocation (Swall et al., 2019).  

Chaudhury and Oswald (2019) contextualize agency as illustrative of individuals’ 

abilities to act with intent within their objective socio-physical environment and belonging 

as reflecting an individual’s subjective attachment and likely integration to that 

environment (e.g., personalization of private bedrooms in LTC settings). The A-B relation 

is further “based on the function(s) or goal (s) of an interaction, e.g., independent 

functioning, social interaction, mobility, safety and security, continuity of self, or pleasure 

and joy,” which intrinsically shape the concepts of identity and autonomy (p.2). Identity is 

formed via the construction of one's own self under the impact of one's socio-cultural 

surroundings (Bernard & Rowles, 2012; Funk, 2019). Identity is further connected with 

continuity i.e., maintaining a sense of self through activities, routines, physical 

appearance etc. which is inherently associated with personal well-being (Bernard & 

Rowles, 2012; Chaudhury & Oswald, 2019). In turn, maintaining identity is closely 

connected with autonomy which is characterized as an individual’s ability to preserve 

their independence (Chaudhury & Oswald, 2019). Within the context of this capstone 

project, identity and autonomy play an integral role in the conceptualization of marital 

relationships in LTC settings (Brownie et al., 2014; Førsund, 2017; Jungers, 2010).  

For each spouse, both individually and collectively, the transition to LTC can be 

an emotional experience that can impact an individual's perceptions of identity, safety, 

and autonomy (Brownie et al., 2014; Jungers, 2010, p. 417). This notion is further 

escalated in the context of their physical separation between care facilities and is further 

sanctioned with the loss of the presence of their spouse in everyday life (Førsund, 2017; 

Førsund et al., 2015). To illustrate, in connection with attachment theory separation from 

ones ‘secure base’ (spouse) can impact individuals’ sense of safety and security within 

their environment (Hernandez et al., 2019; Pittman et al., 2011). Maintaining a sense of 



17 

security is further correlated with one’s preservation of autonomy, which can be affected 

by the symptoms of dementia (Chaudhury & Oswald, 2019). For persons living with 

dementia, the interplay of A-B dynamics is presumably intensified, as “functioning 

challenges associated with a decline in health would likely affect one’s level of effective 

agency to decrease along with a parallel increase in the value of the affective aspects of 

belonging” (Chaudhury & Oswald, 2019, p. 4). Therefore, this framework can provide an 

understanding of the socio-physical environmental impact of LTC on persons with 

dementia within the nuanced context of marital relationships and the impacts of 

separation from their partner.  

Utilizing Chaudhury and Oswald’s (2019) P-E exchange perspective affords a 

useful framework to critically evaluate the socio-physical environment of LTC settings 

and its impact on separated dyads in LTC settings when one spouse lives with 

dementia. The framework can aid in the conceptualization of how couples are able to 

adapt to their new environment and create a place of meaning that represents their 

shared identity and relationship within the socio-physical environmental features of LTC 

that challenge this arguably vital process in the sustainment of couplehood. For 

example, agency and belonging are demonstrated within a couple's ability to preserve 

shared routines and continue the development of shared experiences, which is seen as 

a vital component of maintaining couplehood (Chaudhury & Oswald, 2019; Førsund & 

Ytrehus, 2018; Førsund, 2017; Mullin et al., 2011). This lens further enhances the 

argument that couples’ abilities to maintain their desired relationship quality with their 

spouse (i.e., perform familiar routines, share meals and activities, and maintain desired 

proximity to each other) is an essential aspect in each spouse’s maintenance of agency 

and establishment of belonging in LTC settings.  

The two theoretical perspectives presented in this chapter, attachment theory 

and P-E exchange, collectively offer useful insight into the critical evaluation of LTC’s 

socio-physical environment influences on the continuity of marital relationships when 

one partner has dementia. As demonstrated above, attachment theory presents a 

valuable framework to understand the dimensions and significance of the enduring 

emotional attachment of older couples, enhancing our comprehension of couplehood. In 

addition, providing a conceptual means for comprehending the value of remaining 

together and the perceived health consequences of separation on both spouses, and 

how the health effects of one spouse can affect the other. In complement, P-E exchange 
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affords a practical framework for contextualizing the meaning and significance of 

couplehood within the LTC environment. The framework lends understanding to the 

interplay of A-B dynamics within the developmental outcomes of identity and autonomy 

and their role within spouses' shared sense of identity and how the socio-physical 

environment of LTC can challenge couples' abilities to preserve their relationship post-

relocation. Moreover, providing a valuable tool to critically evaluate the socio-physical 

environment of LTC that impacts a couple's preservation of relationship when one 

spouse has dementia.  

Used in complement to one another, the two theories provide a holistic and 

insightful approach to investigating spousal relationships in LTC. These unique 

perspectives will contribute to our understanding of the meaning and significance of 

couplehood, how the environment and culture of LTC influence marital relationships, and 

the strategies couples employ to maintain their relationship within the situation. These 

insights can be translated into government policy, used to develop supportive 

interventions, inform person-centred care practices, and re-design and structure LTC 

settings to support to unique needs of married couples. 
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Chapter 3.  
 
Literature Review  

Despite the recognized importance of the marital relationship in older adults’ 

lives, a critical evaluation of the practice of separating dyads when one spouse has 

dementia in LTC settings in academic research has been widely overlooked. 

Consequently, this scoping review aims to present an overview of the current literature 

on the impact of separation on couples when one spouse has dementia and the 

challenges, they may face in maintaining their desired relationship. A scoping review is 

appropriate because it allows for the identification of key themes and knowledge gaps by 

providing a comprehensive overview of the relevant literature within an under-

researched topic of study (Levac et al., 2010). To date, there has not been an extensive 

review completed to examine the impacts of the involuntary separation of married 

couples in LTC settings when one partner has dementia on relationship quality and 

couplehood, as well as how the socio-physical environment of LTC influences these 

couples’ abilities to maintain their relationship. 

This chapter will first describe a profile of older adults and their related risks and 

trajectories to a collective LTC relocation. The information offered in this profile was not 

identified in the examined articles and therefore is not part of the scoping review. 

However, it is included for context to illustrate married couples' various avenues to LTC 

settings. Next, the methodology used to conduct the review will be outlined. Finally, the 

findings of the review and the discovered four substantive themes and their central 

concepts will be summarized and examined. These four themes include: Physical 

Separation: Impacts on Relationship and Health/Well-being, The Significance and 

Meaning of Visiting, Social Environment, and Physical Environment.  

According to the 2011 Census of Population and General Social Survey (GSS) of 

Canada, 56.4% of seniors aged 65 years and over lived as part of a couple (Statistics 

Canada, 2011). Furthermore, revealing that 49% of older couples are age-homogamous, 

with an average of three years between spouses (Statistics Canada, 2011). In 

consideration, research reveals that a couple’s relocation to LTC settings can be in 

response to both collective and individual health needs. A study completed by Kemp 
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(2008), which examined 20 couple’s trajectories to LTC settings, described a couple’s 

health trajectory and risk for relocation as either synchronous or asynchronous (Kemp, 

2008). Synchronous is described as “spouses experiencing health declines at relatively 

similar rates, while asynchronous, is referred to when relocation was motivated primarily 

for the needs of one spouse” (Kemp, 2008, p. 239). For many of the older couples in the 

study (many of whom had a spouse with dementia), it was further revealed that one 

spouse often assumed a caregiving role to the other before relocation (Kemp, 2008). 

Thus, indicating that although asynchronous couples may relocate for the sake of their 

spouse, the presence of caregiving responsibilities can increase collective risk (Kemp, 

2008).  

These findings align with Schulz and Sherwood (2008), who mention the 

influence of larger social determinates of health such as older couples’ socioeconomic 

status and shared health practices. The authors note that spousal caregivers with a 

lower socioeconomic status may experience greater difficulty in a caregiving role given 

economic circumstances (Schulz & Sherwood, 2008). Also, that the collective health 

declines experienced can result in the necessity for both spouses to relocate (Schulz & 

Sherwood, 2008). Prominent health transitions are in accordance with the studied risk 

factors for LTC admission, concerning one or both spouses while they reside 

independently at home (Kemp, 2008). Factors most frequently stated include age, 

mobility deficits, limited abilities to perform activities of daily living (ADL ’s) (e.g., toileting, 

dressing, and personal hygiene) and instrumental activities of daily living (IADL ’s) (e.g., 

house maintenance, cooking, and bill payments), hospitalization, and dementia (Andel et 

al., 2007; Bharucha et al., 2004; Koppitz et al., 2017).  

The presence of dementia is often highlighted in research as a critical indicator 

for LTC relocation since symptoms significantly impact an individual's capabilities to 

function independently (ADL's) and consequently increase the occurrence of caregiver 

burden (Andel et al., 2007). According to the Canadian Institute for Health Information’s 

(CIHI) analysis “about one-third of seniors younger than 80 who’ve been diagnosed with 

dementia live in long-term care homes, [with] the proportion increase[ing] to 42% for 

those 80 and older” (Canadian Institute if Health Information (CIHI), 2018, para. 2). In 

addition, Friedman et al. (2005) found that chronic conditions such as responsive 

behaviours and incontinence were demonstrated as prominent predictors of individuals 



21 

with dementia, as well as their caregiver's need for their partner's LTC relocation 

(Friedman et al., 2005).   

Older spousal caregivers (aged 75 years and older), in particular, are noted in 

research to experience poorer physical and emotional health as a result of balancing 

caregiving with household demands (Andel et al., 2007; Wijngaart et al., 2008). This 

notion is emphasized by Monin et al. (2019) which found that older spousal caregivers, 

who often experience their own health declines, are challenged with the ability to care for 

their partners as well as themselves. These findings are aligned with Buhr et al. (2006), 

which highlighted that, together with their spouses progressing dementia, older spousal 

caregivers were more likely to indicate that their own declining health was the impetus 

for LTC. 

Lastly, for both synchronous and asynchronous couples, it was found that 

hospitalization was an essential indicator of the risk of relocation. Hospitalization from an 

acute illness such as stroke(s) or a determinantal fall or series of falls, is linked to a 

quick/unexpected change in health status that can result in the unplanned necessity of 

LTC (Buhr et al., 2006; Koppitz et al., 2017). To illustrate, Koppitz et al. (2017), revealed 

that "for [older adults] over the age of 85 years, a hospital stay is perceived as a direct 

predictor of admission" (p. 517). Stating that, the physical and cognitive decline as a 

result of hospitalization can alter an individual's capability to function independently 

(Koppitz et al., 2017). In these situations, Kemp (2008) explains that the relocation 

process can become rushed and consequently more difficult to find accommodations for 

both spouses, and therefore couples relocate due to an LTC settings vacancy instead of 

preference. Further revealing that couples made the decision to relocate to an LTC 

setting (e.g., nursing homes or assisted living) with the hopes of remaining together 

(Kemp, 2008). This notion proved particularly relevant for asynchronous couples, 

suggesting that for the spouse who did not necessarily require the support of LTC, the 

decision to move involved “personal sacrifice” and the motivation to gain the necessary 

care for their spouse (Kemp, 2008, p. 241; Torgé, 2020).  
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3.1. Method  

Two core research questions guided the scoping literature review: 1) How does 

the current practice of separating married couples between LTC settings (including AL 

and IL) when one spouse is living with dementia and resides in LTC impact the marital 

relationship and couples’ abilities to sustain couplehood? and 2) How does the LTC 

socio-physical environment influence couples’ opportunities to maintain their 

relationship? Noting the lack of empirical research on older couples who reside in LTC 

together, the search strategy involved broadening the scope to include publications that 

explore the experiences of visiting spouses and their abilities to maintain the quality of 

their relationship within LTC as well as grey literature to inform the core focus. This 

strategy follows the framework outlined by Arksey and O’Malley (2005) and the 

principles of Levac et al., (2010). The chosen methodology follows similar stages as 

other popular methodologies such as Joanna Briggs Institute (JBI) methodological 

guidelines or the Preferred Reporting Items for Systematic reviews and Meta-Analyses 

extension for Scoping Reviews (PRISMA-ScR), such as the identification of a research 

question, broad searches, refining of search criteria/inclusion criteria, and the charting 

and summarizing of findings. However, Arksey and O'Malley (2005), which was 

expanded by Levac et al. (2010), was chosen because it allows for the critical evaluation 

of results and consideration of findings in broader contexts, such as implications for 

future research, policy, and practise, which is not typically a component of other scoping 

review methodologies like JBI or PRISMA-ScR (Lockwood et al., 2019).  

The review involved five stages: (1) identifying the research question, 

(2) identifying relevant studies, (3) study selection, (4) charting the data, and 

(5) collating, summarizing and reporting the results (Arksey & O’Malley, 2005; Levac et 

al., 2010). Using the two research questions mentioned above, relevant studies were 

identified by conducting broad searches using several databases, including Ageline, 

Simon Fraser University (SFU) Catalogue, PsychINFO, and Google Scholar. Search 

keywords were used in combination with one another. They included: “long-term care” or 

“nursing home” or “residential care” or “assisted living,” “couplehood,” marital 

relationship” or “marital quality,” “dementia,” “separation,” “spousal caregiver(s),” “staff 

awareness,” “care home design” or “physical environment,” “health impact,” and “family 

visits” (e.g., “long term care” + “martial relationships” + “dementia”). Inclusion criteria 



23 

involved research published in English from 1994 to 2020 and includes any relevant 

empirical and original non-empirical research, thesis, reviews, and commentary articles 

deemed important and pertinent to the capstone topic and research questions.  

Additionally, the reference lists of relevant articles were also searched.  

In the third stage of study selection, more rigorous inclusion and exclusion 

criteria were adopted. Inclusion criteria in this stage involved having literature that (a) 

focused on spousal relationships when one has dementia, (b) were situated in LTC 

settings (e.g., nursing homes, AL, and IL), and (c) aimed to understand the impacts of 

the LTC socio-physical environment on spousal relationships. Publications were 

excluded if they did not focus on spousal relationships when one has dementia, did not 

include a majority sample of participants that were spousal caregivers, and did not 

provide insight into LTC settings' impacts on couples' relationships. Such publications 

focused explicitly on the relocation process to LTC, spousal caregiver burden, end-of-life 

care for persons with dementia, and couples who remained living together in their own 

homes. 

The reference management software, Mendeley version 1.19.4 was used to 

systematically sort for duplications, manage references, and organize the publications. 

The fourth stage involved charting the data. Following the search process, publications 

were chartered according to a "descriptive-analytical" method, which involved recording 

the publication's fundamental information (Arksey & O’Malley, 2005, p. 26). According to 

Arksey and O’Malley (2005), “charting describes a technique for synthesizing and 

interpreting qualitative data by sifting, charting and sorting material according to key 

issues and themes” (p. 27). Publications were charted within the following categories: 

"author(s), year of publication, and location," keywords, the focus of study, methodology, 

and key findings (Appendix A). (Arksey & O’Malley, 2005, p. 27). In the final stage of 

collating, summarizing, and reporting the results, two forms of analysis were completed. 

First, descriptive statistics were obtained from each study such as geographical 

distribution, research design and methodology. In doing so, enabling the identification of 

the central concepts (Arksey & O’Malley, 2005). Second, the literature was coded and 

organized thematically to determine key concepts (Arksey & O’Malley, 2005; Levac et 

al., 2010). The literature was then synthesized and used to shed light on how the LTC 

socio-physical environment's characteristics impact a couple's abilities to maintain their 

relationship post-relocation. 
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3.2. Findings  

The database search generated 145 publications. A supplementary 22 were 

obtained from the reference lists of other publications and broader Google searches. A 

total of 30 publications were included in this review. Figure 1 presents a flow diagram of 

this reviews search strategy. As illustrated in this Figure, following the screening and 

eligibility assessment procedures, 38 full-text articles were reviewed. Eight articles were 

excluded based on the relevancy of the content to the topic at focus. For example, they 

were omitted because they did not focus on dementia or did not include a large enough 

sample of participants whose spouses had dementia, did not focus on LTC settings, 

focused solely on the transition to LTC settings, and did not provide insight into the 

marital relationship post-relocation. Moreover, three of the included publications were 

considered exceptions since they provide essential insight into the socio-physical 

environment of LTC settings that impacts couples. 

Finally, a total of 30 articles were reviewed. Of these publications, the majority 

(n=27) used a qualitative design, two were literature reviews, and five fell into the 

category of grey literature. Most publications were authored in the United States (n=7), 

Canada (n=7), England (n=4), and Norway (n=4), Sweden (n=4), and Australia (n=4). Of 

the Canadian studies, only three took place in B.C. Only one publication, a discussion 

paper out of Australia, offered insight into the perspective of persons with dementia.  

Although two other publications (Torgé, 2020) and (Malone, 2016), included persons 

living with dementia in their samples, their studies did not emphasize their viewpoints. 

Just six publications had both spouses reside in LTC settings.  

This review has a few limitations. First, utilizing a scoping review approach has 

some weaknesses since it provides a broad overview of the available body of literature 

on a specific topic (Pham et al., 2014; Sucharew & Macaluso, 2019). Thus, this 

methodology does not provide an opportunity for much in-depth critical appraisal of the 

reviewed studies. For instance, it does not enable a more nuanced critique of individual 

studies regarding their specific limitations, such as small sample sizes and related 

sampling or generalizability in terms of the population studied, location, and the study 

time frame. This poses a significant limitation as the lack of critical appraisal leaves it 

challenging to identify discrepancies in studies as well as an ability to translate results 

into recommendations and future research design strategies. 
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Furthermore, despite my best efforts to be as comprehensive as possible, it's 

likely that I have overlooked certain publications (e.g., “grey” literature) that could have 

offered useful information due to the explicit inclusion criteria. Moreover, the search did 

not include literature published in other languages. In addition, because of the specificity 

of the reviewed topic, broader generalizability and applications to other areas are limited. 

Additionally, several studies were completed by the same authors, which reduces the 

scope of studies reviewed, although this observation illustrates the paucity of research in 

this field. Lastly, although a formal assessment of disciplinary or other research biases is 

not required for a scoping review, it is important to acknowledge some potential issues. 

For example, my review involved a selection of articles that leaned towards a more 

psychosocial areas of focus.  

 

Figure 1. Flow diagram of scoping review process 
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Analysis of the publications identified several intersecting variables that can 

impact couple’s sustainment of their desired relationship quality post relocation to LTC 

settings. The publications revealed an intrinsic grouping of topics in which four broad 

themes were developed: Impact of Physical Separation on Relationship and Well-being, 

Significance and Meaning of Visiting, Social Atmosphere and Relationships, and 

Physical Environment. It is significant to note that the progression of dementia is strongly 

entwined into the experiences of couples’ marital relationships and engagement in LTC 

settings. The progression of dementia and subsequent symptom’s, therefore, are 

interwoven throughout each theme. Several subtopics highlighted in the literature 

overlap and can be discussed within multiple themes. Therefore, a decision was made to 

discuss these subtopics within the most closely aligned general theme. Table 1. 

illustrates the discovered themes and related subthemes.  

Table 1. Summary of themes and related subthemes   

Theme  Description  Subthemes  

Impact of Physical 
Separation on 
Relationship and Well-
Being 

The varied emotional 
sensations associated with 
couples' physical 
separation and losing 
couplehood are depicted. 

• Compounding losses and 
Grief  

• Struggling with Guilt/relief 

• Perspectives of Persons 
Living with Dementia 

Significance and 
Meaning of Visiting 

Routinely visiting was 
determined to combat 
loneliness and loss of 
couplehood. Visiting was 
also a means to stay 
involved in care and to 
continue their relationship. 

• To uphold marital vows 
and preserve their 
relationship  

• Arranging visits to enable 
meaningful exchanges 
and ease goodbyes  

• To monitor care quality 
and advocate 

Social Atmosphere 
and Relationships 

Describes the social 
environment of LTC 
settings and couples' 
social relationships and 
their impact on couples' 
abilities to maintain their 
desired relationship 
quality. 

• Relationship with care 
staff 

• Couples’ social 
relationships  

• Infidelity  

• Sexual orientation 

Physical Environment Illustrates how the design 
and structure of LTC 
settings influence visiting 
spouses' abilities to 
engage with their partner. 

• Private bedrooms  

• Privacy  

• Public Spaces 
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3.3. Summary of Themes and Central Concepts 

The four presented themes and their related subthemes provide insight into the 

unique experiences and circumstances that impact the sustainment of spousal 

relationships in LTC settings. The order in which the themes are presented is intended to 

mirror a natural progression of events and experiences related to adjusting to physical 

separation from one's spouse, having one's spouse transition to LTC, and how spousal 

caregivers maintain elements of their relationship within the LTC environment. Notably, 

the progression of dementia is indicated in each theme as a principal feature affecting a 

couple's relationship, sense of couplehood, and their engagement/experiences in LTC 

settings. Equally, the themes and their related subthemes showcase and warrant that 

couples' needs and experiences should not be viewed as interchangeable, as individuals 

may have varied needs regarding their participation in their spouses' care and definitions 

of relationship quality.  

The order is as follows: Impact of Physical Separation on Relationship and Well-

being, Significance and Meaning of Visiting, Social Atmosphere and Relationships, and 

Physical Environment. As demonstrated, the emotional impacts on relationships and 

health/well-being resulting from physical separation will be discussed first. Second, 

spousal caregivers' efforts to mitigate these losses and preserve their relationship 

through visitation will be revealed. Finally, the last two themes touch on LTC settings' 

social and physical environment in which spousal caregivers must face and adapt to new 

relationships, such as care staff and environmental barriers such as searching for 

privacy. 

3.4. Impact of Physical Separation on Relationship and 
Well-Being 

This theme illustrates the dynamic emotional experiences related to couples’ 

physical separation and losing couplehood. The permanence of physical separation from 

one’s spouse as a result of LTC relocation was demonstrated in the literature to be a 

complex and overwhelming emotional experience (e.g., Førsund et al., 2015; 

Hemingway et al., 2016; Hunt, 2015; Mullin et al., 2011; Glasier & Arbeau 2019). The 

emotional impacts of separation on relationship and health/well-being were touched 

upon in nearly every publication of this review (n=25). It is important to note that the 
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emotions discussed are strongly interwoven and can be felt simultaneously. In particular, 

the separation generated an initial process of grieving over the compounding losses of 

their involuntary separation, their relationship identity, and their spouses' progressive 

deterioration of cognitive abilities (Førsund et al., 2015; Hemingway et al., 2016; 

Miskovski, 2017). The following sections will describe two concepts that capture the 

emotional complexities connected with couple’s physical separation: Compounded 

Losses and Grief and Struggling with Grief and Guilt/Relief. Additionally, this section will 

highlight the one article that presents the perspectives of persons with dementia.   

Compounding Losses and Grief.  For spouses of persons with dementia, “the 

relocation of a partner indicates not only a physical separation, [but] must be considered 

an experiential separation from a relationship filled with memories of a life course with 

their partners” (Førsund & Ytrehus, 2018, p. 860). Their partner's absence in daily 

routines was shown to create the overwhelming feeling of suddenly 'being alone' 

(Førsund et al., 2015; Hemingway et al., 2016; Hennings & Froggatt, 2019; Mullin et al., 

2011). Førsund, Skovdahl, Kiik, & Ytrehus’s (2015) study, which explored spouses' 

experiences of losing couplehood with their partner living in LTC, characterized this 

concept as the "loss of a shared everyday life" (p. 125). In the article, one participant 

expressed these feelings "as a sense of emptiness: an empty chair, empty bed, 

explaining how he experienced the absence of his wife as a physical non-presence” 

(Førsund et al., 2015, p. 125). Hunt's (2015) study explored the emotional consequences 

of placing a spouse into LTC and emphasized the powerful feelings of loss accompanied 

by the physical separation from one's spouse. The author explains that for spousal 

caregivers, their partners' transition to LTC means a complete adjustment to their "whole 

way of life" (Hunt, 2015, p. 50). Spousal caregivers expressed a loss of companionship, 

communication, and affection in their daily life with sentiments such as 'eating alone' or 

'sleeping alone' (Hunt, 2015). Equally, the literature emphasized that spousal caregivers 

experience a loss of identity within the multiple losses and changes (e.g., Glasier & 

Arbeau 2019; Hunt, 2015; Miskovski, 2017; Hemingway et al., 2016; Tilse, 1994). For 

example, Hennings and Froggatt (2019) found that spousal caregivers felt unmarried or 

widowed and mourned the loss of their spouse and their relationship, and in turn, their 

identity as being a married person. 

The progression of dementia was consistently revealed to be intensely 

interconnected with the feelings of loss and loneliness (e.g., Høgsnes et al., 2013; Hunt, 
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2015; Gladstone 1995a, 1995b; Mullin et al., 2013; Sandberg et al., 2001). In particular, 

the symptom of dementia that results in loss of speech was highlighted as challenging to 

the preservation of their relationship since it "interfered with the spouses' ability to be 

connected to their partner and hindered them from participating in their partner's 

everyday life" (Førsund et al., 2015, p. 125). Furthermore, spousal caregivers live 

through their partners' continuous decline in abilities to remember the couples shared 

experiences, including family members (e.g., children and grandchildren), significant life 

events, and objects/places of meaning (Førsund, 2017; Hennings et al., 2013; Mullin et 

al., 2013); as Førsund et al., (2015) state, "they [are] alone with memories from a lifetime 

together" (p.16). This notion aligns with the Alzheimer’s Australia NSW (2017) 

discussion paper that examined the relationship changes between persons with 

dementia and their family caregiver (a majority of whom were spouses), which notes that 

communication lies at the heart of the relationship and emotional intimacy between 

spouses. Therefore, losing the aspect of sharing daily experiences, discussing topics of 

interest and/or importance, or even banter changes the nature of their relationship 

(Miskovski, 2017). The loss of physical intimacy was also shared to be an impactful 

feature contributing to spousal caregivers feelings of loss and loneliness (Malone, 2016; 

Miskovski, 2017). Consequently, articles highlighted that due to their partners 

progression of dementia spousal caregivers may feel lonely within the spousal 

relationship even prior to relocation, however, that living separately may exaggerate the 

emotional distance of their present relationship which can increase experiences of 

depression (Førsund, 2017; Hennings et al., 2013; Høgsnes et al., 2013; Hunt, 2015; 

Miskovski, 2017; Mullin et al., 2011).  

In addition, to feeling disconnected from their spouse, the transition to LTC and 

their 'involuntary separation was determined in the literature to spark experiences of grief 

and mourning over the loss of relationship with their spouse (e.g., Hunt, 2015; Høgsnes 

et al., 2013; Førsund et al., 2015; Førsund, 2017; Miller, 2016; Watterson, 2017; Glasier, 

2016, Glasier & Arbeau, 2019). Understanding the personality changes that occur as the 

disease progresses, spousal caregivers were described in the literature to experience 

the concepts of anticipatory grief, the anticipation of loss, and ambiguous loss, in which 

individuals grieve the loss of their loved one’s lack of cognitive presence, while they are 

still alive (Førsund et al., 2016; Førsund, 2017; Førsund et al., 2015; Glasier, 2016; 

Glasier & Arbeau, 2019; Hemingway et al., 2016; Høgsnes et al., 2013; Miskovski, 
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2017). The concepts of anticipatory grief and ambiguous loss was noted as a principal 

feature of the experience of dementia within the marital relationship (Hennings et al., 

2013; Mullin et al., 2011). To illustrate, in Hennings et al.’s. (2013) study participants' 

feelings of grief were explained as interminable, which cannot be interrupted without the 

finality of their partners' death. Similarly, caregiving spouses within Høgsnes et al., 

(2014) study expressed their on-going need to cope with the loss of “the person they 

married, who no longer existed, although their physical appearance was the same” (p. 

156). In consideration, anticipatory grief was reported to be an apparent aspect 

throughout their partners' progression of dementia and intensified through LTC 

placement, while ambiguous loss was demonstrated as more of an ongoing emotionally 

intense experience contributing to the loss of couplehood (Førsund et al., 2016; 

Førsund, 2017; Førsund et al., 2015; Høgsnes et al., 2013; Miskovski, 2017). 

Furthermore, it was revealed that spousal caregivers mourned the loss of a future with 

their spouse (Førsund et al., 2015; Førsund, 2017; Hemmingway et al., 2016; Tilse, 

1994,1998; Mullin, 2011). Their partners progressing dementia compounded with their 

'involuntary separation' from their partner provoked the realization that plans, and new 

experiences together will no longer happen (Førsund et al., 2015; Førsund, 2017; 

Hemmingway et al., 2016; Tilse, 1994, 1998). Similarly, Mullin et al. (2011) identified 

spousal caregivers' anxieties towards the future of their partners' deteriorating health 

status and their own health status in terms of continuing caring/advocating for their 

partner. 

Lastly, in close connection with grief, many spousal caregivers revealed having 

symptoms of depression (Braithwaite, 2002; Førsund, 2017; Glasier, 2016; Glasier & 

Arbeau, 2019; Hunt, 2015). As Hunt (2015) explains, for caregiving spouses, “most of 

their married life revolved around his or her spouse, and during the later years, their 

meaning and purpose may have centred in caring for their spouse” (p.50). Therefore, 

there is a dramatic change in lifestyle when their spouse transitions to LTC (Hunt, 2015). 

In connection, Gladstone (1995a) expressed that spousal caregivers can experience a 

loss of purpose after their partner’s relocation. The author stated that spousal caregivers 

could experience depression over losing their daily routines and responsibilities that 

often revolved around providing their partner care (Gladstone, 1995a). Consequently, it 

was revealed that spousal caregivers in turn can experience stress and anxiety around 

their partners well-being and the quality of care provided in their absence (Hunt, 2015).  
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Struggling with Grief and Guilt/Relief.  Fourteen articles revealed conflicting 

emotions between spousal caregivers' grief and the guilt/relief they may feel after 

relocating their partner to LTC (Høgsnes et al., 2013; Braithwaite, 2002; Førsund et al., 

2015; Førsund et al., 2016; Førsund, 2017; Hennings et al., 2013; Sandberg et al., 2001; 

Hunt, 2015). Spousal caregivers' decisions to place their partner in care were often met 

in the literature with emotions of guilt and a failure to uphold marital vows/obligations 

(Førsund et al., 2016; Førsund, 2017; Førsund et al., 2015; Glasier & Arbeau, 2019; 

Hennings & Froggatt, 2019; Høgsnes et al., 2013; Hunt, 2015; Tilse, 1994). As Høgsnes 

et al. (2013) explains, since the “decision about relocation could not be a joint decision 

between the spouse and the person with dementia,” spousal caregivers feel guilty as 

they feel they have deceived their spouse (p. 156). Similarly, Miller (2016) illustrates that 

although spousal caregivers feel a sense of relief with caregiving duties mitigated and 

recognize that their partner is getting the appropriate care, this is a mixed emotion as 

there are conflicting feelings of guilt of essentially abandoning their partner. On the other 

hand, spousal caregivers in the literature expressed a sense of freedom and relief as 

many elements of caregiver burden are alleviated after placement (Høgsnes et al., 2013; 

Miller, 2016; Miskovski, 2017; Watterson, 2017). This notion aligns with Gladstone’s 

(1995a) study in which one or both spouses relocated to LTC, which revealed that the 

separation of spouses to reside in different rooms/sections when one has dementia is 

based on the belief that it will provide respite for the caregiving spouse. 

Yet, some spousal caregivers in studies expressed feelings of frustration and 

resentment towards their partners (Glasier & Arbeau, 2019; Miskovski, 2017; Watterson, 

2017). In following couplehood typology Kaplan's (2001), those with the lowest form of 

couplehood, “Unmarried marrieds”, characterized their relationship and marriage as 

being over, and are grieving or have completed grieving the loss of their spouse, 

expressed resentment and towards their spouse as a means of coping with these 

losses. For example, it was found that feelings of anger and resentment were "directed 

at the institutionalized spouse for not taking better care of him or herself and 'ending up 

in a nursing home'" (Kaplan, 2001, p. 95). These emotions, along with recognizing that 

their partner is getting the necessary care in a supportive environment, were viewed to 

reduce the feelings of guilt surrounding LTC placement (Kaplan, 2001; Miller, 2016; 

Torgé, 2020; Watterson, 2017).  
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Perspectives of Persons with Dementia.  Remarkably, only one publication 

offered some insight into the perspectives of persons with dementia. The Alzheimer's 

Australia NSW (2017) discussion paper explored the relationships of family careers (the 

majority of whom were spousal caregivers) and the voices and experiences of persons 

with dementia. Most notable was the feeling of loss of identity (Miskovski, 2017). People 

with dementia expressed a loss of independence due to changes in their spousal 

relationship dynamic, compounded with the multiple personal losses that occur with 

progressing dementia (e.g., loss of driver's license) (Miskovski, 2017). For example, it 

was expressed that like spousal caregivers the change in role to being cared for was a 

significant shifting point in their sense of identity and their relationship with their spouse 

(Miskovski, 2017). Persons with dementia described feelings of guilt towards the 'burden' 

they are inflicting on their spouse and symptoms of depression in response to their 

diagnosis and progressive memory loss, and loss of their previous life and 

independence (Miskovski, 2017). For example, a woman with dementia explained:  

The relationship [with my husband] has changed. I am more enclosed in myself. I 

don't feel I want to speak about things. I have hated losing my independence and 

having to rely on someone. I don't feel as attracted to him. I feel guilty that I'm 

changed. I am more changeable in my emotions. It is hard for him. I feel he 

speaks down to me (p. 6).  

3.5. Significance and Meaning of Visiting    

To combat feelings of loneliness and loss of couplehood, the majority of articles 

(n=24) revealed that caregiving spouses would routinely visit their partner. Visiting was 

demonstrated to help spouses deflect their feelings of loneliness, served as a means of 

maintaining involvement in care, and “provided opportunities to express continuing 

attachment and obligation” (Tilse, 1994, p. 172). The research illustrated three 

categories of how spouses used visiting to sustain their relationship and adapt to the 

changes brought on by their partner's dementia advancement: 'to uphold marital vows 

and preserve their relationship,' (n=11) 'arranging visits to enable meaningful exchanges 

and ease goodbyes,' (n=10) and 'to monitor care quality and advocate' (n=12).  

To uphold marital vows and preserve their relationship.  Visiting regularly 

"seemed to lessen [spouses] longing for their partner [and] sustained their sense of still 
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playing significant roles in their partners' lives" (Førsund et al., 2016, p. 3015). Tilse's 

(1997) study, which explored the intent and meaning behind visiting a spouse in LTC, 

found that visiting provided the ability to continue aspects of a couples' daily life and 

sustain an emotional connection. To illustrate, visiting was demonstrated to enable 

opportunities for intimate moments, reminisce, and participate in activities together, 

ultimately helping to cope with the feelings of loneliness associated with being separated 

(Tilse, 1997). In a similar vein, Førsund et al. (2016) discovered that visiting served a 

pivotal role in their ability to continue their relationship quality through their separation 

and the progression of their partner's dementia. The authors also stated that visiting 

provided spouses with the ability to recreate their shared routines and participate in 

activities together (e.g., "such as looking at photographs, reading family histories, 

playing cards, relaxing, drinking coffee together, reading the paper and making small 

talk"), enabling the much-needed sustainment of sense of companionship (p. 3019). 

Furthermore, Hunt (2015), found that couples who were able to remain sharing meals 

together had lower rates of weight loss/malnutrition as well as decreased symptoms of 

depression. Likewise, the ability to participate in activities together supported the 

couple's sense of couplehood, as the activities promoted the sharing of new experiences 

and continued conversation (Hunt, 2015). Irrespective of couples' expression of 

togetherness during visits, the progression of dementia was iterated in the literature to 

impact their expressions of couplehood, often demonstrated through physical embraces 

(e.g., holding hands or stroking their partner's hair), especially when verbal 

communication became challenging and their partner's lucidity fluctuated (Førsund et al., 

2016; Hunt, 2015).  

Marital vows to stand by their partner 'in sickness and in health, till death do us 

part' were discussed in the literature (n=10) and were shown to play a key role in 

couples' perceptions of the importance of their relationship and their desire to continue 

being involved in their partners care (Førsund et al., 2016; Glasier & Arbeau, 2019; 

Hemingway et al., 2016). The notion to fulfill their marital promises is reflected in Hunt’s 

work (2015), who discovered that marital vows were taken in verbatim for some 

caregiving spouses, promoting a sense of duty to be present for their partner and ensure 

that they had quality care and had a quality of life within the home. For example, one 

participant in Hunt's (2015) study stated, "It is my duty for better or for worse. This is for 

the better for her, and I have to put up with the worse" (p.117). This notion was reiterated 
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in Hemingway et al.'s (2016) study, which focused on gaining a deeper understanding of 

the experiences of spouses of persons with dementia who reside in LTC, which 

described marital vows as a central motivator for spouses to continue playing a role in 

their spouses care post-relocation.  

Similarly, in following Kaplan's (2001) couplehood typology, Braithwaite (2002) 

found that for spouses who viewed their marital vows in verbatim, their perception of 

their spouse and the marital relationship did not change despite their partner's dementia 

progression exhibited a high sense couplehood. Having a high sense of couplehood in 

the study meant that spouses "did not differentiate between the marital past and present 

in their assessment of feeling married" and were more likely to "refer to themselves as 

part of a couple, using "We," rather than "I." (Braithwaite, 2002, p. 174). For these 

spouses, visiting represented a continuation of their relationship, often talking about their 

marriage in the present tense even though their relationship's circumstances have 

changed (Braithwaite, 2002). This notion of unconditional love and devotion was 

mentioned in a number of articles which found that despite their partners progressing 

dementia and being physically separated, that many spousal caregivers’ strong 

commitments and love for their spouse did not change (e.g., Tilse, 1994; Watterson, 

2017; Miskovski, 2017; Førsund, 2017; Mullin et al., 2011). In light of the significance of 

their marital relationship in their lives, physical separation resulting from relocation felt 

akin to divorce and "emphasized the separateness of their lives" (Tilse 1997, p. 202, 

Hemingway et al., 2016; Hunt, 2015). This finding relates to Glasier and Arbeau's (2019) 

study, which examined caregiving spouses' experiences of being involuntarily separated 

from their partner due to their partner's relocation to LTC settings. The study revealed 

that "to some, the separation felt like an "invalidation" of their wedding vows, and 

abandonment at the time when their spouses needed them the most" (Glasier & Arbeau, 

2019, p. 467).   

In contrast, Watterson (2017) noted that some spouses believed that their vows 

held them back from their abilities to move forward.  Further revealing that individuals' 

perceptions of marriage and marital commitments were not only "influenced by their own 

experiences of marriage but also from the expectations of other people" (Watterson, 

2017, p. 21). To illustrate, participants expressed that they felt judgment from their 

friends and family and care home staff about their role as a spouse to a person with 

dementia (Watterson, 2017). These judgments were said to fuel caregiving spouses' 
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guilt about their contributions to their partner's care and the amount of time spent with 

them (Watterson, 2017). Consequently, reinforcing feelings of marital obligations to their 

spouse (Watterson, 2017). The notion of obligation to care for one's spouse was further 

iterated in Førsund et al.'s. (2016) article where one participant was legally divorced from 

her partner, however, continued to care for her ex-husband as a result of her feelings of 

obligation, however, still felt a sense of value in maintaining their relationship. However, 

most publications illustrated that, spouses felt an on-going love and devotion to their 

partner, although the nature of their relationship had changed (e.g., Kaplan, 2001; 

Watterson, 2017; Braithwaite, 2002; Hemingway et al., 2016; Hunt, 2015; Førsund et al., 

2015; Førsund et al., 2016; Førsund, 2017).  

Notably, Glasier & Arbeau’s (2019) study highlighted the critical barrier of facility 

location and access in spousal caregivers’ abilities to visit their partner. The authors 

found that concerning spousal caregivers’ difficulties in adjusting to the separation (e.g., 

loneliness and anxieties over the quality of care given to their partner), these feelings are 

intensified when there are considerable barriers in their abilities to visit their partners 

(Glasier & Arbeau, 2019). Having their partner reside in a geographically far facility from 

their homes provided obvious difficulties in gaining frequent transportation (Glasier & 

Arbeau, 2019). Participants in their study mentioned the financial challenges in gaining 

transportation (e.g., paying for taxi services), challenges resulting from bad weather, and 

their feelings of burdening others when asking for transportation (Glasier & Arbeau, 

2019). Furthermore, their ability to move closer or live in the same LTC setting complex 

as their partner was also mentioned to be difficult due to the financial costs (Glasier & 

Arbeau, 2019).The study found these challenges to increase spousal caregivers’ 

feelings of loneliness and depression (Glasier & Arbeau, 2019). 

Arranging visits to enable meaningful exchanges and ease goodbyes. In 

addition to visiting to preserve their relationship, it was evident in three articles that as 

their spouse's dementia progressed, it became necessary to schedule visits around 

activities of importance for their partners and times in which they may be more lucid 

(Førsund et al., 2016; Glasier & Arbeau, 2019; Miller, 2016). Scheduling visiting, 

therefore, provided spouses with the best opportunities to have meaningful interactions. 

Førsund et al.'s. (2016) study, which focused on the relationship of spouses of persons 

with dementia when their partner resides at LTC, found that the fluctuations of their 

partners' capacities throughout the day made it challenging to engage in conversations. 
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Spouses, therefore, took note of the times of the day their spouse may be more "awake 

and capable of interacting" and scheduled visits with them accordingly (Førsund et al., 

2016, p. 3019). For example, one participated stated, "I have to be there in the morning. 

Because he is very tired in the afternoon and then he gets so angry. I found out it is 

better when I visit in the morning." (Førsund et al., 2016, p. 3019). 

Similarly, Glasier and Arbeau's (2019) study, which examined the experience of 

older couples involuntarily separated due to one spouse's relocation to LTC, found that 

many spouses viewed visiting "as one of the most important things they can do to show 

their support" (p. 466). The establishment of visitation patterns was discovered to be a 

key method to participate in their spouse's life in a meaningful way throughout their 

partners' dementia progression (Glasier & Arbeau, 2019). By way of an example, a 

participant within the study who resided in the same multilevel care complex as her 

husband "established a pattern of regularly visiting at mealtimes to help... with his 

meals" (Glasier & Arbeau, 2019, p. 470). By doing so, she was able to continue her 

involvement in her husband's care and felt content in her abilities to "positively influence 

her husband's well-being" (Glasier & Arbeau, 2019, p. 470). Scheduling visits was also 

highlighted in Miller's (2016) study, which found that many caregiving spouses aimed to 

arrange visits with their partner during activities deemed necessary to their partners 

(e.g., fitness, religious services etc.) and mealtimes. Similar to Glasier's (2019) study, 

Miller found that for spouses of persons with advancing dementia, routinely assisting 

with feeding and hygiene was demonstrated to act as a meaningful way to engage with 

their spouse and stay present in their life. 

In addition, scheduling visits around their partners' routines also served as a 

method to ensure goodbyes were done in a manner that avoided upsetting their 

partners. It was discovered that many spouses utilized mealtimes or scheduled activities 

"to leave their partners at the moment when new events were initiated and the personnel 

in the units could divert their partners' attention" (Førsund et al., 2016, p. 3019). As one 

participant stated in Førsund et al.’s (2016) research:  

It is difficult every time. Therefore, I have to monitor and wait for mealtime. Then I 

have to persuade her to sit down at the table, before the personnel take over; 

they help her with dinner. Yes, when she sits down and starts to think about the 

food, then I can sneak out. (p. 3019)   
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Saying goodbye was expressed as particularly difficult and an emotional 

experience in eight publications. One participant in Glasier’s (2016) study was revealed 

to have developed hand signals with care staff to distract his wife in order for him to 

leave without saying goodbye. In connection, Førsund et al., (2016) expressed that 

being able to leave their partner without their objection “increased their feelings of 

continuing their relationships because they could leave without the strong feeling of 

letting their partner down” (Førsund et al., 2016, p. 3019). These notions were further 

iterated in Hemingway et al.’s (2016) article as well as Gladstone’s (1995a), which 

revealed that leaving took an emotional toll on caregiving spouses, with spouses often 

feelings “quite upset” after visits, further decreasing the frequency of their visits in order 

to protect themselves from burnout and maintain their abilities to continue having a 

meaningful relationship.  

To monitor care quality and advocate. Twelve publications revealed that as 

the ability to connect with their partner became increasingly challenging, some spousal 

caregivers utilized their visits as opportunities to check on the care their partners were 

receiving and advocate for changes (e.g., Tilse, 1994; Hemingway et al., 2016; Mullin et 

al., 2011; Sandberg et al., 2001; Glasier, 2016; Miller, 2019). Hemingway et al. (2016) 

found that with physical caregiving duties mitigated by LTC staff, spousal caregivers felt 

that their main role was to advocate for their partner. Braithwaite (2002) described the 

emotional and moral turmoil spouses face during the transition from their partner's 

primary caregiver to simply a 'visiting spouse.' The authors revealed that although the 

transition represented an added loss, many felt conflicted with their understanding of the 

benefits of LTC, such as their partner receiving their needed care, with their perceptions 

of adequacy in care (Braithwaite, 2002).  

The need to take action and advocate for their concerns was determined in the 

literature to be a vital form of how spouses of persons with dementia show their ongoing 

support and devotion (Glasier, 2016; Glasier & Arbeau, 2019; Hemingway et al., 2016; 

Miller, 2016; Mullin et al., 2011; Sandberg et al., 2001). For example, in Hemingway et 

al. (2016) study, advocacy was described as a dynamic part of the spousal caregiver's 

role. Participants in this study "viewed their involvement as a way to ensure their spouse 

received the best care possible. Specifically, they strove to anticipate their spouses' 

needs and communicate these to staff" (Hemingway et al., 2016). Similarly, Tilse (1994) 

revealed that the purpose of monitoring the quality of their partner's care was to ensure 
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that elements of their partner's identity were upheld. The role of advocacy was further 

expressed in the literature to take on a significant portion of spouses visiting time. Mullin 

et al. (2011) which characterized spouses using their visiting time to ‘monitor’ their 

partners care as ‘visiting as surveillance’, which refers to spouses’ feelings of 

responsibility to utilize their visits to check if their partners needs were being met and 

their overall well-being. As one participant expressed, “... I want to be here (in the 

nursing home) to convince myself that erm (.) she’s (.) everything’s OK” (Mullin et al., 

2011, p. 184). This finding aligns with Hennings et al., (2013), which found that spousal 

caregivers often visited to calm their anxieties about the care their spouse is being given. 

In connection, Sandberg et al. (2001) deemed this phenomenon as ‘keeping an eye.’ 

Spouses in this study were often concerned with the level of personalization of care, 

expressing that care staff view their spouse as another patient and thus care would 

rarely be given with the same sort of enthusiasm as it would if given by their spouse 

(Sandberg et al., 2001). Moreover, revealing that when spouses viewed care as 

inadequate, their visitations were more frequent, and their observation levels deemed 

more vigilant (Sandberg et al., 2001).  

Common concerns about inadequate care included hygiene (e.g., teeth not being 

brushed on a regular basis), addressing incontinence needs, aid with feeding or food 

being served cold, and “a lack of staff and consistent staff (due to high turnover and 

sickness rates), a lack of stimulation for residents” (Mullin et al., 2011, p. 184; Sandberg 

et al., 2001). These findings are consistent with Miller's (2019) study in which spouses 

felt the need to strongly advocate for their partner's care needs and the need to evoke 

changes in the ways care is delivered. In this study, spouses expressed confusion and 

frustration at care staff when they would carry out care tasks themselves when they 

thought it was the responsibility of the care home staff (Miller, 2019). Similarly, Glasier et 

al.'s (2019) study examined the experience of involuntary separation of spouses when 

one partner has dementia and relocates to LTC. The authors found that spouses lack 

confidence in the quality of care being provided "weighed heavily on them…many 

report[ing] having trouble sleeping, especially on days when they were unable to spend 

much time with their spouse" (Glasier & Arbeau, 2019, p. 470).  

Ultimately, taking action in response to their concerns, often resulted in minor 

changes that nevertheless instilled peace of mind as well as served as a way to remain 

involved in their partners lives post relocation (Glasier et al., 2019). Lastly, Braithwaite 
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(2002) as well as Mullin et al., (2011) further noted the concept of continued caregiving 

and described the impacts of 'care-focused visits' on the marital relationship. They 

emphasized that spouses' frustrations with care staff can take away from meaningful 

time and connection with their spouse, in turn, negatively affecting the quality of their 

relationship (Braithwaite, 2002; Mullin et al., 2011).   

3.6. Social Atmosphere and Relationships 

This theme describes the social environment of LTC settings and couples’ social 

relationships. The social culture of LTC settings was discussed (n=23) publications to 

play an influential role in the sustainment of couples' desired relationship quality post-

relocation. Two core relationships were emphasized to influence the social atmosphere 

of LTC settings and couple abilities to maintain their desired relationship quality: spousal 

caregivers’ relationship with care staff (n=16) and couples’ social relationships with other 

residents (n=7). Additionally, this theme also incorporates the circumstances of infidelity 

(n=2) and sexual orientation (n=1).  

Relationship with Care Staff. Care staff were mentioned in 16 publications as a 

key influence of LTC homes overall social atmosphere and a principal determinate in 

couples’ abilities to maintain their sense of couplehood (e.g., Hennings et al., 2019; 

Sandberg et al., 2001; Hemingway et al., 2016; Mullin et al., 2011; Tilse 1994, 

1997,1998; Braithwaite, 2002; Førsund et al., 2015; Førsund et al., 2016; Førsund & 

Ytrehus, 2018; Torgé, 2018, 2020). How care staff perceive and support the role of 

spousal relationships in LTC settings was revealed to lie at the heart of relationships 

between staff and spousal caregivers (Braithwaite, 2002). To illustrate, although many 

spouses spoke positively about care home staff, acknowledging that they were grateful 

for the care their partner was receiving (e.g., Braithwaite, 2002; Hennings & Foggatt, 

2019), their desire to continue caregiving and advocate for the quality of their partner's 

care was demonstrated to create challenging relationships with care staff (Sandberg et 

al., 2001; Torgé, 2020).   

To illustrate, Sandberg et al. (2001) study explored the lived experiences of 

spouses of persons with dementia who placed their partner in LTC, discovered that 

compounded with the complex emotions connected with relocation (e.g., guilt vs. relief), 

spousal caregivers are suddenly "mov[ed] from a position where they had been the main 
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provider of care to where they [feel] like an outsider" (p. 408). It was further found that all 

spousal caregivers in their study wanted to maintain a form of involvement in their 

partner's care post-relocation (Sandberg et al., 2001). However, spousal participation in 

care was often seldomly supported by care staff, often resulting in clashes between 

spousal caregivers aiming to "preserve the individuality" of their partner and care staff 

restricted by the systematic barriers that define their role and responsibilities (Sandberg 

et al., 2001, p. 409; Tilse, 1998).  

Against the background of spouses intently visiting to monitor care, Hemingway 

et al. (2016) revealed that care staff viewed spousal caregivers' concerns as excessive 

or unreasonable, with spouses "complaining about 'lost items and things' such as 

misplaced laundry or other personal items [as well as] having expectations about their 

spouse's appearance that facility staff were unaware of" (Hemingway et al., 2016, p. 

881). Granted, spousal caregivers considered the difference in care priorities between 

themselves and staff as a conflict source (Hemingway et al., 2016, p. 881). 

Comparatively, Mullin et al., (2011) revealed that spouses' visiting as surveillance' 

practices such as making sure their partners are getting sufficient nourishment and 

maintaining overall welfare (e.g., toileting/proper measures to deal with incontinence, 

hygiene, suitable stimulation, and upholding quality of life) was viewed by staff as an 

obtrusion to their work and routines (Mullin et al., 2011). In fact, all the studies that 

mention spouse and care staff relationships described how spouses' interventions' in 

care creates tensions, making it difficult to form a constructive relationship and 

consequently resulted in having staff resent spouses visiting (Braithwaite, 2002; 

Hemingway et al., 2016; Mullin et al., 2011; Sandberg et al., 2001).   

Sandberg et al. (2001), also highlighted the matter of care staff approachability 

and the need for caregiving spouses to be the first to initiate a relationship. The authors 

discovered that "it was obvious to carers that staff were key figures [and] highly 

influential in determining the overall quality of life for their partner…therefore, engaged in 

a number of tactics to try and 'keep things sweet' between themselves and the staff" 

(Sandberg et al., 2001, p. 412). Meaning, spousal caregivers needed to feel out their 

relationship with care staff and test how care staff respond to comments regarding care 

(Sandberg et al., 2001). These initial interactions were often found to determine future 

exchanges (Sandberg et al., 2001).  To demonstrate, the staff gave the impression to 

relatives that concerns, and feedback would be supported and encouraged; however, 
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when concerns were raised, spouses were met with misanthropic responses, with 

following exchanges feeling cold (Sandberg et al., 2001). However, Førsund (2017) 

claims that, over time, if spouses regularly visit, they are more likely to develop a positive 

relationship with staff, even so, emphasizing that it is often still a slow process. 

Tensions between care staff and spousal caregivers were caused by conflicting 

knowledge of an educated understanding of the disease progression and spousal 

caregivers' understanding of their partner as a person (Sandberg et al., 2001). Care 

staff's knowledge of the behavioural changes that follow perhaps desensitizes them to 

the loss of the person that their relatives are experiencing (Sandberg et al., 2001).  For 

example, Hemingway et al. (2016) described spouses' confusion and skepticism 

concerning the medications and dosage being given to their partner, explaining that 

"some spouses expressed lack of trust in medications or doctor's prescriptions and felt 

that the progression of the disease was at times accelerated, rather than helped, by 

medication" (p. 883). The apparent conflicting knowledge of care staff and spouses' 

created disagreeing ideas about care priorities and the understanding of a persons with 

dementia needs (Braithwaite, 2002; Hemingway et al., 2016; Hennings & Froggatt, 

2019). Specifically, spousal caregivers' inherent knowledge of their partners' personality, 

preferences, and daily routines lead to the interpretation of behavioural changes to "not 

be attributed to [the] disease by rather to [their partners] personality and the 

particularities of [their] likes and dislikes" (Hemingway et al., 2016, p. 883). 

Nevertheless, the publications acknowledged spousal caregivers' feelings of respect, 

empathy, and gratitude towards care staff (e.g., Glasier 2016; Watterson, 2017; Mullin et 

al., 2011; Miller, 2016). To illustrate, spousal caregivers in Førsund and Ytrehus's (2018) 

study mainly identified care staff as kind and compassionate, making gestures such as 

offering coffee to make spousal caregivers feel comfortable while visiting. 

In general it was expressed that care staff often do not understand the integral 

role spouses have on their partners' lives, and thus, many spouses feel the need to 

defend the spousal role (Braithwaite, 2002; Tilse, 1994). Likewise, the lack of recognition 

left spouses feeling unacknowledged and unsupported in the navigation of their partner's 

cognitive decline and the emotional losses connected (Braithwaite, 2002; Hemingway et 

al., 2016; Hennings & Froggatt, 2019). Additionally, the care staff's lack of inclusion of 

spouses in recreational activities and meals further enhances the emotional separation 

they feel from their spouses (Braithwaite, 2002; Hemingway et al., 2016). Therefore, it 
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was revealed that care staff are central in aiding spouses understanding of the 

behavioural and cognitive changes of their partners progressing dementia and their 

transition from being the primary caregiver (Braithwaite, 2002). "However, many staff 

members do not have sufficient time, training, or motivation to be able to manage these 

interactions successfully" (Braithwaite, 2002, p. 163).  

By contrast, Torgé (2018, 2020) studies which explored the perspectives of 

spousal carers who were permitted to live in LTC with their spouse due to Sweden's 

"cohabitation guarantee" legislation, present an intriguing perspective on the structure of 

care for married residents and care staff and spousal caregivers of cooperation. The 

studies revealed that many spousal carers expressed conflicting feelings regarding their 

role in LTC, indicating that even while they recognized, they were no longer their 

spouse's primary caregiver, they still felt compelled to provide care for their partner 

(Torgé, 2020). As a result of the overwhelming urge to continue caregiving, spousal 

caregivers found themselves caught between caregiving responsibilities and respite 

(Torgé, 2020). In fact, within Sweden’s model of care, spousal caregivers are expected 

to aid in the care of their spouse, which can further complicate how staff view spousal 

caregivers and their relationship with them (Torgé, 2018, 2020). Indeed, it was found 

that care staff viewed the presence of spousal caregivers as a valuable resource that 

can complement their work, often dividing care tasks between them (Torgé, 2020). For 

example, “staff was responsible for help with medicine, hygiene, and feeding. Other daily 

activities such as shopping, cleaning, fetching meals, and taking walks were often done 

by spouses and thus ‘saved work’” (Torgé, 2020, p. 9). This structure of dividing care 

responsibilities was occasionally specified in the LTC home's formalized care plan  

(Torgé, 2020). Some spouses in the study further stated that it was apparent that their 

spouses “relied on them more than the staff, and they thereby filled an irreplaceable role 

in the care of their partner” (Torgé, 2020, p.7). This intense feeling of responsibility 

further relates to visiting spouses’ feelings of mistrust of LTC staff’s ability to provide 

adequate care for their partners (Torgé, 2020). 

According to Torgé (2018), different municipalities can interoperate legislation 

and implement cohabitation decisions, directly impacting spousal caregivers' roles and 

the services/support permitted to them. To illustrate, Torgé (2018) found that homes can 

implement the legislation within two categories 'legitimate need' and 'own right.' Within 

the legitimate need perspective, "only individuals [with] the greatest need should receive 
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the help offered in nursing homes. Conversely, they also hold that people who can still 

manage by themselves—such as coresident spouses—should not receive more help 

than they actually need" (e.g., spousal caregivers complete their own laundry and clean 

their own rooms) (Torgé, 2018, p. 51). Within this model, spousal caregivers are thus not 

on equal ground as their spouse and are viewed by staff as still caregivers rather than 

residents, despite the fact that many staff members wish to assist them (Torgé, 2018). 

However, the own right perspective gave the decision to receive services and care to the 

spousal caregiver as established through the payment of a care fee (Torgé, 2018).  “A 

consequence of this is that the coresident spouse…is a resident on his or her own 

terms. The spouse’s entitlement to care is not dependent on the extent of his or her 

needs” (Torgé, 2018, p. 53). Within this model, care staff incorporate the support of the 

coresident spouse into their care routines (Torgé, 2018). Spousal caregivers are 

therefore, viewed as a supportive feature in the care of their spouse (Torgé, 2018). 

Regardless, tensions between care staff and spousal caregivers were noted in both 

models, revealing that care staff routines were occasionally disrupted by spousal carers' 

claims over private rooms/apartments they shared with their spouses. For example, one 

staff member mentioned that conflicts could arise when furniture in the couple's 

apartment needed to be moved (sometimes without permission) for care purposes (e.g., 

space for equipment such as ceiling hoists), which could disrupt the spouse's attempt to 

create a "homelike atmosphere" (Torgé, 2020).  

On the other hand, Hemingway et al., (2016), found that care staff view spouse’s 

involvement and eventual frustrations towards them were a result of their own guilt for 

failing to uphold marital vows of caring for their partner. This perspective of staff was 

further demonstrated in the study to create friction as care staff expressed difficulty in 

their ability to connect with spouses as they struggled to accept their new role (loss of 

being a primary caregiver) and thus, find it challenging to work together (Hemingway et 

al., 2016, p. 881). This notion is “fuelled by the reality that within care facilities, staff are 

recognised as the primary caregivers and attributed power, legitimacy, and authority 

over the partner with dementia who is resident in the facility” (Hemingway et al., 2016, p. 

881). Lastly, only four publications emphasized the systematic barriers that may inhibit a 

working relationship between spousal caregivers and care staff. Time constraints, high 

staff turnover, shift changes, and lack of funding and education were underscored in the 

literature to impede on quality of care and the development of constructive care staff and 
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spousal caregiver relationships (Førsund, 2017; Hennings & Froggatt, 2019). Notably, 

these systematic barriers were acknowledged by both care staff and spousal caregivers 

(Hemingway et al., 2016, p. 886; Mullin et al., 2011).   

Couples’ Social Relationships. The community dynamics in LTC settings were 

revealed in seven publications to interfere with couples' capabilities to maintain their 

desired relationship quality. Although social engagement with other residents was shown 

to provide both spouses with the opportunity to form supportive friendships and 

companionship outside of the marital relationship, co-resident interactions and 

relationships were also shown to create difficult circumstances for the continuation of the 

marital relationship post-relocation (Kemp et al., 2016; Malone, 2016; Miller, 2016). 

Understanding couples' avenues of relocation to LTC settings, often stemming from an 

individual or collective decline in health, for couples' their synchronic relationship and 

desire to remain together form their experience of LTC (Kemp et al., 2016). Therefore, 

couples linked lives influence their social relationships within LTC settings as one 

partner's health status, and friendships can dictate the other's abilities/aspirations to 

interact with others (Gladstone, 1995a, 1995b; Kemp et al., 2016).  

One article, in particular, by Kemp et al. (2016) examined the social lives of 

couples in AL when just one spouse relocated, or the couple relocated together. The 

results of this study highlighted the "interconnectedness of couples' lives, which was 

simultaneously beneficial and detrimental" in later life (Kemp et al., 2016, p. 851). To 

illustrate, couples who relocate together to LTC settings automatically have what the 

authors characterize as a "built-in companionship," which was determined to both be 

favoured as well as restrictive to the development of social relationships (Kemp et al., 

2016, p. 842). Considering that social relationships between residents develop through 

program participation, meal seating arrangements, and staff involvement, for couples' 

who are interdependent such as when one spouse is caregiving for the other, this can 

hinder the caregiving spouse's ability to develop relationships with other residents 

(Gladstone, 1995a; Kemp et al., 2016). This notion aligns with the author's earlier works 

(Kemp, 2008), which discovered that AL's particular social dynamic of there being more 

women than men led wives to publicly demonstrate that their husbands are unavailable 

(e.g., handholding) (Kemp, 2008).  
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However, the comfortability in long-term companionship is sometimes favoured 

over more independence (Kemp et al., 2016). This finding coincides with the earlier 

works of Gladstone's (1995a, 1995b) studies which revealed that some couples who 

relocated together became more dependent on one other socially, while others 

experienced a sense of loneliness as one spouse grew more independent and 

developed stronger social relationships than the other. Furthermore, in some instances, 

one spouse developed frustration towards their partners as they desired more 

independence from their spouse as they felt obligated towards their spouse (Gladstone, 

1995a, 1995b). By the same token, Hemmingway et al. (2016) found that some visiting 

spouses of persons with dementia felt as if they were “living separate lives” (p. 878). The 

authors found that spousal caregivers can feel disconnected from their partners 

everyday lives within the facility as their partner begins to socialize and develop new 

relationships (Hemingway et al., 2016).  

Specific to couples where one spouse has dementia, the accessibility of having a 

dementia care unit (DCU) within AL enabled couples with different care needs to remain 

together (Kemp et al., 2016). However, the authors discovered that AL's social culture 

could inhibit asynchronous couple's ability to maintain their relationship (Kemp et al., 

2016). Residents in AL were revealed to have little tolerance of persons with dementia, 

explaining that the needs of persons with dementia, particularly surrounding meals (e.g., 

food needing to be cut up and 'being messy eaters') were unsightly, and in one case, the 

AL "to accommodate other resident's preferences" restricted the persons with dementia 

abilities to eat in the AL dining room (Kemp et al., 2016, p. 846). These sorts of 

restrictions and attitudes ultimately left caregiving spouses to reduce their time spent in 

AL and spend more time in the DCU with their partners (Kemp et al., 2016). Therefore, 

limiting their abilities to obtain social relationships outside of their marital relationship. 

Lastly, it was explained that for persons with dementia having social engagement with 

other residents was shown to be a positive asset, especially if anything happens to their 

spouse and they are suddenly without them (Kemp et al., 2016). Having relationships 

outside of the marital relationship, therefore, can provide comfort at a time they “cannot 

remember why they are sad or do not recognize the loss” (Kemp et al., 2016, p. 852).  

Infidelity. Two publications highlighted situations in which married persons with 

dementia developed intimate relationships with other residents (Kemp et al., 2016; 

Miller, 2016). For example, articles mentioned instances where a visiting spouse found 
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her husband holding hands with another resident. Another had her husband tell her that 

"he had a girlfriend" (Miller, 2016, p. 65). Both caregiving spouses in the articles 

recounted these experiences stating that they were initially shocked and felt a sense of 

heartbreak; however, they "described themselves as being pragmatic and open-minded, 

allowing for their ability to understand and accept the situations" as being part of having 

a spouse with dementia (Miller, 2016, p. 65). Interestingly, in Kemp et al.'s (2016) article 

where both spouses lived together in assisted living, two instances were illustrated 

where spouses of persons with dementia had found their partner in bed with another 

resident who also had dementia. Similar to Miller (2016), the instances were described 

as an upsetting and angering experience for the caregiving spouse (Kemp et al., 2016). 

These experiences were also highlighted to impact their social lives within the facility as 

their partner's infidelity were frequently gossiped about by other residents (Kemp et al., 

2016). 

Yet, it was mentioned that some caregiving spouses to persons with dementia 

struggle with the possibility or development of new intimate relationships while remaining 

married (Braithwaite, 2002; Førsund et al., 2015). For example, Førsund et al. (2015) 

study indicated that although "some of them expressed they would never think of getting 

involved with another as long as they were married, others admitted they were longing 

for someone to share their everyday life with" (p. 125).  It was revealed that the 

loneliness involved in caregiving spouses' grief over the loss of their partners' cognitive 

capabilities could provoke some to seek new relationships and companionship (Førsund 

et al., 2015). Similarly, Braithwaite’s (2002), revealed that for caregiving spouses with 

relatively low couplehood, their marital vows were viewed as restrictive to their abilities 

to carry on with their lives.    

Sexual Orientation. Only one article noted the experiences of LGBTQ+ couples. 

Although there is limited literature concerning LGBTQ+ couples' experiences in LTC 

settings, it is important to discuss the additional barriers and stigma faced by couples 

who identify as LGBTQ+ and how it impacts the preservation of their relationship post-

relocation. Given the prejudice and discrimination that occurs in institutional settings, it is 

understood that many LGBTQ+ older adults feel the necessity to go 'back into the closet' 

when relocating to LTC settings (Malone, 2016). "Experiences may come in the form of 

homophobic or transphobic comments from staff or other residents, the lack of 

recognition that an individual of the same sex is one's life partner, and the failure to allow 
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same-sex partners to make care decisions on a resident's behalf" (Malone, 2016, p. 45). 

There is a considerable amount of research on LGBTQ+ older adults' fears concerning 

LTC relocation, including the fear of inadequate care, staff neglect, and discrimination 

from other residents (Malone, 2016).  

3.7. Physical Environment 

The design and structure of LTC settings, were demonstrated in 20 publications 

to impact visiting spouses' abilities to interact with their partners as well as opportunities 

to maintain their relationship post-relocation. Although, there is limited literature that has 

explored how the physical environment of LTC enables persons with dementia and their 

partner to continue their desired relationship quality, two articles (Chapman & Carder, 

2003; Cruz, 2006) address the barriers that impact family caregivers (with majority 

samples including spouses) and persons with dementia in specific. Importantly, in 

relation to place attachment and identity, two articles, Førsund and Ytrehus (2018) and 

Cruz, (2006) addressed the concept of ‘place making’ to describe the adjustment 

process and efforts made for persons with dementia when relocating to LTC. ‘Place 

making’ in this context signifies the means in which couples upon relocating collectively 

or a spouse to an LTC setting "create their own place and integrate themselves into the 

environment…by developing emotional attachment and maintaining familiar routines [to] 

transform unfamiliar spaces into places with personal meaning and opportunities for 

meaningful interactions" (Førsund & Ytrehus, 2018, p. 859). Given the task-focused and 

sterile atmosphere which often defines an institutional environment, the articles 

emphasized that for visiting spouses, the exercise of constructing a sense of place can 

be quite difficult as the environment offers limited autonomy over what is deemed public 

and private (Førsund & Ytrehus, 2018). Utilizing the concept of ‘place making’ to 

understand the many elements of the physical environment of LTC settings that 

influence couples’ abilities to construct a meaningful sense of place enables a deeper 

understanding of the physical environmental features in which inhibit couple’s 

sustainment of their relationship (Førsund & Ytrehus, 2018; Cruz, 2006). Two 

environmental features of LTC settings were highlighted in the literature to influence 

couples’ abilities to maintain their sense of couplehood and sense of place: ‘private 

bedrooms’ and ‘public spaces’ with the important subtheme of privacy.  
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Private Bedrooms. Private bedrooms were indicated as an important place for 

couples to continue their relationship (n=4). Private bedrooms provided opportunities for 

private interactions, perform familiar routines, and reminisce their shared history 

(Førsund & Ytrehus, 2018; Førsund et al., 2016). Two studies by the same author, 

Førsund et al., 2016 and Førsund & Ytrehus, 2018, mentioned how private bedrooms 

served as a space for the sustainment of couplehood. To illustrate, Førsund and Ytrehus 

(2018), who explored the parameters in which the LTC environment impacted visiting 

spouses' opportunities to interact with their partner, found that private bedrooms 

operated not only as a space of privacy but also embodied feelings of home and 

belonging. However, the transformability of private bedrooms into more of a 'homelike' 

atmosphere was demonstrated to be key in couples' use of the space (Førsund & 

Ytrehus, 2018). The authors discovered that couples appreciated the ability to decorate 

private bedrooms with objects from their home and collective past (e.g., photographs on 

the walls and other cherished items) (Førsund & Ytrehus, 2018). The ability to decorate 

in a 'homelike' manner with familiar objects was demonstrated to be essential to spark 

familiarity for persons with dementia and the continuity of marital relationships (Førsund 

& Ytrehus, 2018). It was found that familiar objects afforded conversation starters and 

reminiscence of their shared memories (Førsund & Ytrehus, 2018). However, it should 

be noted that the extent to which rooms could be personalized is limited and is 

contingent on variables such as policy and the presence of a roommate (Førsund and 

Ytrehus, 2018).  

Similarly, Førsund et al.’s (2016) study, that explored the methods in which 

couples sustain their relationship post one partners with dementia’s relocation to LTC, 

found that private bedrooms afforded a place for alone time and the ability to focus on 

the continuation of their relationship as a couple (Førsund et al., 2016). For example, the 

space served as a place to reminisce their shared history, practice familiar routines and 

activities (e.g., play cards, drink coffee, and look at photographs), as well as share 

intimate moments and display affection in privacy (e.g., hugs and kisses) (Førsund et al., 

2016). Also, private rooms acted as a space for hosting other family members when they 

visited (Førsund & Ytrehus, 2018). Ultimately, revealing that private rooms can act as a 

homelike space that enables couples to express their relationship and shared lives 

(Førsund & Ytrehus, 2018; Førsund et al., 2016).  
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The design and structure of private bedrooms were further demonstrated to be 

significant environmental features in couples' opportunities to maintain their relationship 

(Chapman & Carder, 2003; Cruz, 2006; Førsund & Ytrehus, 2018). The size, 

dimensions, and furnishings of rooms were noted to facilitate, or hinder couples' use of 

the space (Chapman & Carder, 2003; Cruz, 2006; Førsund & Ytrehus, 2018). For 

example, larger rooms were preferred since they enabled better visitor seating options 

(Chapman & Carder, 2003; Cruz, 2006; Førsund & Ytrehus, 2018). Furthermore, it was 

expressed that the progression of a partner's dementia meant that room/furniture 

changes rendered it difficult to socialize in private bedrooms (Chapman & Carder, 2003; 

Cruz, 2006; Førsund & Ytrehus, 2018). Førsund and Ytrehus (2018) described how 

limited furniture and items such as hospital equipment (e.g., wheelchairs and hospital 

beds) and the need to remove home-like features made it difficult for couples to use the 

room as a place to have private conversations or 'entertain' other family members due to 

the limited seating capacity (Førsund & Ytrehus, 2018). Moreover, it was revealed that 

despite the efforts of personalization, that private bedrooms to spouses "will always be a 

'sickroom' defined by the colours, sounds, sterile surfaces, and lighting that 

characterizes an institutional environment" (Førsund & Ytrehus, 2018, p. 859). This 

notion was also expressed by Cruz's (2006) study, which found that the lack of furniture 

and small dimensions of rooms often left family members to sit on the bed or stand when 

visiting, lending to shorter visits due to lack of comfort. 

Privacy. Couples' opportunities to have private interactions were demonstrated 

in 13 publications to be an integral feature in their abilities to maintain their desired 

relationship quality. Importantly, challenges to couple’s privacy within LTC settings is 

strongly connected with the “inconsistent policies and practices surrounding the 

cohabitation of partner” (Malone, 2016, p. 30). The practice that prohibits couples with 

different needs of care to share a room challenges the capacity for private moments 

(Malone, 2016).  Privacy appeared to be a crucial element in couples’ preservation of 

relationship particularly during the first phases of adjustment post relocation. This is 

noted to be a critical time period whereby spouses attempt to conserve shared routines 

and when interactions between partners may be more intensive (Førsund et al., 2016). 

The literature, however, conveyed a number of variables that challenge couples’ 

capacity to have private interactions (e.g., Chapman & Carder, 2003; Førsund et al., 

2016; Kemp, 2008; Hunt, 2015). Most notable is the disturbance of care staff. The 
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ongoing presence of care staff and frequent interruptions was revealed to not only cause 

tension but also limit couples’ exchanges of private moments (e.g., Glasier, 2016; 

Glasier & Arbeau, 2019; Braithwaite, 2002; Hunt, 2015; Førsund et al., 2015, Førsund, 

2017; Førsund & Ytrehus, 2018). Care staff were reported to enter rooms without notice 

and interrupt conversations and activities to provide care (Chapman & Carder, 2003; 

Førsund et al., 2016; Hunt, 2015; Kemp, 2008).  

Interestingly, Førsund and Ytrehus’s (2018) study noted that the feature of door 

locks, that may or may not be locked from the inside in some facilities. As a result, 

private bedrooms in this study were described as “only semi-private” as it was a 

common occurrence for care staff and at times other residents to enter their rooms 

(Førsund & Ytrehus, 2018, p. 870). Moreover, the sometimes-unavoidable component of 

roommates was also mentioned in four articles (e.g., Cruz 2006; Chapman & Carder, 

2003; Hunt, 2015; Miskovski, 2017; Malone, 2016). Roommates create obvious 

challenges for privacy. Cruz's (2006) study as well as Malone (2016) express that a 

roommate's presence ultimately changes the dynamics of LTC as it creates additional 

challenges. For example, having a roommate limits the personalization of bedrooms, 

sentimental items and possessions can become stolen or damaged, opportunities for 

intimate moments are further reduced, and there is the added element of the roommate's 

family and them perhaps having a spouse of their own (Cruz, 2006; Malone, 2016; 

Miskovski, 2017). Malone (2016) notes that some found that have a roommate can be a 

positive experience that can provide friendship and companionship. Nevertheless, it was 

found that if roommates are present, family members will avoid spending time in their 

rooms due to fears of agitating their roommate (Cruz, 2006).   

These dynamics related to privacy issues often result in challenges in 

opportunities for intimacy. Affection and sexual intimacy among older adults and 

especially among persons with dementia continue to be a sensitive and taboo topic 

within LTC settings (Malone, 2016). Nevertheless, intimacy is an important and 

meaningful element of a couple’s relationship and was mentioned in 13 publications 

(Malone, 2016; Hunt, 2015). For example, Førsund et al., (2016) article found that 

although their partners progressing dementia altered the couple’s intimate relationship 

before relocation to LTC, sharing intimate moments in privacy was an important element 

in the preservation of their relationship. For example, one participant in their study 

stated: 
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I always started the visits in her room. I showed up a little earlier when she’d had 

her afternoon nap, so that I got a few minutes with her in privacy. I wanted to give 

her a little kiss, hug her and say intimate things to her. Say how much I loved her 

and stuff like that. I only did that when we were alone (p. 3019).  

 Notably, it was expressed that although private bedrooms afford some privacy, 

features of LTC settings such as its public nature, staff entering rooms without notice, 

and fears of judgment/scrutiny from care home staff and other residents made even the 

attempt for sexual intimacy challenging (Gladstone, 1995a; Hunt, 2015; Malone, 2016; 

Miskovski, 2017). Malone (2016) further revealed that some LTC settings have a 

“designated private space” for residents to use for more intimate moments; however, 

residents were reluctant to use such spaces due to fears of what staff and other 

residents may say (p. 304). Førsund et al., (2015) noted the varying feelings of spousal 

caregivers in their views of their partner in a sexual manner due to their partners' 

progressed dementia. This finding aligns with Alzheimer's Australia NSW (2017) 

publication, which noted the spousal caregivers' sorrow in losing the sexual aspect of 

their relationship. However, consistent with other publications, it was mentioned that the 

opportunity for physically intimate moments that are not necessarily sexual, such as 

cuddling in bed or giving a hug or a kiss, became something they deeply missed 

because of lack of privacy (Miskovski, 2017).  

Finally, it is important to note that the progression of dementia was demonstrated 

to significantly affect both persons with dementia and their spouse’s definition and ideas 

of privacy (Chapman & Carder, 2003; Cruz, 2006; Førsund & Ytrehus, 2018). Research 

reveals that both spouses need to redefine traditional means of privacy upon relocating 

to LTC (Chapman & Carder, 2003). Given that dementia changes an individual’s 

understanding of privacy norms, research suggests that family members must modify 

their views of privacy as they adjust to and accept the idea of having other residents and 

staff handle personal possessions, care staff providing bodily care and the community 

atmosphere in which other residents may gossip and know personal information 

(Chapman & Carder, 2003; Glasier, 2016; Kemp et al., 2016).  

Public spaces. Public spaces were primarily discussed in two articles as an 

important place for couples to connect (Chapman & Carder, 2003; Førsund & Ytrehus, 

2018). Førsund and Ytrehus's (2018) article explains that the amount of seating 
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available in public spaces such as activity spaces, family/living rooms, dining halls, and 

outdoor spaces played a substantial factor in their use, however, noting that limited 

seating provided little to no privacy. The researchers also mentioned how the 

furnishings, decorations, and overall atmosphere of the public places play a role in 

couples' use. Participants in this study emphasized the desire to have a homelike style 

and atmosphere that promoted social engagement, comfortability, and warmth (Førsund 

& Ytrehus, 2018).  In the study, those facilities that promoted a more homelike 

atmosphere in their public spaces were utilized more, even if they lacked an amount of 

privacy (Førsund & Ytrehus, 2018).  

Notably, the use of public spaces during visits was demonstrated in some cases 

to enable a sense of community (Førsund & Ytrehus, 2018). Some visiting spouses who 

regularly visited for an extended period expressed that public areas provided (largely 

unavoidable) opportunities to interact with care staff and other residents, resulting in 

positive relationships (Førsund & Ytrehus, 2018). At the same time, many visiting 

spouses expressed feelings of alienation due to other resident’s health status and 

declining cognition (Førsund & Ytrehus, 2018). This sentiment was also expressed by 

Tilse (1994) which explained that privacy can invoke feelings of isolation for some 

visiting spouses. The author found that as their loved one’s dementia progressed and 

may not be as interactive, having visits in public spaces was preferred as seeking 

privacy can restrict visiting spouses “can limit opportunities for social contact, 

consultation with staff, support for themselves and participation in the daily life of the 

facility” (Tilse, 1994). These findings align with Chapman and Carder’s (2003) article, 

which touched on the use of public spaces by family caregivers. The authors revealed 

that public spaces were used for visits “because visitors tended to visit with their family 

member wherever they found him or her within the facility” (Chapman & Carder, 2003, p. 

518). Like Førsund and Ytrehus’s (2018) article, the authors found that the utilization of 

public spaces afforded opportunities for social engagement with other residents and care 

staff, which proved beneficial for visiting family members. Interestingly, the authors 

highlighted the use of outdoor spaces (when weather permits) for visiting and private 

moments (Chapman & Carder, 2003).  
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3.8. Relevance of the Findings for Future Research and 
Development of a Grant Proposal 

This scoping review offered valuable insights into the circumstances that affect a 

couples' experiences and abilities to maintain their relationship within the LTC 

environment. Key findings emphasize the importance of older couples' desires to 

continue their relationship in LTC, validating previous research findings of the 

importance of couples' abilities to maintain their sense of couplehood as an essential 

aspect of couples' health and quality of life when one spouse has dementia (e.g., 

Førsund & Ytrehus, 2018; Hemingway et al., 2016; Hennings et al., 2013). The 

presented themes demonstrated the complex and overwhelming emotional experience 

connected with involuntary separation and perceptiveness into the culture of care that 

impacts couples' abilities to sustain their relationship post-relocation. Notably, the 

perspectives and experiences portrayed are not representative of all couples. Indeed, it 

is vital to recognise that some couples may actually welcome, seek, or benefit from the 

separation for various reasons (e.g., to reduce some of the emotional strain in seeing 

their spouse regularly, alleviate caregiver burden, etc.).  

Furthermore, the literature provided insight into the conditions that contribute to 

spousal caregivers' loss of couplehood with their partners. In particular, the review 

highlighted the compounding losses associated with having a spouse with dementia and 

the impacts of physical separation (e.g., Hunt, 2015; Høgsnes et al., 2013; Førsund et 

al., 2015; Miller, 2016; Watterson, 2017; Glasier & Arbeau, 2019). These losses were 

further demonstrated to have deleterious consequences on the health and well-being of 

spousal caregivers. Spousal caregivers experienced depression and grief, mourning the 

prevailing sensation of losing their shared life with their partner (i.e., shared daily 

routines, relationship identity, and a shared future) (Førsund, 2017; Førsund et al., 2015; 

Hennings et al., 2013; Mullin et al., 2011). Similarly, spousal caregivers could experience 

stress and anxiety towards the future of their partners' deteriorating health status, their 

partner's well-being, and the quality of care provided in their absence (Hunt, 2015).  

Comparatively, one study noted that persons living with dementia experience a 

significant loss of identity as the disease progresses and the changes in their 

relationship with their spouse (Miskovski, 2017). It was revealed that the dynamics of 

their relationship change when their spouse transitions into a caregiving role; for 
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example, persons with dementia can feel like a burden to their spouse and expressed 

that their spouse will talk down to them. 

Understanding the emotional consequences, routinely visiting provided 

opportunities to continue aspects of their relationship, enabling opportunities for intimate 

moments, reminisce, and participate in activities together (Førsund et al., 2016). Visiting 

also provided opportunities to check on their partners' care and advocate for changes 

(Miller, 2016; Mullin et al., 2011; Sandberg et al., 2001). In effect, it was found that 

spousal caregivers can have challenging relationships with care staff (Braithwaite, 

2002). Additionally, the physical environment was illustrated to impact the opportunities 

for visiting spouses to interact with their partners (Førsund & Ytrehus, 2018). In 

particular, the notion of 'place-making’ meaning couple's ability to create a meaningful 

place to connect is revealed in the literature as challenging because of lack of privacy 

and institutional design/practices (e.g., roommates, care staff interruptions, and 

communal spaces) of LTC settings (Førsund & Ytrehus, 2018; Heliker & Scholler-

Jaquish, 2006). The identified obstacles faced by visiting spousal caregivers in 

maintaining their sense of couplehood and the implications of involuntary separation 

provide a valuable glimpse into the unique experiences of married couples in LTC 

settings. 

The results of the review highlight several important directions for future 

research. First, the literature failed to address the current issue of involuntary separation 

of married couples in LTC when one spouse has dementia and requires more complex 

care, and how this affects couples' ability to maintain their relationship. Second, many 

studies focused exclusively on the perspectives of spousal caregivers rather than 

exploring the experiences of both (i.e., the caregiving spouse and the spouse with 

dementia). Omitting people living with dementia negates the perspectives and opinions 

of a significant percentage of the population in LTC and the relevance and value of 

spousal relationships in the lives of many persons living with dementia. Given that little is 

known about the experiences of both spouses', inquiry into the experiences and 

perceptions of persons with dementia will further help to develop our conceptual 

understanding of couplehood in LTC settings and provide valuable insight into the 

experience and impacts of separation and loss of relationship quality on a couple as a 

unit. Therefore, completing interviews with both spouses is deemed an appropriate and 

valuable method to gain a comprehensive understanding of the phenomena of 
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couplehood in the LTC settings and the challenges couples may face in preserving their 

desired relationship quality post-relocation. Moreover, investigating the experiences of 

persons with dementia will provide useful information for improving person-centred 

practices and education.  

Third, the literature demonstrated that care staff often do not understand the role 

of spousal relationships and couplehood. There is a paucity of literature that showcases 

the viewpoints of care staff in terms of their understandings of the significance of 

couplehood and the potential barriers they may face (e.g., policy, education, time 

constraints) in their abilities to provide space for the continuity of spousal relationships 

within the LTC environment. Additionally, there is a scarcity of research that examines 

how the physical design and structure of LTC settings inhibit couples' opportunities to 

interact meaningfully. Supplementing resident couples' interviews with the perspectives 

of care staff through focus groups can provide a more holistic understanding of LTC 

settings' socio-physical environment (e.g., meal seating arrangements and the distance 

between units) and the culture of care that impacts older couples' abilities to maintain 

desired aspects of their relationship post-relocation. Furthermore, offering vital insight 

into how or if LTC settings have been transformed (e.g., care practises and physical 

design) to accommodate married couples under B.C.'s new policy guideline. 

Finally, studies tended to focus on middle to higher socioeconomic status (SES) 

couples predominantly Caucasian. Therefore, there is a lack of research that 

acknowledges the respective experiences of older couples within more marginalized 

populations, such as the LBGTQ+ community, immigrants, indigenous populations, and 

those of different racial/ethnic backgrounds. As a result, presenting a gap in knowledge 

about the influence of cultural values within couplehood and additional barriers resulting 

from discrimination. By defining marriage within the Family Law Act of B.C., in which 

common-law relationships and non-heterosexual marriages/relationships are included, 

the sample of resident couples is intended to be inclusive and productive of a diverse 

sample. Furthermore, in completing the proposed study in the highly culturally diverse 

region of Metro Vancouver, it is important that racial/ethnic heterogeneity be reflected in 

a study's sample. The data gained from the proposed study will be beneficial in the 

development of systematic changes, effective policy initiatives, and practice frameworks 

that can support a more flexible model of care that ensures that older couples in B.C 
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have a place within the structure of LTC settings, that will enable them to remain 

together for this next chapter of their lives.  

3.9. Policy and Practice Implications  

The review indicated that the socio-physical environment of LTC can significantly 

impact a couple's opportunities to engage with one another meaningfully. In particular, 

couples' ability to transform spaces into places of significance, such as the 

personalization of private bedrooms and opportunities to maintain shared routines, was 

demonstrated as an essential feature in the maintenance of couplehood (Førsund & 

Ytrehus, 2018). LTC homes that created a welcoming environment for visiting spouses, 

such as providing chairs in private spaces (e.g., bedrooms), were demonstrated to 

signify that family members are welcome and encouraged to use the area during their 

visits (Førsund & Ytrehus, 2018). Similarly, it is suggested that in common areas, which 

was demonstrated to be an opportunistic space for couples to connect, particularly when 

their spouse's dementia has progressed significantly, that homes provide ample seating 

that allows for some privacy while remaining connected to staff and other residents. 

Additionally, it was suggested that LTC homes provide arrangements for spouses 

who wish to enjoy meals with their partners to better accommodate and maintain 

couples' shared routines. (e.g., additional seating and meals), as well as include visiting 

spouses in care home activities (e.g., exercise programs, art classes, concerts/events, 

etc.) (Hemingway et al., 2016; Hunt, 2015). Hunt (2015) found that couples who were 

able to remain sharing meals together had lower weight loss/malnutrition rates and 

decreased symptoms of depression. Similarly, for those separated between facilities, 

that transportation services should be made available for spousal caregivers (Glasier & 

Arbeau, 2019). Providing transportation between facilities is said to be provided as part 

of B.C's policy to support couples that could not be accommodated in the same facility 

(e.g., one in LTC the other in AL/IL) (Government of British Columbia, 2016). However, 

like mentioned above, the provision of this service is yet to be determined. 

Other recommendations involve having care staff gain a better understanding of 

their resident's life history, such as through having staff perform a more in-depth 

admissions interview that concentrates on relationships and having that information be 

made readily available (e.g., wedding anniversary, children, memorable trips or 
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experiences, shared routines, etc.) (Hemingway et al., 2016). Having care staff know this 

information will not only help improve care but also may "aid spousal caregivers in 

upholding positive illusions of marriage and their spouse" (Hemingway et al., 2016, p. 

887). Likewise, in recognition of the systemic concerns such as "lack of staff time, 

frequent staffing changes, financial/resource challenges, transportation issues, among 

others," it is recommended that pressure be put on governing bodies for culture change 

in LTC (Hemingway et al., 2016, p. 887).  Lastly, acknowledging spousal caregivers' 

experiences of grief and ambiguous loss, it is recommended that support services such 

as counselling or grief groups be afforded (Hemingway et al., 2016; Sandberg et al., 

2001; Torgé, 2018).  

In addition, research that is longitudinal in design that will enable the assessment 

of changes over an extended period, such as in the context of dementia progression, 

would be valuable. This would allow for the study of dyadic relational changes in LTC 

over time, as well as the identification of some of the causes of these changes. Likewise, 

ethnographic research that affords observational data of spousal relationships in LTC, 

interactions between care staff and residents, and the physical design of LTC can 

provide useful information on the socio-physical environmental barriers that perhaps 

challenge the continuity of marital relationships in LTC (Funk & Stajduhar, 2009).  

As previously stated, B.C.'s policy allowing couples to live together in LTC is 

novel and therefore, it is unclear whether it has been implemented, and the practical 

implications have yet to be evaluated. However, Sweden's "Cohabitation Guarantee" 

legislation implemented in 2012 arguably provides a useful framework for applying        

B.C’s policy and provides valuable insight into the practicalities and potential issues. Like 

B.C’s policy, the "Cohabitation Guarantee" permits couples to live together in LTC, 

despite only one spouse fitting the care requirements, such as living with dementia 

(Torgé, 2018). This model of care is now common practice, with LTC homes modifying 

spatial design to accommodate couples, such as having adjoined private rooms and 

enhancing larger single rooms to accommodate two beds and closets (Armstrong & 

Braedley, 2016). In addition, as mentioned previously, the legislation permitted a more 

flexible care model in which space was created for spousal caregivers to continue to 

participate in their partner's care (e.g., dressing and feeding during mealtimes) and 

maintain shared routines (Armstrong & Braedley, 2016). For example, having routines 

such as eating meals in their own apartments or having their spouse dress them was not 



58 

only permitted but written in formal documents such as care plans (Torgé, 2020). This 

model, however, was demonstrated to have both positive and negative attributes for 

spousal caregivers.  

As discussed above, Torgé (2018) evaluated the practical implementation of this 

legislation within the context of couples' lives in LTC and the needs and rights of spousal 

caregivers. As a result of the legislation's vagueness, "municipalities are free to decide 

on specific guidelines on its implementation, such as tenant contracts" (Torgé, 2018, p. 

48). Therefore, issues such as rooms/apartments' availability and the features of spousal 

caregivers' rights can come into play (Torgé, 2018). For example, the study revealed that 

within the two participating homes, each home has different viewpoints regarding the 

role of spousal caregivers in LTC characterized as "legitimate need" and "own 

right" (Torgé, 2018). Interestingly, these viewpoints were discovered to originate from 

executive directors and board opinions, which are then believed to be transmitted down 

to care staff. These differing perspectives dictate how spousal caregivers are integrated 

into the home's socio-cultural environment, as well as the types of care and services 

they can be provided (e.g., as a caregiver there for their spouse, or as a co-resident who 

is also entitled to services and care), as described in Chapter 3 (Torgé, 2018).  

Sweden's "Cohabitation Guarantee" legislation lends important implications for 

the execution of B.C’s policy in practice and poses questions, such as how each LTC 

home might interpret the policy, how couples will be accommodated (e.g., enough beds 

or rooms, large enough rooms to house both spouses), and if the admission of a spousal 

caregiver can impact the waitlist/availability of care to someone who requires LTC and is 

single? Regardless, as demonstrated in Sweden’s legislation, it is possible to create a 

more flexible model of care and as can be seen in the “own right” perspective, a culture 

of care that views couple’s health and well-being as a unit. 

In addition to policy adjustments, there is an explicit need for more innovation 

with regard to our provincial approach to LTC. Both nationally and internationally, some 

governments are concentrating their efforts towards the development and 

implementation of novel and integrative methods to senior’s care and person-

centered/directed (PCC) approaches. Drawing from these ideas and initiatives can 

provide novel solutions that can re-design the structure of LTC and enable older couples 

in B.C. to age together in a system of care that suits both their individual and collective 
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needs. One promising example and alternative that affords accommodation for couples 

with different care needs is the Group Homes Australia Model. This model of care is 

structured around having homes “on ordinary suburban streets…where 6 to 10 residents 

live together [providing] 24-hour support including dementia care, palliative and respite 

care” (Aged Care Online, n.d., sec. About Us). This model is founded on the notion of 

maintaining a home-like environment and focusing on maintaining individuals’ sense of 

independence and abilities (Aged Care Online, n.d.).  

Within this model, care plans and initiatives are developed to support each 

spouses’ individual care needs as well as support the continuity of their relationship. 

Couples, for example, can choose between sharing a room and having separate rooms 

within the same home. Furthermore, concentrating on providing respite from caregiving 

duties for the caregiving spouse, and preserving couples' shared routines (e.g., eating 

meals together or having coffee at their preferred dining place) (Aged Care Online, 

2017). This model, which aligns with contemporary PCC and culture change movements 

and offers appropriate space for the continuity of spousal relationships, represents an 

interesting and beneficial alternative to B.C.’s present structure of LTC for couples.  

It is worth reiterating that some couples may benefit and want the separation 

from their spouse for various reasons (e.g., caregiver burden, emotional difficulty in 

seeing their partners decline, etc.). Considering models such as campuses of care, 

which have gained popularity worldwide as well as other provinces, can offer the 

necessary care for each spouse and ability to maintain their desired relationship quality 

within a chosen degree of distance. To illustrate, campuses of care offer different levels 

of care within a single community (e.g., IL, AL, and LTC) (Morton-Chang et al., 2021). 

This design, therefore, assures that visits are easy, and that meals and activities can be 

shared if desired. Although, campuses of care have existed in various forms for some 

years in B.C and in Canada, this community model is limited within various parts of the 

province and there are questions regarding distance, frequency of visits, access to 

services (e.g., transportation) and policy in regarding to COVID-19 safety protocols. 

Nevertheless, this model can benefit couples within various circumstances, such as 

when couples' care needs are so diversified that for spousal caregivers, moving into LTC 

would be too much of a sacrifice (such as in cases where their spouse has early-onset in 

their 50's). In relation with the above, it is evident that B.C needs to focus on innovation 
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and integrative approaches to LTC, to support couples needs with dignity as their unique 

circumstances and care needs change and evolve.    
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Chapter 4.  
 
Methods for Simulated Grant Proposal  

This chapter presents the study design, research setting and ethical 

considerations of the simulated research proposal for CIHR. The proposed study will 

draw from, and build upon, the scoping review findings presented in Chapter 3. The 

identified themes from the scoping review and knowledge gaps have guided the 

development of interview guides for both resident couples and care staff focus groups.  

This study will be guided by two overarching research questions with five sub-

questions: 

• Research Question 1: How does the current practice of separating married 

couples between LTC settings (including AL and IL) when one spouse is 

living with dementia and resides in LTC impact the marital relationship and 

couples’ abilities to sustain couplehood? 

o Sub-Question: What are the challenges couples face in maintaining 

couplehood?  

o Sub-Question: What are the mental and physical health effects both 

individuals may face when separated in LTC settings? (e.g., responsive 

behaviors in persons with dementia, depression, anxiety, malnutrition).   

• Research Question 2: How does the LTC socio-physical environment 

influence couples’ opportunities to maintain their relationship?   

o Sub-Question: What is the understanding of care home staff (e.g., 

nurses, care-aids, directors of care, and executives) of couples’ needs in 

LTC?  

o Sub-Question: What policies and care practices act as barriers in 

couples' capacity to maintain the desired aspects of their relationship in 

the LTC environment? 

o Sub-Question: What physical environmental features of the LTC setting 

inhibit couples' capacities to interact meaningfully? (e.g., locked units, 

locks on private bedroom doors, distance between units, lack of privacy). 
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4.1. Research Design 

The study will adopt a qualitative research method design consisting of two 

components: semi-structured interviews with resident couples and focus groups with 

LTC care staff. Applying a data triangulation approach that involves utilizing two 

methods of qualitative inquiry is beneficial for increasing validity, attaining more 

comprehensive data, and gaining a better understanding of the phenomenon under 

investigation (Lambert & Loiselle, 2008; Perlesz & Lindsay, 2003). Combining the 

perspectives of resident couple interviews with care staff focus groups will afford a 

deeper and more comprehensive investigation of the subjective experiences of older 

couples and the care practices in LTC settings that challenge couples’ abilities to 

maintain their desired level of relationship. In addition, the two levels of understanding 

gained will warrant the identification of convergent and divergent data that may not have 

been discovered if only one method were conducted (Carter et al., 2014; Farquhar & 

Michels, 2016). In parallel, the potential for diverse and complementary findings will 

further provide richer insight and a more nuanced and comprehensive examination of 

this complex topic (Funk & Stajduhar, 2009; Lambert & Loiselle, 2008).  

The two methods will be used in a complementary way in which focus groups 

with staff will be conducted in a subsequent phase after completing resident couple 

interviews. The emergent themes from the semi-interviews with the resident couple will 

inform the topics and questions addressed in the focus groups with care staff. In the first 

phase, face-to-face semi-structured interviews will be conducted with 10-12 couples at 

multiple LTC or Assisted/Independent Living facilities (AL/IL) (one spouse living in LTC 

and the other living in a different LTC or in an AL/IL) in Metro Vancouver, B.C. In 

recognition of the gap in knowledge surrounding the impacts and subjective experiences 

of involuntary spousal separation on persons living with dementia, interviews will be 

completed with both spouses, including those with dementia. This will result in a total of 

20-24 interviews. These interviews will be used to gain insight into older couples' lived 

experiences separated in LTC settings and how their separation and potential loss of 

couplehood has impacted each spouses' health and well-being. 

Research with persons with dementia is minimal due to the challenges presented 

by the nature of the disease and progressive cognitive decline that deem persons with 

dementia "as incapable of verbally communicating their thoughts and feelings" (Hubbard 
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et al., 2003, p. 351). However, since the 1990s, research has challenged this 

assumption (e.g., Kitwood, 1997) affirming that a person with dementia "has a sense of 

self, personality, thoughts, and feelings [and] can actively contribute to research studies" 

(Cridland et al., 2016; Hubbard et al., 2003, p. 351). Indeed, the inclusion of persons 

with dementia's perspectives and experiences is critical in this study as it is imperative to 

understand how separation from a spouse in LTC settings impacts their health, well-

being, and overall quality of life. 

The collaborative and flexible nature of semi-structured interviews has been 

demonstrated in research as an appropriate and valuable method to gain insight into 

persons with dementia's perspectives and experiences (Cridland et al., 2016; Mazaheri 

et al., 2013). For example, semi-structured interviews enable the development and use 

of an interview guide with specific questions/topics to be covered; however, the 

interviewer can diverge from the guide when deemed appropriate to follow the topical 

trajectories of the interview (Hesse-Biber & Leavy, 2006). This interview structure allows 

for a more genuine conversation, offering participants the opportunity to digress into 

topics and ideas that the researcher may not have anticipated (Hesse-Biber & Leavy, 

2006). This flexibility further allows the interviewer to respond and inquire about 

emergent topics of importance (Hesse-Biber & Leavy, 2006).  

The second phase involves conducting focus groups with LTC home care staff. 

Specifically, these focus groups will comprise of nurses and personal support workers 

from the participating Metro Vancouver LTC homes in which the spouse with dementia 

resides. Each focus group will consist of 5-7 care staff, with one session conducted per 

participating site. Questions will be open-ended with the intent to promote discussion 

(Nagle & Williams, 2020). Focus groups were chosen for this study over other 

methodologies since they allow individuals' understandings and interpretations to be 

heard and explored. Simultaneously, the group dialogue can stimulate and encourages a 

more dynamic and collective viewpoint and discussion and debate on a complex and 

under-researched topic (Nyumba et al., 2017). As such, focus groups can allow 

participants to share and collaboratively co-create synergistic viewpoints and 

understandings (Nyumba et al., 2017). In comparison to other methodologies such as 

surveys, these data can better provide "insight into social relations. Moreover, the 

information obtained can reflect the socially constructed nature of knowledge better than 

a summation of individual narratives" (Nyumba et al., 2017, p. 28). Considering this 
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point, focus groups will be beneficial to achieve a comprehensive understanding of care 

staff’s experiences and perceptions in providing care and space for older couples in LTC 

settings. They are also useful for better understanding perspectives on the socio-physio 

environmental features of LTC settings' (e.g., the culture of care, intuitional protocols, 

and practices) that can challenge couples' abilities to maintain their relationship. Focus 

groups are also valuable for gaining an in-depth understanding of many relevant applied 

or practical issues (e.g., ideas for interventions and effective knowledge translation 

strategies). 

In addition, the data gained from the focus groups will provide a complementary 

perspective into the impacts of separation on persons with dementia, such as perhaps 

changes in their mood/behaviours when alone or with their spouse, that may not have 

been revealed in interviews. Also, in the context of data triangulation, focus groups in 

this study will be integral to support or refute data gathered through resident interviews. 

Drafts of the interview guides for both resident couples and care staff focus groups have 

been developed. As previously mentioned in the chapter introduction, the interview 

guides are based on the scoping review's identified themes and knowledge gaps (Refer 

to Appendices). Furthermore, because focus groups will be completed after resident 

interviews, emergent interview findings will guide the covered questions and topics, and 

thus, their interview guide will be modified as appropriate. 

4.2. Research Setting 

This study will involve multiple LTC homes and AL/IL facilities in Metro 

Vancouver, B.C., located in the Vancouver Coastal Health (VCH) and Fraser Health 

Authorities (FHA). The LTC homes and AL/IL facilities will be selected based on 

availability of access for the researcher team and presence of married couples who fit 

the inclusion criteria. This identification process will be conducted in close consultation 

with leadership team in LTCs/ALs/ILs at VCH and FHA. The inclusion of different LTC 

homes and AL/IL facilities will also allow for the exploration of potential variations in 

organizational culture, policy, and practice. Focus groups with LTC staff will be 

completed at the LTC homes or at convenient community settings. 
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4.3. Sampling and Recruitment 

Both resident couples and care staff participants in the selected homes will be 

recruited with the support of identified LTC homes’ executive directors and AL/IL 

administration. The leadership members at selected sites will be contacted via email or 

telephone to determine if couples in their homes fit the study's interest and inclusion 

criteria, which will be explained below. Once executive directors/administrators have 

consented to their LTC/AL/IL to partake in the study, they will identify care home staff 

that will help select resident couples who fit the inclusion criteria and would be interested 

in participating. The identified care staff will also act as a liaison between myself, 

research assistants and the couples. 

Resident Couples  

The 10-12 couples participating in this study will be recruited using the 

purposeful sampling technique of criterion sampling (Patton, 2015). Inclusion criteria for 

the spousal caregiver include: (i) having each participant fluent in English, (ii) partner in 

a long-standing committed and/or marital relationship, (iii) residing in an LTC home or 

AL/IL facility, (iv) having a spouse with dementia living in a care home, and (v) being 

involuntarily separated from their spouse because of their spouses’ care needs. 

Inclusion criteria for persons with dementia include: (i) English speaking, (ii) having a 

previous diagnosis of some type of dementia (e.g., Alzheimer's disease or vascular 

dementia), (iii) having enough language and communication ability to participate (e.g., 

having a cognitive performance scale number as being 1 = borderline intact (MMSE 

score of 22) to 2 = mild impairment (MMSE score of 19), or potentially 3= moderate 

impairment (MMSE score of 15), however, interview questions would need to be further 

adjusted), (iv) the ability to give consent, and (v) voluntarily wanting to participate and 

share their experiences. The selection of persons with dementia and determination of 

eligibility will be completed with the input of care staff. The determination of persons with 

dementia participants' capacity to provide consent is explained in detail below. 

Furthermore, eligible participants will be selected not only from the inclusion 

criteria stated above, but with consideration to participant interest and couples' 

circumstances (e.g., life history/story and situation within the LTC home or AL/IL). As 

mentioned previously, the definition of marriage aligns with the Family Law Act of B.C., 

which includes both common-law relationships and non-heterosexual relationships 



66 

(LGBTQ+) (Family Law Act 2011). Thus, participants' relationships included in this study 

will not solely be based on legal recognition, but couples committed and shared 

emotional attachments and experiences (Braithwaite, 2002; Walker & Luszcz, 2009).  

Care Staff 

Focus group participants will include nurses and direct care staff (personal 

support workers) from LTC homes in which the spouse with dementia resides. LTC 

home care staff were selected to gain perspective into the organizational culture and 

socio-physical environment of LTC that can impact couples’ abilities to meaningfully 

interact. LTC home care staff furthermore will provide a complementary perspective into 

the impacts of separation on persons with dementia, such as perhaps changes in their 

mood/behaviours when alone or with their spouse. LTC home care staff will be recruited 

through purposeful sampling and include care staff who are often in contact with the 

identified married residents (Palinkas et al., 2015). The recruitment poster is shown in 

Appendix J, will also be placed within the homes. Focus group inclusion criteria will 

involve having each staff member be English speaking, be either a nurse (i.e., registered 

nurse (RN) or licensed practical nurse (LPN)) or personal support worker working within 

the LTC setting of the spouse with dementia. 

4.4. Ethical Considerations and Informed Consent 

Ethics approval will be granted from both the Simon Fraser University Research 

Ethics Board and the health authorities of VCH and FHA. Both spouses and all focus 

group participants will be required to sign a written consent form. The consent form will 

describe the study's purpose, their participation, and detail participant confidentiality. The 

form will also explain the participant's abilities to withdraw from the study at any point in 

time. The informed consent forms can be found in Appendices E, F & G.  

To safeguard persons with dementia vulnerabilities, there are important ethical 

considerations when including persons with dementia in research. A principal concern is 

the participants' ability to provide informed consent (Howe, 2012). Although persons with 

dementia have been characteristically left out of research due to compromised decision-

making abilities and fears of abuse and exploitation, recent research has found that 

"persons living with dementia have a sense preference and values and be capable of 

expressing their views" (Canadain Centre for Elder Law, 2019, p. 59). Informed consent 
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is described as an autonomous decision by a person deemed competent to sanction 

their research participation (Lepore et al., 2017). Persons with dementia participants' 

capacity to consent "depends on whether he or she can communicate relatively 

consistently, understand basic information about choices, evaluate the implications of 

different choices, and rationally comprehend the risks and benefits associated with 

different options" (Lepore et al., 2017, p. 3). Furthermore, research suggests that 

understanding at an emotional level what they are consenting to is also an important 

aspect (Howe, 2012). Thus, measures such as the Cognitive performance scale or the 

Mini-mental status exam (MMSE) are not solely considered adequate to justify whether a 

person with dementia can give consent (Howe, 2012).  

In consideration of the above issues, the principles of the process consent 

method will be applied (Dewing, 2007, 2008). As explained by Dewing (2007, 2008), 

there are five aspects of process consent which views consent as an ongoing process, 

practices assent, and respects the decisions of dissent from participants: (1) Background 

and preparation (2) Establishing a basis for capacity and other abilities (3) Initial consent 

(4) Ongoing consent monitoring (5) Feedback and support (Dewing 2008). First, 

permission will be gained from the care staff and the participant's spouse to access the 

person and gain biographical information (Dewing, 2008). Notably, this access does not 

imply proxy consent (Dewing, 2008). It does, however, acknowledge the "role of various 

gatekeepers and… enables persons deemed meaningful by the person with dementia 

and/or authorized representatives to be included in the process" (Dewing, 2008, p. 62). 

Members of the research team will visit participants before gaining consent to form a 

trusting relationship with participants and observe/understand participants' personalities 

(Dewing, 2007). Gaining descriptions of non-verbal cues such as facial expressions and 

overall demeanour can aid in the ability to evaluate ongoing consent (Dewing, 2007, 

2008). 

Secondly, understanding the limitations of numerical scores from assessments 

such as the Cognitive performance scale or MMSE, establishing a basis for capacity and 

other abilities involves the researcher's own assessments of the eligibility of participants 

(Dewing, 2008). The research team will utilize their knowledge and understanding of 

participants in consideration to a "significantly less emphasis on the person's ability to 

retain information and appreciate consequences and more on how it feels to the person 

in broad terms" (Dewing, 2008, p. 62). Thus, participants' consent will be continuously 
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evaluated and examined by the research team who will note any decisive behaviour that 

may demonstrate the persons' desire to dissent (Dewing, 2008). Thirdly, initial consent 

as described by Dewing (2007, 2008), moves away from traditional conceptualizations of 

consent, and will involve providing information to participants in a manner that respects 

their "abilities and preferred ways of receiving information" (Dewing, 2008, p. 63). Initial 

consent will be gained through both verbal consent and adapted written consent forms 

(Dewing, 2007, p. 19). In addition, in cases where the person is deemed unable to 

provide informed consent, their spouse (or if another person is legally recognized such 

as an adult child) will act as their substitute decision maker and will provide consent and 

sign their consent form on their behalf (Dewing, 2008; Lepore et al., 2017). 

Within the consent form, participants will be given the option to permit 

researchers to video record interviews. Audio recordings will further be offered as an 

alternative option. Detailed notes will be taken during the interviews concerning the 

participant's body language and non-verbal cues to understand how consent is given in 

the person with dementia's everyday life (Dewing, 2007). Additionally, ongoing consent 

monitoring, involves the continuous assessment of consent throughout the interview 

process (Dewing, 2007, 2008). Participants will be reminded about the purpose of the 

research as well as their rights to withdraw from the study if they wish, and will be 

monitored for any signs of verbal and non-verbal dissent or desires to withdraw (Dewing, 

2007, 2008).  

Lastly, the fifth element of feedback and support encourages key stakeholders' 

involvement and feedback if issues or concerns arise in the field and during the interview 

process (Dewing, 2007, 2008). The research assistants will first notify me with any 

concerns. I will then solicit feedback and other necessary involvement of care staff, my 

research supervisor, or the participant's spouse to help resolve the issue (Dewing, 2007, 

2008). Additionally, spouses and care staff will be given contact information (phone 

number or email address) to inform the research team if there are any changes in the 

person with dementia because of the research before resuming the interview process 

(Dewing, 2007). Dewing (2007) also notes that researchers should consider the person 

with dementia’s abilities to transition back into their daily routines from the research 

context. The aid of care staff members will be enlisted when the interview sessions are 

completed to help the person with dementia transition back into their daily routines and 

note the interventions needed. Finally, in situations where it becomes necessary to 
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express to care staff specific concerns from the participant, I will first ask permission 

from the participant to bring forth their concerns and do so while respecting 

confidentiality (Dewing, 2007).   

4.5. Data Collection 

With the assistance of two trained research assistants, I will conduct both the 

semi-structured interviews with resident couples and care staff focus groups. To uphold 

confidentiality, interviews with the resident couples will be completed in either a 

participant's private bedroom or in an allocated private space within the facility that can 

be utilized with permission (e.g., conference rooms, family visiting rooms). Interview 

times with resident couples will be coordinated around the care home's routines (e.g., 

meals and activities), caregiving duties, and personal appointments. Interviews will last 

approximately 60 to 90 minutes per participant. Interview guides for both spousal 

caregivers and persons with dementia have been developed and can be found in 

Appendices B and C. Interview guides are "a set of topical areas and questions that the 

interviewer brings to the interview" (Hesse-Biber & Leavy, 2006, p. 126). The use of an 

interview guide ensures the discussion of each identified key themes and/or topics 

(Hesse-Biber & Leavy, 2006; Patton, 2015). The interview guides are based on the 

study's research questions and build upon the identified themes and relevant research 

gaps from the scoping review. In addition to notes taken during the interviews, interviews 

with both spouses will be recorded via tape recorder to ensure confidentiality. Having 

audio recordings of each interview is imperative since it ensures that interviewees' 

responses are accurately represented and that comprehensive data is collected 

(Charmaz, 2006; Patton, 2015). 

Conversational Interviews with Residents with Dementia  

There are several pragmatic elements to consider when conducting interviews 

with persons living with dementia (Cridland et al., 2016; Quinn, 2017). Firstly, interviews 

need to be conducted in an environment with minimal distractions, which can be difficult 

in a care home setting (Quinn, 2017). A person’s place of residence has often been 

chosen to interview persons with dementia as they “prom[ote] familiarity for participants; 

ga[in] insight into the life of people with dementia; and having environmental cues which 

may facilitate the interview” (Cridland et al., 2016, p. 11). In consideration of this study’s 
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inquiry into the sustainment of couplehood within the boundaries of the LTC 

environment, completing the interview in the persons, private bedroom can not only 

provide the quiet/private place to complete the interview but further aid in the promotion 

of recall or reminiscence and the identification of important issues (Cridland et al., 2016, 

p. 11).  

Secondly, in respect to the wide range of persons living with dementia's needs, 

interviews need to be scheduled "at an appropriate time of day for participants (e.g., 

avoiding late afternoon interviews when participants may be tired and/or considering the 

impact of medication)" and must factor in the person's feelings day by day (e.g., if they 

are not having a great day) (Cridland et al., 2016, p. 11; Quinn, 2017). Thus, care staff 

will be contacted before completing the interview to find the best time (e.g., in 

consideration to medications, activities/programming, and mealtimes) and to assess how 

participants may be feeling and if they would be interested in participating that day 

(Cridland et al., 2016; Harman & Clare, 2006; Quinn, 2017). Moreover, it is advised that 

interviewers develop a rapport with persons with dementia participants before 

interviewing them to build trust and develop a level of familiarity (Alzheimer’s Society, 

2020; Harman & Clare, 2006). Thus, interviewers will allocate extra time before the 

interview to facilitate a less formal conversation and build rapport (Cridland et al., 2016; 

Quinn, 2017).   

Lastly, it is suggested that interviewers understand the progression of dementia 

and know of supportive communication strategies (Cridland et al., 2016). For example, 

interviewers must allow space for larger amounts of time for participants to answer 

questions, must be able to rephrase questions if the person looks confused, and must be 

aware of participants’ body language throughout the interview, to not only note when the 

person may need to take a break but also to practice ongoing consent (Quinn, 2017). 

Therefore, research assistants must have the appropriate personality characteristics 

(e.g., patience, empathy, friendly and open demeanour etc.) and be required to refer to 

journal articles and other resources before interviewing to ensure sensitivity to interview 

pace and characteristics of dementia (Brinkmann, 2007).  
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Conversational Interview Guide Development for Residents with Dementia 

There are multiple considerations when developing an appropriate interview 

guide for persons with dementia (Alzheimer’s Society, 2020; Cridland et al., 2016; 

Quinn, 2017). Key recommendations involve including an introductory statement at the 

beginning of the interview with the intent to have the interviewer introduce themselves, 

reiterate the interview's focus, and outline what will occur during and after the interview 

(Alzheimer’s Society, 2020). Furthermore, the interview's focus is reiterated when 

needed (Alzheimer’s Society, 2020; Cridland et al., 2016). It is also advised that the 

interviewer prepare 'warm-up' questions since this has been demonstrated to be an 

effective way to ease into the interview and build a connection with the participant 

(Cridland et al., 2016).  

Moreover, it is recommended that interview questions be single-faceted and 

concise to support clarity and limit confusion (Cridland et al., 2016; Quinn, 2017). 

Leading questions should also be avoided in order "to normalize and encourage open 

discussion of potentially difficult topics and facilitate non-bias responses" (Cridland et al., 

2016, p. 5; Alzheimer's Society, 2020). Providing an introduction and/or disclaimer to 

perhaps more difficult interview questions and topics was also found to be helpful (e.g., 

"Some people find the next question difficult…") (Cridland et al., 2016, p. 5). Additionally, 

a pilot or trial run of the interview guide with persons with dementia is advised before 

initial data collection to identify areas that may be confusing or unclear and to help the 

interviewer familiarize themselves with the guide (Alzheimer’s Society, 2020; Cridland et 

al., 2016). Two selected participants with dementia will participate in a pilot run of the 

interview to check for the interview questions and process for comprehensibility. 

Interviews with Caregiving Spouses  

The trained research assistants and I will conduct the interviews with caregiving 

spouses utilizing an interview guide (Appendix B). As mentioned, interviews will be held 

in their private bedrooms or at an allocated space in the home to maintain privacy and 

confidentiality. Caregiving spouses will be contacted prior to enable scheduling around 

the care homes routines, caregiving duties, and personal appointments. Interviews will 

last approximately 60 to 90 minutes per participant.  
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Focus Groups Staff in Care Homes 

One focus group session will be conducted per LTC study site with 5-7 care staff 

in each session. As indicated earlier, the number of LTC sites will depend on the 

presence of resident spouses with dementia in the two health regions. The project 

coordinator and research assistants will facilitate the focus group sessions. They will act 

as moderators and notetakers for participant answers, discussion content, as well as 

observers of "non-verbal interactions and the impact of the group dynamics" (Nyumba et 

al., 2018, p. 23). Focus group sessions will be completed at either the LTC home's (one 

session per site) in consideration of convenience or at a nearby community settings.  

The physical setting arrangement of the sessions will include having the 

participants sit around a table for approximately 45-60 minutes, depending on participant 

engagement (Liamputtong, 2015; Stewart et al., 2007). Participants will also be given 

nametags to write only their first names to protect privacy (Stewart et al., 2007). Having 

participant nametags is hoped to help encourage rapport between participants and the 

research team and facilitate discussion (e.g., directing questions) and 

notetaking/observations (Stewart et al., 2007). In addition, each participant will be given 

$25 as honorarium for their participation. Light refreshments will also be provided during 

each session. An interview guide for the sessions has been developed and can be found 

in Appendix D. 

The emergent themes from resident interviews will inform the covered topics, 

therefore the interview guide will be adjusted accordingly. The interview guide consists 

of six open-ended questions that cover the care practices, policies, staff 

observations/perspectives about the impacts of separation on persons with dementia, 

and environmental features of LTC settings that challenge couples’ abilities to maintain 

their relationship. Also, noting the unique circumstances of resident couples and the 

potential differences between care homes policies and procedures, moderators will 

encourage participants to share their personal stories regarding their experiences and 

care practices with resident couples (Stewart et al., 2007).  Lastly, each focus group 

session will be recorded via audio/tape recorder to complement the notetaking and 

participant observations (Stewart et al., 2007).  
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4.6. Data Analysis 

Data analysis for this study will be comprised of four stages. The first stage will 

involve the analysis of resident couple interviews of both spouses separately. This 

analysis will be done to gain insight into the psychological and physical health effects 

that each individual may face due to separation. The second stage will examine both 

spouses' interviews simultaneously to understand how separation in LTC impacts the 

marital relationship and the challenges that the couple faces in maintaining their sense 

of couplehood. The third phase will evaluate the data collected from the focus group 

sessions with care staff to address LTC's socio-physical environmental influences on 

couples' opportunities to maintain their relationship and gain insight into participants' 

understanding of couples' needs within LTC. Finally, the fourth stage will entail 

consideration of the three phases, collectively. Within the context of data triangulation, 

transcripts from resident couple interviews and care staff focus groups will be compared 

and analyzed for convergent, complementary, and divergent findings (Lambert & 

Loiselle, 2008). 

Braun and Clarke’s (2006) six-step framework of thematic analysis will be utilized 

to inform the analysis process to identify, describe, organize, and present the themes, 

i.e., “patterns in the data that are important or interesting” discovered from the data set 

(Braun & Clarke, 2006; Maguire & Delahunt, 2017, p. 3353). This framework not only 

permits a data description that is rich in detail but also enables constructive 

interpretation (Braun & Clarke, 2006; Maguire & Delahunt, 2017). The six stages are as 

follows: (1) Becoming familiar with the data (2) Generating initial codes (3) Searching for 

themes (4) Review themes (5) Defining and naming themes (6) and Producing the report 

(Braun & Clarke, 2006).  A detailed description of the application of the framework is 

explained below. 

Six-step Framework of Thematic Analysis 

The first step will involve transcribing the audio recordings of each interview and 

focus group session. The transcription service in NVivo will be utilized. The practice of 

transcribing not only creates a written record of each interview and group discussion but 

enables researchers to familiarize themselves with the data, gain a comprehensive 

understanding of the data, and generate the early stages of analysis by identifying 
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patterns and relationships (Stewart et al., 2007). After transcription, the researcher 

should read and re-read the data “in an active way – searching for meanings [and] 

patterns” that will start to inform the subsequent formal coding process (Braun & Clarke, 

2006, p. 17). The research team will also participate in memo-writing throughout the 

analysis process to aid in our understandings and interpretations of the data (Corbin & 

Strauss, 1990). 

The second phase of generating initial codes involves the initial data organization 

of identifying and constructing codes into meaningful groups (Braun & Clarke, 2006; 

Maguire & Delahunt, 2017). An inductive coding technique will be adopted, allowing for 

"research findings to emerge from the frequent, dominant or significant themes inherent 

in raw data" (Thomas, 2003, p. 2). Thus, coding will be completed in stages, first through 

initial line-by-line coding, which will enable a descriptive analysis, and then through 

focused coding in which larger amounts of data will be incorporated and organized 

(Charmaz, 2014). The statistical software of NVivo (version 12.6.0) will be utilized 

throughout the coding process. Following the software, the data will be systematically 

coded into nodes and sub-categorized into sub-nodes to capture topics of significance 

and repeated patterns (Corbin & Strauss, 1990). Finally, transcripts will be coded 

separately in relation to the research questions and will be compared, discussed, and 

modified if needed before moving to the next phase of searching for themes. Within the 

analysis of interviews with persons living with dementia and focus group sessions, 

transcripts will be supplemented with observational data taken from video recorded 

interviews and notes during the focus groups sessions (Stewart et al., 2007). Thus, 

capturing non-verbal cues (e.g., gestures, facial expressions, and tone) not expressed in 

the transcripts (Stewart et al., 2007).   

In the third stage, the research team will begin to search for themes. Braun and 

Clark (2006) explain that a theme is characterized as a pattern within the data 

representing an aspect of significance or interest regarding the research question. This 

phase is “where the interpretative analysis of the data occurs, and in relation to which 

arguments about the phenomenon being examined are made” (Braun & Clarke, 2006, p. 

18). The codes will be sorted and combined into groups to create overarching themes 

(Braun & Clarke, 2006). Each group of transcripts, spousal caregiver, the spouse with 

dementia, and focus group sessions will be first coded for themes separately within this 

phase. Subsequently, the initial codes from each group will be coded collectively, and 
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the research team will begin to identify convergent, complementary, and divergent 

findings. Like the initial coding phase, the research team will collaboratively discuss “the 

relationships between codes, between themes, and between different levels of themes 

(e.g., main overarching themes and sub-themes within them)” to form what the authors 

call candidate themes (Braun & Clarke, 2006, p. 20).  Knowledge gaps and reasoned 

conclusions about the themes concerning the research questions will begin to be 

developed (Farquhar & Michels, 2016).   

In the fourth stage, themes will be reviewed and refined (Maguire & Delahunt, 

2017). During this stage, the research team will begin to examine and modify the 

candidate themes to ensure that they "cohere together meaningfully, while [having] clear 

and identifiable distinctions between [them]" (Braun & Clarke, 2006, p. 20; Maguire & 

Delahunt, 2017). A thematic map will be created to visually outline the candidate themes' 

and support the identification of relationships and variants between data sets (Braun & 

Clarke, 2006; Lambert & Loiselle, 2008). Furthermore, data that may have been missed 

in the themes or seen as outliers will also be coded at this time (Braun & Clarke, 2006). 

The fifth stage entails defining and naming themes. During this stage, the research team 

will continue to examine the data, fine-tune the coding of themes, and further develop 

each theme's portrayed narrative relevant to the research questions (Braun & Clarke, 

2006). During this phase, the thematic map will be further refined to accurately portray 

the analytic narrative (Braun & Clarke, 2006). According to Braun and Clarke (2006), 

within this phase, researchers must consider how each theme connects, the possible 

hierarchy between them, and the sub-themes within them (Braun & Clarke, 2006). 

Lastly, within this phase, themes and sub-themes names will be finalized used within in 

the write-up and final analysis (Braun & Clarke, 2006).  

Finally, the sixth phase will encompass the final analysis and explanation of the 

results (Braun & Clarke, 2006). Braun and Clarke (2006) emphasize that the write-up 

should "tell the complicated story of your data in a way which convinces the reader of the 

merit and validity of your analysis" (p. 23). Therefore, data extracts such as quotations 

from interviews and focus group sessions as examples within the analytic narrative will 

be implemented to aid in the development/presentation of argument and story (Braun & 

Clarke, 2006). The final report will present a concise synopsis and analysis of the 

relational aspects between the themes. The thematic map will further be used as a 

visual aid (Braun & Clarke, 2006).   
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Chapter 5.  
 
CIHR Grant Proposal  

The following section presents a simulated grant proposal based on the CIHR 

Project Grant: Fall 2020 and Spring 2021 guidelines, as outlined in Appendix K.    

5.1. Proposal Information 

5.1.1. Project Title  

5.1.2. Lay Title  

5.1.3. Lay Abstract 

The involuntary separation of married couples in long-term care (LTC) settings 

when spouses require different levels of care has been a common practice in British 

Columbia (B.C.). While this is a recognized issue, there have been very few studies that 

specifically examine this topic. In light of this research gap, the purpose of the proposed 

CIHR grant will be to critically examine the institutional practice of separating married 

couples in LTC settings in B.C. when one spouse lives with dementia and requires 

different care and support needs. The proposed empirical study will focus on the abilities 

and challenges of couples to maintain the desired relationship quality in LTC settings 

when separated, and how their separation has impacted each spouse's health and well-

being. Overall, this project will help guide future research, practice, and policy in this 

important yet understudied topic in gerontology.  

Therefore, the proposed study will address the following two overarching 

research questions:  

• Research Question 1: How does the current practice of separating married 

couples between LTC settings (including AL and IL) when one spouse is 

living with dementia and resides in LTC impact the marital relationship and 

couples’ abilities to sustain couplehood? 

• Research Question 2: How does the LTC socio-physical environment 

influence couples’ opportunities to maintain their relationship?   
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By addressing these research questions, the study will examine couples' abilities 

and challenges to maintain the quality of their relationship when separated in LTC 

settings and investigate how separation and perhaps loss of couplehood influence both 

spouses' health and well-being. Question one investigates the impact of separating 

married couples on spousal relationship quality, while the second question will provide 

insight into how the socio-physical environment of LTC may influence couples' capacity 

to maintain their desired relationship quality. The findings will be highly instrumental in 

refining existing policies to better support the continuity of spousal relationships in LTC 

settings. Consequently, we will be able to develop innovative initiatives that will support 

a couple's emotional needs and improve and/or sustain their overall health and quality of 

life in LTC settings. 

Institution Paid:   

Simon Fraser University, Department of Gerontology  

Partnered/Integrated Knowledge Translation (iKT) Project:   

No.  

Containment Level:   

No.  

Environmental Impact:   

N/A.  

Is this a clinical trial?  

No. 

Does this application contain a random control trial? 

No.   

In order to carry out the proposed research in this application, is an exemption from 

Health Canada under Section 56 of the Controlled Drugs and Substances Act required?  

No.  

Does this application propose research involving Indigenous People? 

No.    

Does your proposal address TCPS2 – Chapter 9 Research Involving the First Nations, 

Inuit, and Metis Peoples of Canada?  

No.   
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Is sex as a biological variable taken into account in the research design, methods, 

analysis and interpretation, and/or dissemination of findings?  

No.  

Is gender as a socio-cultural factor taken into account in the research design, methods, 

analysis and interpretation, and/or dissemination of findings?  

Yes.  

This project incorporates sex and gender into the research design, methodology, 

and analysis when defining marriage and marital relationships. Married couples are 

defined within the Family Law Act of B.C which defines a spouse as "is married to 

another person or has lived with another person in a marriage-like relationship and has 

done so for a continuous period of a least 2 years" (Family Law Act, 2011). Within this 

act, both common-law relationships and non-heterosexual relationships (LGBTQ+) are 

recognized. Thus, spousal relationships are identified as an ongoing relationship 

between two individuals in which partners share emotional, financial, and social 

attachment for an extended period, rather than solely depending on the legal definition of 

relationships (Føsund, 2017; Hunt, 2015; Braithwaite, 2002; Walker & Luszcz, 2009). 

The above consideration will be applied within the recruitment of couples, how data is 

interpreted and analyzed, and how findings are disseminated. For example, considering 

traditional gender roles in marriage (e.g., caregiving and homemaking), noting that there 

are typically more women than men in LTC settings and that there are traditionally more 

women caregivers than men. Thus, findings and policy recommendations need to take 

into account these gender differences.   

Furthermore, although not the primary focus, this study will consider the 

perceptions and experiences of those who identify as LGBTQ+—understanding the 

additional barriers and stigma faced by couples who identify as LGBTQ+ and how it 

impacts the preservation of their relationship within the institutional environment of LTC 

settings. For example, LGBTQ+ older adults' fears concerning inadequate care, staff 

neglect, lack of recognition of their relationship, and discrimination and harassment from 

other residents or staff members (Malone, 2016).  
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5.2. Subtask: Descriptors  

Descriptors 

Long-term care; Older couples; Separation; Marital relationship; Couplehood; Physical 

health; Emotional well-being; Dementia   

Themes  

1. Health Services Research is the primary theme classification for this grant 

application. This research fills the existing knowledge gap surrounding married 

couples' experiences within LTC settings to improve health professionals' 

efficiency and effectiveness and the health care system for this growing 

population. It further aims to extend and complement prior research involving 

persons with dementia perspectives and the subjective experiences of dyadic 

relationship well-being. The funded research will be highly instrumental in refining 

existing policies and practices to develop innovative initiatives/interventions that 

will support a couple's emotional needs and improve and/or sustain their overall 

health and quality of life in LTC settings.  

2. Social, Cultural, Environmental and Population Health Research is a 

complementary theme of this grant application. An important research goal is to 

better understand the situations and lives of Canadas ageing couples who are 

involuntarily separated in LTC settings as a result of one spouse’s different 

needs of care. In effect, to develop supportive interventions and policies that will 

improve their health and quality of life within LTC settings.  

Suggested Institutes  

The Department of Gerontology at Simon Fraser University (SFU) has a related 

research mandate to the CIHR Institute. The Gerontology Research Centre (GRC), 

which works collaboratively with the department, acts as a centrepiece for information, 

research and education concerning individual and population ageing in many areas 

connected with the proposed research.  
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Areas of Science  

• Aging- Social Determinates of Aging  

• Health Services and Systems- Access to care; Healthcare Effectiveness & 
Outcomes; Knowledge Translation Research and Implementation Science; 
Personalized Medicine  

• Population Health- Population Health Intervention Research; Health Equity  

Methods/Approaches  

Qualitative Methods: Interviews & Focus Groups  

Patient Oriented Research: Patient-Centred Care  

Lived Experience: Lived Experience  

Population & Social Science Methods: Family Studies & Health Services Research  

Knowledge Translation: Translation Research  

Evaluation & Intervention Research Methods: Policy Analysis & Evidence-Based 
Practice Approaches 

Study Populations/Experimental Systems  

Primary Study Population:  

• Life Stages: Older adults   

Secondary Populations:  

• Patients and Caregivers: Informal Caregivers & People with diseases or 
conditions 

• Social, economic, and legal status: Family Relationships  

5.3. Research Proposal  

5.3.1.  Concept  

Significance and Impact of Research 

Canada's changing demographics due to increased longevity and population 

ageing means that more married couples than ever before will live to share the 

experience of old age (Kemp, 2008; Milan et al., 2014). In light of these increasing life 

expectancies, it is estimated that more older couples will experience a caregiving 
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relationship in which one spouse faces health declines such as dementia (Hellström et 

al., 2005; Milan et al., 2014). Recent estimates show that 46% of caregivers to a person 

with dementia are spouses and that 99% of them live in the same household, with 97% 

providing daily care (Wong et al., 2016). The experience of couples when one spouse 

has dementia is often portrayed in the literature as a life of loss, frustration, burden, and 

stress, with spousal caregivers experiencing a multitude of adverse health 

consequences (e.g., depression and anxiety) (Swall et al., 2019). However, being a 

spouse and caregiving for a person with dementia “is not a uniformly negative 

experience,” with many caregiving spouses expressing positivity and satisfaction in their 

role (Førsund et al., 2015, p. 122). The marital relationship of older couples is unique as 

decades of shared experiences and closeness result in a shared sense of identity, 

creating a powerful partnership that is resilient to challenges (Hernandez et al., 2019).  

Understanding the uniqueness of the marital relationship of older adults, many spouses 

can maintain their desired relationship quality, which connects to the emergent concept 

of couplehood in dementia research, defined as "the relationship between two committed 

individuals, characterized by a sense of…shared identity, a sense of purpose, and 

commitment" (McGovern, 2012, p. 5). Nevertheless, the progressive nature of dementia 

can often lead to increasingly intense caregiving responsibilities, which can be taxing on 

ageing spousal caregivers who may be facing health challenges of their own (Kemp, 

2008; Wong et al., 2016). These circumstances can challenge a couple's ability to live 

independently in their homes, driving their collective relocation into a long-term care 

(LTC) setting (Kemp, 2008; Wong et al., 2016).  

Research reveals that while the decision to relocate may be primarily driven by 

the needs of one spouse, both spouses were united in the decision, as a result of their 

strong aspirations and marital commitments to remain together (Kemp, 2008, 2012). As 

of 2016, it has been reported that 9.2% of women and 4.9% of men aged 65 years and 

older live with a spouse in a primary health care and related facilities, such as LTC 

settings (Statistics Canada, 2017; Wister, 2019). These numbers jump to 35.6% of 

women and 23.1% of men when aged 85+ (Statistics Canada, 2017; Wister, 2019). 

Although the number of older couples who reside in LTC settings is a small percentage, 

with the ageing baby boomer population, it is predicted that couples relocating together 

will increase as longevity increases (Gladstone, 1992; Milan et al., 2014). However, 

institutional practices in British Columbia (B.C.) Canada invokes the separation of 
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married couples in LTC settings, such as having one spouse reside in assisted living 

(AL) or independent living (IL), and the other with more complex care needs reside in 

LTC. This practice, although sparse in academic research has received significant media 

attention in recent years. For example, a report in The Globe and Mail (2016) 

emphasized how the involuntary separation of a couple in which one spouse had 

dementia impacted each spouse's emotional and physical health status. The article 

stated that their separation into two different LTC settings fueled symptoms of 

depression and anxiety and provoked the rapid decline in cognitive status of the spouse 

with dementia (Kane, 2016). The strong aspirations exhibited by couples' to remain 

together emphasize the importance of their desire to continue their relationship when in 

LTC (Kemp et al., 2016). Studies have found that the ability to maintain a sense of 

couplehood an essential aspect in the lives of couples where one spouse has dementia 

(Førsund & Ytrehus, 2018). Despite this, no empirical research to date has addressed 

the impacts of forced separation of couples in LTC settings and the experiences of both 

spouses, including those with dementia.  

The B.C. Ministry of Health has recognized the significance of relationships 

among older couples within LTC settings, developing a provincial policy that aims to 

ensure the "continuity of spousal relationships when only one spouse requires [LTC] 

services" (British Columbia Ministry of Health, 2019, sect. 6.D.1, p.1). The policy obliges 

homes to establish reasonable arrangements for spouses to live in the same home to 

maintain contact and relationship (British Columbia Ministry of Health, 2019). However, 

as the policy details are fairly recent, the conditions in terms of how close in proximity 

spouses will reside are vague, and the implications have not yet been evaluated. 

Furthermore, there are significant barriers to the execution of the policy as a result of the 

current COVID-19 pandemic, beginning in March of 2020. Therefore, it is unclear if LTC 

homes have even exercised this policy or if the pandemic has impacted the policy's 

future utilization. Considering this lack of transparency and in light of the novelty of the 

policy, the proposed study will aim to address our knowledge gaps in this area. 

Research to better understand the experiences and lives of older couples in LTC 

is essential. Many older couples desire to remain together for as long as possible 

despite declining health (Harrefors et al., 2009; Kemp, 2008). The involuntary separation 

of couples and their determined loss of couplehood is demonstrated in research to have 

determinantal health consequences (e.g., Hemingway et al., 2016; Glasier & Arbeau 
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2019). The lack of research concerning the impacts of separation on both spouses, 

including persons with dementia, disregards couples shared experiences and critical 

elements of each spouse's identity. The health and well-being of married couples must 

be looked at as a unit instead of separate beings (Mullin et al., 2013). The importance of 

their relationship within their quality of life should be a central concept in creating policy 

initiatives for couples in LTC settings (Mullin et al., 2013). This work will examine the 

lived experiences of couples in LTC settings when both reside in care, a topic that is 

currently underrepresented in gerontological research. 

Purpose  

The purpose of this study is to critically examine the institutional practice of 

separating married couples in LTC settings in B.C. when one spouse lives with dementia 

and requires different care and support. In particular, the proposed empirical study aims 

to extend and complement prior research involving persons with dementia perspectives 

and the subjective experiences of dyadic relationship well-being. Although there is ample 

literature exploring the impacts of LTC's socio-physical environment on visiting spouses 

(still community-dwelling) abilities to maintain their sense of couplehood, the 

examination of couples' challenges when both spouses reside in an LTC setting is 

meagre.  

The completed scoping review guiding the proposed study uncovered a number 

of knowledge gaps establishing the need for further inquiry into the lived experiences of 

married couples residing in LTC, a population currently underrepresented. In specific, 

there is a current lack of research that addresses the perceptions of both spouses (i.e., 

the caregiving spouse and the spouse with dementia), thus, disregarding both spouse's 

experiences. This is imperative when focusing on research that is exploring the 

relationships of couples itself. In effect, there is a clear gap in research concerning a 

couple's sense of unity within their everyday lives and how that transposes into providing 

care and the marital relationship when one spouse has dementia (Swall et al., 2019). 

This omission presents a significant gap in knowledge, as it neglects a core 

characteristic of person-centred/person-directed care practices of maintaining familial 

bonds and including family in care (Alzheimer’s Society of British Columbia, 2011). In 

addition, there is a lack of literature that addresses how the LTC's socio-physical 

environment, such as attitudes of care home staff and the environmental features (e.g., 
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meal seating arrangements, the distance between units, etc.) influence couples' 

opportunities and abilities to meaningfully interact with each other.  

As articulated in the research questions below, the proposed empirical study will 

examine couples' abilities and challenges to maintain the quality of their relationship 

when separated by the policies and practices of LTC settings and investigate how 

separation and perhaps loss of couplehood influence both spouses' overall health and 

well-being. The proposed study will contribute to the limited empirical research 

concerning this specific population. This research will be valuable in that it will critically 

evaluate the procedures and culture of care that impact a couple's abilities to maintain 

their relationship. In particular, the funded research will be highly instrumental in the 

refinement of existing policies to better support the continuity of spousal relationships in 

LTC settings. Consequently, we will be able to develop innovative initiatives that will 

support a couple's emotional needs and improve and/or sustain their overall health and 

quality of life in LTC settings.  

The study will be guided by two overarching research questions with five sub-

questions:  

• Research Question 1: How does the current practice of separating married 

couples between LTC settings (including AL and IL) when one spouse is 

living with dementia and resides in LTC impact the marital relationship and 

couples’ abilities to sustain couplehood? 

o Sub-Question: What are the challenges couples face in maintaining 

couplehood?  

o Sub-Question: What are the mental and physical health effects both 

individuals may face when separated in LTC settings? (e.g., responsive 

behaviors in persons with dementia, depression, anxiety, malnutrition).   

• Research Question 2: How does the LTC socio-physical environment 

influence couples’ opportunities to maintain their relationship?   

o Sub-Question: What is the understanding of care home staff (e.g., 

nurses, care-aids, directors of care, and executives) of couples’ needs in 

LTC?  
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o Sub-Question: What policies and care practices act as barriers in 

couples' capacity to maintain the desired aspects of their relationship in 

the LTC environment? 

o Sub-Question: What physical environmental features of the LTC setting 

inhibit couples' capacities to interact meaningfully? (e.g., locked units, 

locks on private bedroom doors, distance between units, lack of privacy). 

5.3.2. Assessment of Feasibility  

Approaches and Methods 

Design 

To address the proposed research questions, the study will adopt a qualitative 

research method design with two components, interviews with resident couples and 

focus groups with LTC care staff. Applying a data triangulation approach that involves 

utilizing two methods of qualitative inquiry is beneficial for increasing validity, attaining 

more comprehensive data, and gaining a better understanding of the phenomenon 

under investigation (Lambert & Loiselle, 2008; Perlesz & Lindsay, 2003). The 

methodology of combining the perspectives of resident couple interviews with care staff 

focus groups will afford a deeper and more comprehensive investigation of the 

subjective experiences of older couples and the culture of care in LTC settings that 

challenge couples’ abilities to maintain their desired relationship quality. With in this 

project, the two methods are used to form an iterative technique in which focus groups 

are utilized as a subsequent phase after completing resident couple interviews. The 

emergent themes from interviews will therefore inform the topics and questions 

addressed in the focus groups with care staff.  

In the first phase, face-to-face semi-structured interviews with 10-12 couples at 

multiple LTC or Assisted/Independent Living facilities (AL/IL) (one spouse lives in LTC 

and the other living in AL/IL) in Metro Vancouver, B.C. will be conducted. In recognition 

of the gap in knowledge surrounding the impacts and subjective experiences of 

involuntary spousal separation on persons living with dementia, interviews will be 

completed with both spouses, including those with dementia. This will result in a total 

number of 20-24 interviews. These interviews will be used to gain insight into older 
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couples' lived experiences separated in LTC settings and how their separation and 

potential loss of couplehood has impacted each spouses' health and well-being. 

The inclusion of persons with dementia’s perspectives and experiences is critical 

in this study. It is imperative for understanding how separation from a spouse within LTC 

settings impacts their health, well-being, and overall quality of life. The collaborative and 

flexible nature of semi-structured interviews has been demonstrated in research as an 

appropriate and valuable method to gain insight into persons with dementia's 

perspectives and experiences (Cridland et al., 2016; Mazaheri et al., 2013). For 

example, semi-structured interviews enable the development and use of an interview 

guide with specific questions/topics to be covered; however, the interviewer can diverge 

from the guide when deemed appropriate to follow the topical trajectories of the interview 

(Hesse-Biber & Leavy, 2006). This interview structure allows for a more genuine 

conversation, offering participants the opportunity to digress into topics and ideas that 

the researcher may not have anticipated (Hesse-Biber & Leavy, 2006). This flexibility 

further allows the interviewer to respond and inquire about emergent topics of 

importance (Hesse-Biber & Leavy, 2006). 

The second phase involves conducting focus groups with LTC home care staff. 

Specifically, these focus groups will comprise of nurses and personal support workers 

from the participating Metro Vancouver LTC homes in which the spouse with dementia 

resides. Each focus group will consist of 5-7 care staff, with one session conducted per 

participating site. Questions will be open-ended with the intent to promote discussion 

(Nagle & Williams, 2020). Supplementing the resident interview data with information 

gained from LTC home staff focus groups will achieve a deeper understanding of LTC 

settings' socio-physio environmental features (e.g., layout, the culture of care/intuitional 

protocols and practices, and staff understanding) that challenge couples' abilities to 

maintain their relationship.  

This study will involve multiple LTC homes and AL/IL facilities in Metro 

Vancouver, B.C., located in the Vancouver Coastal Health (VCH) and Fraser Health 

Authorities (FHA). The LTC homes and AL/IL facilities will be selected based on 

availability of access for the researcher team and presence of married couples who fit 

the inclusion criteria. This identification process will be conducted in close consultation 

with leadership team in LTCs/ALs/ILs at VCH and FHA. The inclusion of different LTC 
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homes and AL/IL facilities will also allow to explore potential variations in organizational 

culture, policy, and practice. Focus groups with LTC staff will be completed at the LTC 

homes or at convenient community settings. Appendix H provides a detailed 3-year 

project timeline to complete this project. 

Sampling and Recruitment  

Both resident couples and care staff participants of the selected homes will be 

recruited with the support of identified LTC homes’ executive directors and AL/IL 

administration. The leadership members at selected sites will be contacted via email or 

telephone to determine if couples in their homes fit the study's interest and inclusion 

criteria, which will be explained below. Once executive directors/administrators have 

consented to their LTC/AL/IL to partake in the study, they will identify care home staff 

that will help select resident couples who fit the inclusion criteria and would be interested 

in participating. The identified care staff will also act as a liaison between myself, 

research assistants and the couples. Research assistants will conduct this study with 

interviews and focus groups completed in person. This study is highly feasible since the 

primary gatekeepers (i.e., the executive board) and the participants will perceive strong 

benefit from this research, thus presumably will consent to the study, as consistent with 

other types of studies of this kind (e.g., Førsund & Ytrehus, 2018; Hunt, 2015).  

Resident Couples  

The 10-12 couples participating in this study will be recruited using the 

purposeful sampling technique of criterion sampling (Patton, 2015). Inclusion criteria for 

the spousal caregiver include (i) having each participant fluent in English, (ii) partner in a 

long-standing committed and/or marital relationship, (iii) residing in an LTC home or 

AL/IL facility, (iv) having a spouse with dementia living in a care home, and (v) being 

involuntarily separated from their spouse because of their spouses care needs. Inclusion 

criteria for persons with dementia include (i) English speaking, (ii) having a previous 

diagnosis of some type of dementia (e.g., Alzheimer's disease or vascular dementia), (iii) 

having enough language and communication ability to participate (e.g., having a 

cognitive performance scale number as being 1 = borderline intact (MMSE score of 22) 

to 2 = mild impairment (MMSE score of 19), or potentially 3= moderate impairment 

(MMSE score of 15), however, interview questions would need to be further adjusted), 

(iv) the ability to give consent, and (v) voluntarily wanting to participate and share their 
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experiences. The selection of persons with dementia and determination of eligibility will 

be completed with the input of care staff. The determination of persons with dementia 

participants' capacity to provide consent is explained in detail below. 

Furthermore, eligible participants will be selected not only from the inclusion 

criteria stated above, but with consideration to participant interest and couples' 

circumstances (e.g., life history/story and situation within the LTC home or AL/IL). The 

definition of marriage in this study aligns with the Family Law Act of B.C., which includes 

both common-law relationships and non-heterosexual relationships (LGBTQ+) (Family 

Law Act 2011). Thus, participants' spousal relationships included in this study will not 

solely be based on legal recognition, but couples committed and shared emotional 

attachments and experiences (Braithwaite, 2002; Walker & Luszcz, 2009). A potential 

challenge identified will be the location and recruitment of a population that is a minority 

in LTC settings. The research team will work collaboratively with care homes, executive 

directors, and care staff, to identify as many resident couples as possible who fit the 

inclusion criteria in Metro Vancouver.  

Care Staff Focus Groups  

Focus group participants will include nurses and direct care staff (personal 

support workers) from LTC homes in which the spouse with dementia resides. Each 

focus group will consist of 5-7 care staff, with one session conducted per participating 

site. LTC home care staff were selected to gain perspective into the organizational 

culture and socio-physical environment of LTC that can impact couples’ abilities to 

meaningfully interact. LTC home care staff furthermore will provide a complementary 

perspective into the impacts of separation on persons with dementia, such as perhaps 

changes in their mood/behaviours when alone or with their spouse. LTC home care staff 

will be recruited through purposeful sampling and include care staff who are who are 

often in contact with the identified married residents (Palinkas et al., 2015). The 

recruitment poster is shown in Appendix J will also be placed within the homes. Focus 

group inclusion criteria will involve having each staff member be English speaking, be 

either a nurse (i.e., registered nurse (RN) or licensed practical nurse (LPN)) or personal 

support worker working within the LTC setting of the spouse with dementia. 
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Ethical Considerations and Informed Consent  

Both spouses and all focus group participants will be required to sign a written 

consent form (Appendices E, F & G). The consent form will describe the study's 

purpose, their participation, and detail participant confidentiality. The form will also 

explain the participant's abilities to withdraw from the study at any point in time. There 

are important ethical considerations and challenges when including persons with 

dementia in research. A principal concern is the participants' ability to provide informed 

consent (Howe, 2012). Informed consent is described as an autonomous decision by a 

person deemed competent to sanction their research participation (Lepore et al., 2017). 

Persons with dementia participants' capacity to consent "depends on whether he or she 

can communicate relatively consistently, understand basic information about choices, 

evaluate the implications of different choices, and rationally comprehend the risks and 

benefits associated with different options" (Lepore et al., 2017, p. 3). The principles of 

the process consent method will be applied (Dewing, 2007, 2008).  There are five 

aspects of process consent which views consent as an ongoing process, practices 

assent, and respects the decisions of dissent from participants: (1) Background and 

preparation (2) Establishing a basis for capacity and other abilities (3) Initial consent (4) 

Ongoing consent monitoring (5) Feedback and support (Dewing, 2008). First, permission 

will first be gained from the care staff and the participant's spouse to access the person 

and gain biographical information (Dewing, 2007). Members of the research team will 

visit participants before gaining consent to form a trusting relationship with participants 

and observe/understand participants' personalities (Dewing, 2007). Gaining descriptions 

of non-verbal cues such as facial expressions and overall demeanour can aid in the 

ability to evaluate ongoing consent (Dewing, 2007, 2008).   

Secondly, establishing a basis for capacity and other abilities involves the 

researcher's own assessments in the decision-making process of the eligibility of 

participants (Dewing, 2008). The researchers utilize their knowledge and understanding 

of participants in consideration to a "significantly less emphasis on the person's ability to 

retain information and appreciate consequences and more on how it feels to the person 

in broad terms" (Dewing, 2008, p. 62). Thus, participants' consent will be continuously 

evaluated and examined by the research team, who will note any decisive behaviour that 

may demonstrate the persons' desire to dissent (Dewing, 2008). Thirdly, initial consent, 

as described by Dewing (2007, 2008), moves away from traditional conceptualizations of 
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consent and involves providing information to participants in a manner that respects their 

"abilities and preferred ways of receiving information" (Dewing, 2008, p. 63). Initial 

consent will be gained through both verbal consent and adapted written consent forms 

(Dewing, 2007). In addition, in cases where the person is deemed unable to provide 

informed consent, their spouse (or if another person is legally recognized such as an 

adult child) will act as their substitute decision maker and will provide consent and sign 

their consent form on their behalf (Dewing, 2008; Lepore et al., 2017) Within the consent 

form, participants will be given the option to permit researchers to video record 

interviews. Audio recordings will further be offered as an alternative option. Detailed 

notes will be taken during the interviews concerning the participant's body language and 

non-verbal cues to understand how consent/assent are given in the person with 

dementia's everyday life (Dewing, 2007). Additionally, ongoing consent monitoring 

involves the continuous assessment of consent throughout the interview process 

(Dewing, 2007, 2008). Participants will be reminded about the purpose of the research 

as well as their rights to withdraw from the study if they wish, and thus monitor for any 

signs of verbal and non-verbal signs of dissent (Dewing, 2007, 2008). 

Lastly, the fifth element of feedback and support encourages key stakeholders' 

involvement and feedback if issues or concerns arise in the field and during the interview 

process (Dewing, 2007, 2008). The research assistants will notify the project coordinator 

if a concern arises, who will then gain the feedback and necessary involvement of care 

staff, or the participant's spouse to help resolve the issue (Dewing, 2007, 2008). 

Additionally, spouses and care staff will be given contact information (phone number or 

email address) to inform the research team if there are any changes in the person with 

dementia as a result of the research before resuming the interview process (Dewing, 

2007).  Dewing (2007) notes that researchers should consider the person with 

dementia's abilities to transition back into their daily routines from the research context. 

The aid of care staff members will be enlisted when the interview sessions are complete 

to help the person with dementia transition back into their daily routines and note the 

interventions needed. Finally, in situations where it becomes necessary to express to 

care staff specific concerns from the participant, the project coordinator will first ask 

permission from the person with dementia to bring forth their concerns and do so while 

respecting confidentiality (Dewing, 2007).   
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Data Collection   

Research assistants will conduct semi-structured interviews with resident couples 

and care staff focus groups. To uphold confidentiality, interviews with resident couples 

will be completed in either a participant's private bedroom or at an allocated private 

space within the facility that can be utilized with permission (e.g., conference rooms, 

family visiting rooms, etc.) Interview times with resident couples will be coordinated 

around the care home's routines (e.g., meals and activities), caregiving duties, and 

personal appointments. Interviews will last approximately 60 to 90 minutes per 

participant. Interview guides for both spousal caregivers and persons with dementia 

have been developed and can be found in Appendices B and C. The interview guides 

are based on the study's research questions and build upon a completed scoping review 

that identified themes and relevant research gaps. In addition to notes taken during the 

interviews, interviews with both spouses will be recorded via tape recorder. Having audio 

recordings of each interview is imperative since it ensures that interviewees' responses 

are accurately represented and that comprehensive data is collected (Charmaz, 2006; 

Patton, 2015). 

Conversational Interviews with Residents with Dementia  

There are several pragmatic elements to consider when conducting interviews 

with persons with dementia (Cridland et al., 2016; Quinn, 2017). Firstly, interviews need 

to be conducted in an environment with minimal distractions, which can be difficult in a 

care home setting (Quinn, 2017). A person’s place of residence has often been chosen 

to interview persons with dementia as they “prom[ote] familiarity for participants; ga[in] 

insight into the life of people with dementia; and having environmental cues which may 

facilitate the interview” (Cridland et al., 2016, p. 11). In consideration of this study’s 

inquiry into the sustainment of couplehood within the boundaries of the LTC 

environment, completing the interview in the person’s private bedroom can not only 

provide the quiet/private place to complete the interview but further aid in the promotion 

of recall, reminiscence or the identification of important issues (Cridland et al., 2016, p. 

11). However, interviews would also be completed in a designated area in the home 

(e.g., conference rooms or family visitation rooms) if the person feels more comfortable.  

Secondly, interviews will be scheduled "at an appropriate time of day for participants 

(e.g., avoiding late afternoon interviews when participants may be tired and/or 

considering the impact of medication)" and must factor in the person's feelings day by 
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day (Cridland et al., 2016, p. 11; Quinn, 2017). Thus, care staff will be contacted before 

completing the interview to find the best time and assess how participants may feel and 

if they would be interested in participating that day (Cridland et al., 2016; Quinn, 2017). 

Additionally, A pilot or trial run of the interview guide with persons with dementia is 

advised before initial data collection to identify areas that may be confusing or unclear 

and to help the interviewer familiarize themselves with the guide (Alzheimer's Society, 

2020; Cridland et al., 2016). Two selected participants with dementia will participate in a 

pilot run of the interview to check for the interview questions and process 

comprehensibility. Lastly, it is suggested that interviewers understand the progression of 

dementia and know of supportive communication strategies (Cridland et al., 2016). For 

example, interviewers must allow space for larger amounts of time, must be able to 

rephrase questions if the person looks confused, and must be aware of participants' 

body language throughout the interview to note when the person may need to take a 

break and practice ongoing consent (Harman & Clare, 2006; Quinn, 2017). Therefore, 

research assistants must have the appropriate personality characteristics and be 

required to refer to journal articles and other resources before interviewing to ensure 

sensitivity to interview pace and characteristics of dementia (Brinkmann, 2007).   

Focus Groups Staff in Care Homes 

One focus group session will be conducted per LTC study site, with 5-6 care staff 

in each session. As indicated earlier, the number of LTC sites will depend on the 

presence of resident spouses with dementia in the two health regions. The project 

coordinator and research assistants will facilitate the focus group sessions. They will act 

as moderators and notetakers for participant answers, discussion content, as well as 

observers of "non-verbal interactions and the impact of the group dynamics" (Nyumba et 

al., 2018, p. 23). Focus group sessions will be completed at either the LTC home's (one 

session per site) in consideration of convenience or at a nearby community settings. The 

physical setting arrangement of the sessions will include having the participants sit 

around a table for approximately 45-60 minutes, depending on participant engagement 

(Liamputtong, 2015). Participants will also be given name tags to write only their first 

names to protect privacy (Stewart et al., 2007). Having participant nametags is hoped to 

help encourage rapport between participants and the research team and aid in 

facilitating discussion (e.g., directing questions) and notetaking/observations (Stewart et 

al., 2007). Each participant will be given $25 as an honorarium for their participation. 
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Light refreshments will also be provided during each session. An interview guide for the 

sessions have been developed and can be found in Appendix D.  

The emergent themes from resident interviews will inform the covered topics, and 

therefore the interview guide will be adjusted accordingly. The interview guide consists 

of six open-ended questions that will cover the care practices, policies, staff perspectives 

about the impacts of separation on persons with dementia, and environmental features 

of LTC settings that challenge couples’ abilities to maintain their relationship. Also, 

noting the unique circumstances of resident couples and the potential differences 

between care homes policies and procedures, moderators will encourage participants to 

share their personal stories regarding their experiences and care practices with resident 

couples (Stewart et al., 2007). Lastly, each focus group session will be recorded via 

audio/tape recorder to complement the notetaking and participant observations (Stewart 

et al., 2007).  

Data Analysis  

Data analysis for this study will be comprised of four stages. The first stage will 

involve the analysis of resident couple interviews of both spouses separately. This 

analysis will gain insight into each individual's mental and physical health effects due to 

separation. The second stage will examine both spouses' interviews simultaneously to 

understand how separation in LTC impacts the marital relationship and the challenges 

that the couple faces in maintaining their sense of couplehood. The third stage will 

evaluate the data collected from the focus group sessions with care staff to address 

LTC's socio-physical environmental influences on couples' opportunities to maintain their 

relationship and gain insight into participants' understanding of couples' needs within 

LTC. Finally, the fourth stage will entail considering the first three stages to gain a 

comprehensive understanding of the effects of separation on both spouses. Within the 

context of data triangulation, transcripts from resident couple interviews and care staff 

focus groups will be compared and analyzed for convergent, complementary, and 

divergent findings (Lambert & Loiselle, 2008).  

Interviews will be transcribed, coded, and analyzed using Nvivo statistical 

software (version 12.6.0) and the Nvivo transcription service.  Braun and Clarke's (2006) 

six-step thematic analysis framework will be utilized to inform the analysis process 

(Braun & Clarke, 2006). The six stages are as follows: (1) Becoming familiar with the 
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data (2) Generating initial codes (3) Searching for themes (4) Review themes (5) 

Defining and naming themes (6) and Producing the report (Braun & Clarke, 2006). The 

use of this framework enables an in-depth comparison of data across interview and 

focus group participants (Braun & Clarke, 2006). The research team will code transcripts 

separately in relation to the research questions and compare, discuss, and modify these 

initial codes if needed before moving to the next phase of searching for themes. Within 

the analysis of interviews with persons living with dementia and focus group sessions, 

transcripts will be supplemented with observational data taken from video recorded 

interviews and notes during the focus groups sessions (Stewart et al., 2007). Thus, 

capturing non-verbal cues (e.g., gestures, facial expressions, and tone) not expressed in 

the transcripts (Stewart et al., 2007). Notably, throughout each stage, the research team 

will participate in memo-writing to practice reflexivity, enhance understanding and 

interpretations, promote discussion, and demonstrate transparency and rigour (Corbin & 

Strauss, 1990).   

Knowledge Translation 

The CIHR defines knowledge translation (KT) as “a dynamic and iterative 

process that includes synthesis, dissemination, exchange and ethically-sound 

application of knowledge to improve the health of Canadians, provide more effective 

health services and products and strengthen the health care system” (Canadian Insitute 

of Health Research (CIHR), 2016, para. 4). The proposed study will adopt the CIHR end-

of-grant knowledge translation (KT) approach, which involves creating and implementing 

a plan to disseminate research findings to knowledge users based on the completed 

project (CIHR, 2016). This research will help to improve current policies and establish 

supportive interventions and care practices that promote the continuity of spousal 

relationships in long-term care settings. Education and collaboration with care staff 

within LTC settings, health authorities, academics and researchers, and with resident 

couples and their families will ensure that findings are effectively distributed and 

integrated into practice.  

Knowledge translation of study findings will be threefold. First, this project's 

primary goal is to increase awareness amongst professionals working within the LTC 

sector about the lived experiences of couples involuntarily separated in LTC settings and 

its impacts on their health and quality of life (e.g., nurses, personal support workers, 
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executive directors, directors of care, health authorities, advocates, and policymakers). 

Specifically, increasing professionals' understanding of couples' unique experiences and 

situations in LTC settings and be better prepared to empathize and provide support 

through individualized approaches and care plans that serve each spouse independently 

and couples as a unit (e.g., that keep couples together, facilitate interactions, and enable 

the continuation of shared routines, such as having meals together and residing in the 

same room). With this intention, presentations of findings will be delivered to the LTC 

homes and AL facilities whose residents and care staff participated in the study. Ideally, 

these participating homes will utilize the presented findings and translate them into 

interventions and practices, leading to future partnerships in research and pilot projects. 

Additionally, presentations and the distribution of plain language summary reports will 

include organizations and initiatives in Metro Vancouver and B.C., such as the 

Interdisciplinary Long Term Care Team at VCH, BC Care Providers, and the Alzheimer’s 

Society of B.C. which can aid in the dissemination of knowledge and act as partners in 

advocacy and education.  

Secondly, workshops that present key findings and are engaging to care staff in 

LTC settings, mainly nurses (RN’s and LPN’s), personal support workers, executive 

directors, and directors of care, can be offered in partnership with the organizations 

mentioned above and their existing person-centred care practice initiatives/education. 

Partnering with these organizations will enable access to the largest number of LTC 

settings and care staff in Metro Vancouver, bring a better understanding of care staff 

schedules/time, and abilities to arrange for these workshops to include pay for attendees 

(e.g., having attendees have 1-day paid for attending). The workshops will include the 

presentation and discussion of findings and how they can be applied in care practices 

and on-going conversations, the development of supportive initiatives, and policy. 

Workshop participants will be given plain-language summary information packages in 

which they can use to inform their individual practice.  

Finally, research findings will be published in academic journals and reports in 

order to disseminate results and facilitate knowledge translation among researchers, 

academics, health care professionals and other key stakeholders. Additionally, members 

of the research team will present findings at annual gerontology, nursing, and other 

relevant conferences such as the Canadian Association of Gerontology Conference 

(CAG), the Nursing and Healthcare Conference, the Canadian Gerontological Nursing 
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Association annual conference (CGNA), and the annual BC Care Providers Conference. 

A project budget, found in Appendix I. explains the expenses of this project in detail and 

how funding will be allocated for knowledge translation. 

Expertise, Experience, and Resources  

This section will not be included as part of the Capstone project requirements but 

will be completed in an authentic CIHR grant proposal.  

5.4. Summary of Progress  

To summarize, my preliminary research and scoping review revealed the 

following themes: Impact of Physical Separation on Relationship and Health/Well-being, 

Significance and Meaning of Visiting, Social Atmosphere and Relationships, and 

Physical Environment. Key findings emphasize the importance of older couples' desires 

to continue their relationship in LTC, validating previous research demonstrating the 

importance of couples' abilities to maintain their sense of couplehood as an essential 

aspect of couples' health and quality of life when one spouse has dementia (e.g., 

Førsund & Ytrehus, 2018: Hemingway et al., 2016; Hennings et al., 2013). The 

discovered themes revealed the complex and overwhelming emotional experience 

connected with involuntary separation and perceptiveness into the culture of care that 

impacts couples' abilities to sustain their relationship post-relocation.  

It was found that spousal carers' health was negatively impacted by their 

separation, which is intensified by their spouses' progressive deterioration of cognitive 

abilities (e.g., depression, grief, stress, and anxiety) (Hemingway et al., 2016; Mullin et 

al., 2013). Comparatively, one study noted that persons living with dementia experience 

a significant loss of identity as the disease progresses and the changes in their 

relationship with their spouse (Miskovski, 2017). It was revealed that the dynamics of 

their relationship change when their spouse transitions into a caregiving role; for 

example, persons with dementia can feel like a burden to their spouse and expressed 

that their spouse will talk down to them. Regularly visiting, in turn, provided opportunities 

to check on their partners' care and advocate for changes, sometimes creating 

challenging relationships with care staff (Sandberg et al., 2001; Miller, 2019; Braithwaite, 

2002). The physical environment was further illustrated to impact spousal caregivers' 

opportunities to interact with their partners. Issues such as lack of privacy, institutional 
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design/practices such as roommates and care staff interruptions were found to challenge 

couples' abilities to create a place of meaning and interact (Førsund & Ytrehus, 2018; 

Heliker & Scholler-Jaquish, 2006). The identified obstacles faced by visiting spousal 

caregivers in maintaining their sense of couplehood and the implications of involuntary 

separation provide a valuable glimpse into the unique experiences of married couples in 

LTC settings. 

The results of the review highlight several important research directions. First, 

the literature failed to address the current issue of involuntary separation of married 

couples in LTC when one spouse has dementia and requires more complex care, and 

how this affects couples' ability to maintain their relationship. Second, many studies 

focused exclusively on the perspectives of spousal caregivers rather than exploring the 

experiences of both (i.e., the caregiving spouse and the spouse with dementia). Omitting 

people living with dementia negates the perspectives and opinions of a significant 

percentage of the population in LTC and the relevance and value of spousal 

relationships in the lives of many persons living with dementia. Given that little is known 

about the experiences of both spouses', inquiry into the lived experiences and 

perceptions of persons with dementia will further help to develop our conceptual 

understanding of couplehood in LTC settings and provide valuable insight into the 

impacts of separation and loss of relationship quality on a couple as a unit. Third, the 

literature demonstrated that care staff often do not understand the role of spousal 

relationships and couplehood. There is a paucity of literature that showcases the 

viewpoints of care staff in terms of their understandings of the significance of 

couplehood and the potential barriers they may face (e.g., policy, education, time 

constraints) in their abilities to provide space for the continuity of spousal relationships 

within the LTC environment. Additionally, there is a scarcity of research that examines 

how the physical design and structure of LTC settings inhibit couples' opportunities to 

interact meaningfully.  

Building upon the scoping review, the proposed study aims to address the 

current gaps in research by examining the institutional practice in B.C. of separating 

married couples in LTC settings when one spouse lives with dementia and requires 

different care and support. In specific, a) couples' abilities and challenges to maintain the 

quality of their relationship when separated by the policies and practices of LTC, and b) 

how separation and potential loss of couplehood influence both spouses' overall health 
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and well-being. The study will also explore how the LTC's socio-physical environment, 

such as staff attitudes and environmental features, affects couples' opportunities and 

abilities to meaningfully interact with one another. Accordingly, interviews will be 

conducted with both spouses, including those with dementia. Conducting interviews with 

both spouses is deemed an appropriate and valuable method to comprehensively 

understand the phenomena of couplehood in the LTC settings and the challenges 

couples may face in preserving their desired relationship quality post-relocation. 

Moreover, investigating the experiences of persons with dementia will provide useful 

information for improving person-centred practices and education. In addition, interview 

data will be supplemented with the perspectives of LTC home care staff through focus 

groups. Focus groups with care staff will provide a more holistic understanding of LTC 

settings' socio-physical environment and the culture of care that impacts older couples' 

abilities to maintain desired aspects of their relationship post-relocation. Furthermore, 

offering vital insight into how or if LTC settings have been transformed (e.g., care 

practices and physical design) to accommodate married couples under B.C.'s new policy 

guideline.  

Lastly, the current COVID-19 pandemic presents significant challenges in 

completing field research in LTC homes. If the proposed study is completed during the 

pandemic, COVID-19 policies and protocols will be withheld in consideration of the 

safety and health of the residents, care staff, and the research team. The research team 

will not physically travel to and between different LTC settings to minimize the risk of 

exposer and spread. Resident couple interviews will be held over the phone or in the 

form of an available video calling service (e.g., Skype or Facetime). Interviews will 

further be held within their respective rooms to ensure privacy and warrant social 

distancing. Care staff focus groups will be held over zoom at their convince. This project 

will be completed over the course of three years. A detailed project timeline can be 

found in Appendix H. Three years is deemed a sufficient amount of time to contact LTC 

homes, recruit residents couples and care staff, gather and analyze data, develop a 

write up, and disseminate findings. A detailed outline of budget can be found in 

Appendix I. The budget demonstrates allocated funding to the research team (one 

project coordinator and two research assistants), travel for data collection (e.g., gas or 

bus pass), and knowledge translation initiatives (e.g., workshops, presentations, and 

conference attendance). 
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5.5. CIHR Completed Summary  

Although currently a minority in long-term care (LTC) settings, researchers 

predict an increase in the commonality of married couples relocating to LTC together 

due to increased longevity and the likelihood of age-related health declines and disability 

(Milan et al., 2014; Gladstone, 1992). Research reveals that couple’s collective 

relocation to LTC is fueled by their strong aspirations and marital commitments to stay 

together (Kemp, 2008, 2012). However, institutional practices in British Columbia (B.C.) 

invoke the separation of married couples in LTC settings, such as having one spouse 

reside in assisted living (AL) or independent living (IL), and the other with more complex 

care needs (such as persons with dementia) reside in LTC. The purpose of this study is 

to examine couples' abilities and challenges in maintaining the quality of their 

relationship when separated in LTC settings as a result of one spouse living with 

dementia. In addition, investigating how the separation of couples influences both 

spouses' overall health and well-being and how the socio-physical environment of LTC 

settings influences couples’ abilities to maintain their sense of couplehood.  

Couplehood has emerged as an important concept in dementia literature (Evans 

& Lee, 2014). Defined as "the relationship between two committed individuals, 

characterized by a sense of…shared identity, a sense of purpose, and commitment", it 

has been found that despite the multitude of emotional losses associated with dementia, 

that spouses can maintain the quality of their relationship and a strong sense of 

commitment to their partner (Kaplan, 2001; McGovern, 2012, p. 5; Hellstrom et al., 2005, 

2007). The continuity of marital relationships when both spouses reside in LTC settings 

has yet to be focused on in research. Although there is considerable literature that 

explores the impacts of separation and the socio-physical environment of LTC on visiting 

spouses' (still community-dwelling) abilities to maintain their sense of couplehood, the 

examination of couples' challenges when both spouses reside in an LTC setting is non-

existent.  Additionally, there is a current lack of research that addresses the perceptions 

of both spouses (i.e., the caregiving spouse and the spouse with dementia), thus, 

disregarding both spouse's experiences. This is imperative when focusing on research 

that is exploring the relationships of couples itself. This omission presents a significant 

knowledge gap. It neglects a core characteristic of person-centred/person-directed care 



100 

practices, maintaining familial bonds and including family in care (Alzheimer’s Society of 

British Columbia, 2011).  

The proposed study adopts a qualitative research design with two components. 

The first consists of face-to-face semi-structured interviews with 10-15 couples at 4-6 

LTC or Assisted/Independent Living facilities (one spouse may live in either) in Metro 

Vancouver, B.C. Recognizing the paucity of research that examines the impacts of 

spousal separation on persons with dementia and their subjective experiences, 

interviews will be completed with both spouses, including those with dementia. This will 

result in a total number of 20-30 interviews. Interviews will gain insight into the lived 

experiences of older couples separated in LTC settings and how their separation has 

impacted their relationship and each spouse's health and well-being. The second 

involves conducting focus groups with care staff, specifically nurses and personal 

support workers at the 4-6 LTC or Assisted/Independent Living facilities who have 

married couples as residents. Each focus group will consist of 5-10 care staff. 

Supplementing interview data with care staff focus groups will achieve a deeper 

understanding of the socio-physio environmental features (e.g., layout, the culture of 

care/intuitional protocols and practices, and staff understanding) that challenge couples' 

abilities to maintain their relationship. Both resident couples and care staff participants 

will be recruited with aid from contacted LTC home executive directors. After consenting 

for their home's participation, executive directors will identify and contact care home staff 

who will aid in selecting resident couples as well as recruit interested care staff. The 

identified care staff will also act as a liaison between the research team and participating 

couples. The participating homes will also serve as important collaborators for 

knowledge translation, aiding in disseminating findings and ideally piloting recommended 

supportive interventions and practices.  

This research will be valuable because it will critically evaluate the procedures 

and culture of care that impact a couple's abilities to maintain their relationship. In 

particular, the funded research will be highly instrumental in the refinement of existing 

policies and the development of innovative initiatives that will support a couple's 

emotional needs and improve and/or sustain their overall health and quality of life in LTC 

settings. 
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Appendix A. 
 
Scoping Review Article Chart  

Author(s), 
Year, and 
Location 

Keywords Focus of Study Methodology Key Findings 

Braithwaite, 
D. (2002).  
USA  

N/A Study focused on 
two goals, the first, 
was to examine the 
impact of role shifts 
for caregiving 
wives whose 
husbands 
relocated to a 
nursing home. The 
second, was to 
explore how 
caregiving wives 
see their identity as 
an individual as 
well as in their 
relationship in a 
nursing home.  

Qualitative, in-depth 
interviews. Sample of 
21 wives of husbands 
in nursing homes.   

Key findings highlighted that a wife’s role changes 
were significant when their partner relocated to LTC. 
For example, wives took on the more gendered roles 
associated with their husbands such as finances and 
physical maintenance of their homes. Also, it was 
found that the emotional losses associated with 
anticipatory grief and the feelings of being single 
and/or already widowed, however, still married 
“married widows”. The need to take on new roles, 
often socially isolated the wives. It’s important to 
note, that not all wives experienced the same role 
changes and the emotions attached, and therefore, a 
key finding is that there should be cautions “against 
seeing all spouses as alike and highlights that 
individuals may have different needs regarding their 
own role in the care of their spouse” (p. 177).  

Chapman, 
N & 
Carder., 
(2003).  
USA 

Alzheimer's, 
family, long-
term care, 
privacy, visit 

The study explored 
the impacts of the 
physical and social 
environment on 
family members' 
visits with a loved 
one with dementia 
in long-term care. 

Qualitative research 
methods. Focus 
groups with eight 
family caregivers to 
persons living with 
dementia living in 
LTC. Interviews were 
conducted with 22 

Findings suggested that privacy needs varied and are 
circumstantial, which change along with the 
progression of dementia. Furthermore, within LTC 
settings, it was found that private bedrooms afforded 
a stable place for private interactions. However, as 
their loved one's dementia progressed, semi-private 
places became preferred as they offered more social 
interaction and the availability of care staff. Family 
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Keywords Focus of Study Methodology Key Findings 

In particular, the 
study focused on 
the challenge of 
privacy. 

family members and 
26 care staff at 15 
LTC homes. 

members need to redefine their sense of privacy 
within LTC as they adapt to the changes in their loved 
one's cognition. Principal challenges to privacy 
included invasions of personal space by other 
residents and staff. 

Cruz., E. 
(2006).  
USA 

Sense of 
place, 
assisted 
living, 
occupational 
form 

The purpose was 
to investigate 
residents in AL and 
their family 
caregivers 
phenomenological 
experience a sense 
of place. 

Qualitative research 
design. Utilized 
ethnographic 
observations in AL of 
residents and their 
family caregivers and 
semi-structured 
interviews with family 
caregivers and care 
staff. Focus groups 
were also performed 
(one with family 
caregivers and one 
with staff) as a means 
of member checking. 

Findings indicated the principal characteristics of AL 
that impact residents and their family caregivers' 
experience of place. The socio-cultural norms and 
physical environment, such as the design/layout of 
the facility, were highlighted. The facility's cultural 
norms had expectations that sometimes clashed with 
declining health (e.g., social expectations of wearing 
street clothes). These cultural norms influenced 
family caregivers' visits in which they would aid in 
helping their family member 'fit in,' such as making 
sure they were wearing appropriate clothes. 
Roommates were discussed as an issue concerning 
privacy and the ability to personalize private 
bedrooms. The physical environment, such as floor 
plan, and distance between key areas, was revealed 
to have both positive and negative implications. For 
example, some residents and family members liked 
the longer length because it afforded privacy, yet 
others with mobility issues found the distance a 
challenge. Lastly, it was found that the development 
of a sense of community at this facility between 
residents, their family caregivers, and staff 
strengthened the development of a sense of place. 

Førsund, et 
al., (2015).  
Norway 

Couplehood, 
Dementia, 
Grounded 

Aimed to examine 
spouses’ 
experiences of 

Qualitative research 
design.  

Key findings revealed that visiting/caregiving 
spouses’ feelings of losing couplehood was directly 
connected with physical separation, and in turn 
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theory, 
Interviewing, 
Nursing 
home, 
Spouses 

couplehood when 
one partner has 
dementia and lives 
in LTC.   

Constructivist 
grounded theory 
approach. 
Conversational 
interviews. Sample of 
10 spouses. 

anticipatory grief and feelings of being alone. 
Furthermore, connected with feelings of loss over 
their relationship (e.g., shared experiences and a 
future together). However, it was found that despite 
such grievances that many were able to maintain 
positive relationship quality with “short glimpses of 
connectedness, reciprocity and interdependence 
contributed to a feeling of couplehood, although these 
were only momentary” (121). 

Førsund et 
al., (2016).  
Norway  

Dementia, 
family 
caregiving, 
grounded 
theory, 
institutional 
care, older 
people, 
qualitative 
research, 
spousal 
relationships 

The study aimed to 
investigate and 
describe couples' 
relationships when 
one spouse has 
dementia and lives 
in institutional care. 

Qualitative research 
design. Utilized 
constructivist 
grounded theory. 
Interviews were 
conducted with 15 
spousal caregivers 
(eight women and 
seven men) whose 
spouse lives with 
dementia and resides 
in institutional care. 
Participants after six 
interviews were 
recruited through 
theoretical sampling.  

Findings demonstrated the various ways in which 
visiting spouses preserved their relationship. Three 
categories were revealed, the first involved regularly 
visiting their partner. Regular visits were shown to aid 
in visiting spouses' feelings of loneliness and 
fulfillment of their marital vows. The second showed 
that visiting spouses scheduled their visits when their 
partners were perhaps more alert to have a more 
meaningful visit. The last category demonstrated the 
challenges in interacting with a partner with 
progressing dementia. When a spouse's dementia 
progressed to a certain stage, it was discovered that 
most spouses would reduce the number of times they 
visited. 

Førsund, L., 
(2017).  
Norway   

N/A The purpose of this 
thesis was to 
explore the 
significance of 
spousal 
relationships when 

Thesis. Qualitative 
research design.  
Constructivist 
grounded theory 
approach. Seven men 
and eight women, 

Findings demonstrated that the spouse's experiences 
were dominated by the dynamic experience of losing 
couplehood following the relocation of their partner. 
These experiences were connected to the physical 
separation from their partner, the sense of being 
alone and the loss of a shared past, and the inability 
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one spouse has 
dementia and lives 
in LTC. The study 
further aimed to 
explore the 
influence of the 
physical and social 
environments on 
couples’ abilities to 
maintain their 
relationship.  

from LTC homes in 
five different regions 
in Norway. Interviews 
and ethnographic 
observations.  

to share a mutual future. Despite these experiences, 
being involved and experiencing continuity in the 
relationship still seemed important. To maintain 
continuity in their spousal relationship, the spouses 
constructed togetherness by facilitating situations in 
which they could connect with their partners. To 
facilitate these situations, visiting routines adapted to 
the progression of their partner's dementia. 
Opportunities for private interactions in individual 
rooms and proximity to care staff were highlighted as 
important environmental factors for maintaining their 
relationship. 

Førsund, L., 
& Ytrehus, 
S., (2018).  
Norway 

Qualitative 
research, 
Spouses, 
Dementia, 
Relationship, 
Long-term 
care 

Aimed to explore 
the ways in 
which the physical 
and social 
environments of 
LTC influence 
caregiving 
spouses’ 
opportunities to 
sustain their 
relationship with 
their partner who 
has dementia.   
 

Qualitative research 
design. Sample size 
of 15 spouses whose 
partners have 
dementia and live in 
LTC. Observations of 
physical environments 
and participant 
observations were 
conducted.   

Findings indicated that the LTC environment could 
hinder couples’ opportunities for private/intimate 
interactions that would aid in the sustainment of their 
relationship. A key finding was that residents’ private 
rooms held significance for both the visiting spouse 
and the resident. Private rooms allowed for spouses 
to exercise ‘place making’ and provided a place to 
connect privately. Couples ‘place making’ included 
having a space to display personal belonging and 
showcase shared experiences to create a home-like 
atmosphere. Common areas proved both valuable 
and problematic. Although visiting spouses liked to 
use common areas to interact with their spouse and 
provided peace of mind being close to care staff, 
aspects such as close quarters, activities, and limited 
seating often resulted in interruptions by other 
residents or staff. 



117 

Author(s), 
Year, and 
Location 

Keywords Focus of Study Methodology Key Findings 

Gladstone, 
J. (1995a).  
Canada.   

Elderly 
married 
couples; 
institutional 
relocation; 
long-term 
care 

Focused on the 
emotions 
connected with 
spouses, both 
institutionalized 
and community-
dwelling feelings 
towards having 
their partner in 
LTC.    

Qualitative research 
design.   
Interviews of 161 
married persons who 
is living with their 
spouse in LTC or has 
a spouse in LTC.  

Findings indicate that married people feel more 
positively about relocation to LTC. For example, 
many couples were able to see the aid in their new 
living arrangements, such as caregiving spouses 
feeling relief in gaining help in seeing their spouses 
getting better care. Also, institutionalized spouses 
also reflected on the ability to have more 
socialization. Positive feeling themes included benefit 
to self, benefits to spouse, reappraisal of self as 
caregiver, and appraisal of institutionalization. 
Negative feeling themes included concern about 
institutionalized partner's care, tension with staff, 
stress associated with visiting, loss of purpose, 
loneliness, privacy, and the marital relationship.  

Gladstone, 
J. (1995b).  
Canada.   

Relocation; 
Continuity 
theory; Social 
support 

Study aimed to 
gain insight into 
how married 
individuals who 
reside in LTC or 
have a spouse in 
LTC view their 
marital relationship 
post relocation.  

Qualitative research 
design.  
Sample included 161 
interviews.  Data was 
separated into two 
groups, non-
institutionalized 
spouses, and 
institutionalized 
spouses.  

Findings suggest four themes for non-institutionalized 
spouses, “marriage as a memory”, the “illusory 
marriage”, the “changed marriage”, and the 
“unchanged or continuing marriage”. For non-
institutionalized spouses, many voiced the changes in 
their marital relationship since LTC relocation, often 
referring to losses such companionship, changes in 
marital roles, and the many losses associated with a 
spouse’s cognitive impairment. For institutionalized 
spouses’ themes included, the “happy marriage”, 
“detached marriage”, and the “altered relationship”. 
Institutionalized spouses referred to the changes in 
their relationship because of new living arrangements 
(being separated). Furthermore, within the institution 
the issues of dependence and independence were 
highlighted.   
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Glasier, W. 
(2016).  
Canada 

Grounded 
theory; 
medical 
separation; 
involuntary 
separation; 
qualitative; 
basic social 
process; 
older adults; 
connecting 

To identify and 
examine the social 
process of medical 
involuntary 
separation 
between spousal 
caregivers and 
their partners when 
one spouse moves 
into LTC.   

Thesis. Qualitative 
research design. 
Interviews, focus 
groups with 17 
spouse-caregivers (12 
women and five men), 
with an average of 20 
months of involuntary 
separation.  
 

The findings of this study were categorized into three 
phases, (1) Initial news and coping, which involves 
feeling rushed into moving, grief, loss, guilt, and 
failure. (2) Adjusting to a new situation, which was 
described as needing to develop new routines, 
adjusting to the physical and social environment of 
care, still feeling an overwhelming emotional loss and 
toll, which the empathy and support of others can 
influence. (3) Moving forward, characterized as 
accepting their new reality, continued relationship 
with one's spouse, and continuing with their lives. 
These stages were shown to be overlapping and 
flexible, implying that the progression from one to the 
next was unavoidable but might occur at different 
times. 

Glasier, W., 
& Arbeau., 
K. (2019). 
Canada    

Involuntary 
separation, 
Giorgi, 
Caregivers, 
Lived 
experience 

To explore the 
lived experiences 
of involuntary 
separation from the 
perspectives of 
spousal caregivers 
who placed their 
partner in LTC. 
Focusing on how 
the separation 
influenced spousal 
caregivers' health 
and well-being.   

Qualitative research 
design, applying a 
psychological-
phenomenological 
analysis to participant 
narratives. Interviews 
were conducted with 
ten spousal 
caregivers who were 
separated from their 
spouse for up to 4 
years. 

Key findings discovered four descriptive themes, "(1) 
the emotional upheaval that characterized the 
experience, (2) connections to social and emotional 
support, (3) level of access and involvement with the 
spouse, (4) and carrying on after the shift from the 
spouse-caregiver role to being involuntarily 
separated" (p. 467). The themes illustrated the 
overwhelming emotional experience of separation 
and the beneficial need for the opportunity to 
continue their relationship with their spouse. 
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Hemingway 
et al, 
(2016). 
Canada 

Alzheimer’s 
disease, 
dementia, 
care facility, 
spousal 
caregiving, 
caregiver 
burden 

Focused on 
gaining a deeper 
understanding of 
the experiences of 
caregiving spouses 
of a person living 
with dementia who 
resides in LTC.  

Qualitative 
longitudinal 
exploratory study. 
Included interviews 
with spousal 
caregivers and focus 
groups with care 
home staff over a two-
year period. Sample 
included 28 spousal 
caregivers and staff 
members from four 
different LTC homes 
across B.C. 

One main theme “together but apart” along with four 
subthemes,  “wedding vows”,  “continued 
caregiving”,  “separate lives” and  “disease 
progression” were found. The main theme, together 
but apart, represents the obstacles of 
institutionalization for marital relationships. A key 
finding is that with separation due to 
institutionalization, caregiving spouses feel isolated 
not only from physical separation but also from the 
loss of shared experiences, identity, and spaces. 
Furthermore, that with the progression of the disease, 
spouses feel uncertainty and fear over the future and 
their spouses’ fate. Ultimately, LTC homes provide 
spaces for caregiving spouses to feel vulnerable with 
a lack of recognition and support for their marital 
relationship. 

Hennings at 
al., (2013).  
England  

Caregiver, 
spouses, 
nursing 
homes, 
dementia, 
qualitative 
research, 
palliative 
care 

This study aimed to 
learn more about 
the caregiving 
experiences of 
spousal caregivers 
of persons with 
dementia who live 
in LTC homes.   

Qualitative research 
design applying 
longitudinal narrative 
inquiry. Twenty-seven 
interviews and seven 
diaries from ten 
spouse caregivers of 
persons with 
dementia were 
conducted and 
collected (7 women 
and three men).   

This study revealed two groups that were highlighted 
in the key stories from participants, caregiving, and 
status. Within the caregiving group, it was revealed 
that many spouses struggled with the balance 
between visiting and continued caregiving and their 
own health and well-being. The second status further 
refers to the complex status of identity spousal 
caregivers feel, as they are no longer physically with 
their spouse, are still married, perform certain 
caregiving duties, and define these roles to their 
friends and family. 
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Hennings, 
J., & 
Froggatt, K. 
(2019).  
England 

Dementia 
caregiving, 
end of life, 
nursing 
homes, 
review, 
spouses 

Aimed to examine 
the current 
literature 
surrounding the 
experiences of 
family caregivers 
who have placed 
their partner in 
LTC, with a 
particular focus on 
spouses.  

Narrative literature 
review. Review of 12 
articles. 
 

Findings identified four themes (1) Changing 
relationships (2) the need for companionship (3) 
adjusting to new roles and relationships (4) 
anticipating death/looking towards the future. For 
spouses, the two themes of (1) changing identity- 
feelings married, being married and (2) alone but..., 
which reflected spouses’ feelings of changing identity 
in their partner's dementia and separation when 
placed in care. The review demonstrated that spousal 
caregiving relationships could have distinct 
differences from other family caregiving relationships. 
Furthermore, although many changes can be 
negative, being in a caregiving relationship can have 
positivity as many expressed feeling closer to their 
spouse. On the other hand, tensions between care 
staff and spousal caregivers can arise when spouse’s 
surveillance and intervene in care.   

Høgsnes et 
al., (2013).  
Sweden  

Dementia; 
existential, 
nursing 
homes, 
spouses 

To investigate and 
characterize the 
existential living 
situations of 
spouses of persons 
with dementia 
before and after 
placing their 
partner in LTC. 

Qualitative research 
design. Interviews 
with 11 spouses of 
persons with 
dementia. Interpretive 
content analysis. 

Results indicated that before LTC placement, spousal 
caregivers exhibited feelings of guilt and social 
isolation. However, after placing their loved ones in 
care, spousal caregivers struggled with feelings of 
grief, guilt, and relief. Furthermore, their separation 
fueled feelings of loneliness over the loss of their 
relationship.   
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Hunt, B.  
(2015).  
USA 

Long term 
care; 
Separation; 
Spousal 
caregiving; 
Emotional 
impact 

Focused on 
exploring the 
impacts of placing 
a spouse in LTC, 
and how the 
separation 
emotionally effects 
spousal caregivers.  

Thesis. Qualitative 
research design. 
Sample of 11 
community dwelling 
spouses whose 
partner resides in 
LTC. Couples needed 
to be married at least 
30 years to qualify. 

Five themes were discovered,  “Reduction of 
Friends”, “Ease or Difficulty with Change”, 
“Companionship”, “Vows are forever and Why”? It 
was evident from the findings that each of the 
community dwelling spouses were committed to 
maintain their relationship with their spouse, often 
visiting twice daily and remaining with their spouse for 
hours. Furthermore, that male caregiving spouses 
struggled more with anxiety and loss then their 
female counterparts were heightened with their 
assumption of new roles such as home making 
duties. Loss of companionship proved to be a 
significant emotional loss for caregiving spouses, 
these feelings were heightened with the emotions of 
isolation due to caregiving and loss of friends. 

Kaplan, L. 
(2001). 
USA 

Community-
dwelling 
spouses; 
Couplehood; 
Institutionaliz
ation; 
typology; 
We-I 

Aimed to discover 
the level 
caregiving/ 
community 
dwelling spouses 
identify with 
marriage when one 
spouse resides in 
LTC.  

Qualitative research 
design.  
Symbolic 
interactionism.  
In-depth interviews. 
Sample of 71 
caregiving/community 
dwelling spouses of 
persons living with 
dementia.   

Five typologies’ groups were found that represented 
strong feelings of “we” to feelings of “I”. (a) “Till death 
do us part”, (b) “We, but…”, (c) “Husbandless wives 
and wifeless husbands”, (d) “Becoming an I”, and (e) 
“Unmarried marrieds”.  The five typologies 
demonstrate the subjectivity surrounding having a 
spouse with dementia and gives influential insight into 
the marital relationship. The author notes that 
couple’s relationship prior to dementia diagnosis 
influences couplehood.  

Kemp, C., 
(2008). 
USA  

Assisted 
living; Health 
transitions; 
Later-life 
couples; 
Relocation 

Focused on the 
reasons for 
couple’s collective 
relocation and their 
experiences in AL. 

Qualitative research 
design.  
Interviews with 20 
married couples living 
together in AL.    

Notes that couples' ways to and experiences in AL 
are circumstantial/variable. It was found that couples' 
collective relocation was either based on 
synchronous (both spouses had health declines at 
similar rates) or asynchronous health status (one 
spouse had more progressive health declines than 
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the other). More couples experienced asynchronous 
health declines, and thus, relocation was based on 
the couple's desires to remain together, and that the 
caregiving spouse moved into AL for the sake of their 
spouse. Furthermore, that marital commitments and 
the love for each other are at the foreground of the 
couple's aspirations to be together, and that was a 
predictor of subjective well-being in both partners. 
Lastly, a spouse's presence in AL can impact each 
spouse's social integration and interactions with 
others. 

Kemp, C., 
Ball., M., & 
Perkins., M, 
(2016).  
USA  

Couples, 
Long-term 
care, Intimate 
relationships, 
Social 
relationships, 
Assisted 
living 
facilities, 
Qualitative 
analysis: 
Grounded 
Theory 

To gain an 
understanding how 
the marital 
relationship 
impacts social 
relationships in AL 
and create an 
explanatory theory. 

Qualitative research 
design.  
Grounded 
theory. Participant 
observation and 
interviews. Sample 
size of 29 couples, 26 
married and 3 
unmarried.   
 

Findings of this study suggest that within AL couples' 
social interactions with each other and others varied 
depending on the spouse's previous relationship 
quality and health status (e.g., presence of 
dementia). Strengths and burdens of late life 
couplehood were also revealed, specifically within the 
central theme of "reconciling individual and shared 
situations across time," which highlights the 
interconnection of couples' lives within "interpersonal 
and micro-level processes" (p. 854). Some couples 
experienced jealousy and marital infidelity due to the 
social environment, which resulted in the possibility of 
other partners. Study shows that supporting couples 
needs in AL need to focus on both individuals and 
shared health and emotional needs of couples. 
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Malone 
(2016)  
Canada  

N/A Aimed to explore 
LTC residents’ 
experiences and 
perspectives of 
sexuality and 
intimacy.  

Thesis. Qualitative 
research design. In-
depth interviews with 
10 LTC residents 
(including those with 
dementia) at one LTC 
home.    

Marital relationships and relationships with persons 
with dementia were highlighted. Both individual and 
system-level barriers were explored. Findings 
demonstrated the subjectivity of definitions of 
intimacy and sexuality in later life. Being married was 
found to have permitted more openness of sexual 
expression as some facilities would create private 
space for them to visit with each other. It was also 
more accepted for married couples to share a bed 
together. The presence of dementia was further 
demonstrated to both a barrier and an advantage in 
sexual expression in LTC. Barriers such as facility 
design (e.g., roommates, lack of privacy), the culture 
of care/staff perceptions, care practices, other 
residents/staff values and discrimination towards 
sexuality identity were demonstrated to hinder sexual 
expression.   

Miller, T. 
(2016).  
Canada  

N/A Aimed to 
understand older 
couples experience 
transitioning to 
LTC, when one 
spouse has 
dementia.  
 

Thesis. This 
qualitative research 
designs. Interviews 
with spousal 
caregivers. 
 

Three themes were discovered (1) leading up to 
relocation, (2) managing the relocation (3) adjusting 
to life after relocation. The themes reveal the 
experience of the spousal caregiver as well as 
highlight how these transitions impact the couple as a 
unit. It was found that throughout the progression of 
dementia and transition to LTC, couples attempted to 
normalize and adapt and that although the dynamics 
of their relationship have changed, they experienced 
a sense of couplehood. However, noting that their 
relationship before their partner's dementia is a 
determining factor. Partners' relocation to LTC further 
sparked feelings of guilt and grief for spousal 
caregivers. As a unit, relocation was the most 
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disruptive transition, as many spousal caregivers 
needed to adjust to not being their partner's primary 
caregiver. Visiting was demonstrated to ease the 
transition and emotional consequences and enabled 
them to continue their relationship.    

Miskovski, 
K. (2017). 
Australia  

N/A This paper focused 
on the changes in 
the relationship 
between persons 
living with 
dementia and their 
carer/s. 
Furthermore, this 
paper aimed to 
give voice to 
persons living with 
dementia. 

Discussion paper. 
Qualitative mixed 
method research 
which utilized an 
online survey (193 
responses- 176 carers 
and 17 persons living 
with dementia,) 
telephone interviews, 
and follow-up emails 
with 32 participants. 

Study findings concentrated on four themes, (1) role 
and identity, (2) emotional and physical intimacy, (3) 
grief and loss (4) positive impacts. The first 
demonstrated how dementia could impact both carers 
and persons living with dementia sense of identity. 
For example, persons with dementia experience loss 
of independence and responsibility, and spouses 
caring for their partner may feel more in the role of a 
parent rather than a spouse. Second, loss of 
emotional and physical intimacy was found to 
challenge relationship quality, especially in a facility. 
Within a facility, it was found that staff play an 
influential role in facilitating space for intimacy. Grief 
and loss were underlined concerning the loss of their 
shared life together, and as a result, some develop 
anger and resentment towards the person with 
dementia. Finally, the positive features of their 
relationship and caregiving were highlighted. For 
example, dementia had given some people the 
chance to reconnect with loved ones and form new 
bonds within the dynamics of their caregiving 
relationship. 

Mullin, J., 
Simpson, 
J., & 

Dementia, 
Interpretative 
phenomenolo
gical 

Focused on 
exploring the 
experiences of 
spouses of persons 

Qualitative research 
design.  
Interpretative 
phenomenological 

Four themes were discovered, ‘identity: ‘till death us 
do part’, ‘making sense of change’ 
emphasized, ‘relationship with care provided: visiting 
as surveillance’, and ‘relationship to the future: hope 
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Froggatt, K. 
(2011).  
England 

analysis, 
Long-term 
care, 
Spouses 

with dementia who 
reside in LTC.  

analysis. Semi-
structured interviews. 
Sample included 10 
spouses of people 
with dementia in LTC. 

versus despair’. These themes revealed both positive 
and negative attributes with being a caregiving 
spouse to a person with dementia. Thus, highlighting 
those improvements in dementia care will allow for 
better relationship quality in LTC settings.  

Sandberg, 
J., Lundh, 
U., & Nolan, 
M. (2001).  
Sweden 

Care homes, 
placement, 
spouse's 
experience; 
staff-family 
relationships.   

This study aimed to 
explore the lived 
experiences of 
spouses who 
placed their partner 
in LTC, and the 
process of 
relocating partners 
to LTC.  

Qualitative research 
design.  
Grounded theory.  
Interviews with  
14 spouses (11 wives 
and three husbands).  

Key findings highlight the multiple different reasons 
one might choose to place their spouse in LTC. 
Furthermore, that many spouses attempt to sustain 
the connection with their spouse through various 
‘keeping activities’ (e.g., visitation, partaking in 
activities of the home, etc.). It was also found that in 
attempts to sustain their relationship they wanted to 
‘keep staff sweet’ meaning staying on good terms 
with them before intervening in care. The relationship 
between staff and caregiving spouses was further 
demonstrated to be complex. 

Tilse, C. 
(1994). 
Australia 

N/A Aimed to gain 
insight into 
spouse’s 
experiences of 
placing partners in 
LTC as well as 
examine the 
relationship 
between care staff 
and visiting 
spouses.  
 

Qualitative research 
design.  
Interviews with 
spouses who placed 
their spouse in LTC, 
observations of 
homes programs and 
how visiting spouses 
interacted with their 
partners, and 
interviews with 72 
staff members.  
 

Key findings revealed that for caregiving spouses, 
placing their partner in LTC was accompanied by 
multiple emotional, social, and financial changes 
(E.g., identity, living arrangements, expressions of 
love, and what consists as the ‘duties’ of long-term 
marriage). For visiting spouses, visiting meant a 
connection to their pervious life and identity in 
marriage, as well as served as a way to combat 
loneliness and continue to care for their partners. It 
was also found that, care staff often failed to 
recognize the relationship of marriage for visiting 
spouses and often varied in capacity to include 
spouses in support or care.   
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Tilse, C. 
(1997). 
Australia 

Residential 
care, 
participation, 
visiting, 
spouse 
carers, and 
qualitative 
method 

Aimed to 
investigate the 
experiences of 
spouses who have 
placed their partner 
in LTC, as well as 
the purpose and 
meaning of their 
visits. 

Qualitative research 
design. In-depth 
interviews with 18 
spouses (nine men 
and nine women) who 
had recently placed a 
partner in residential 
care 18 months prior.  
 

Couples in long-term relationships may lose their 
sense of shared identity, according to the findings. As 
a result, a spouse's move to LTC can cause feelings 
of sadness and loss. It was further revealed that 
many spouses were torn between wanting to 
continue providing care with respite. Thus, visiting 
was also demonstrated to be a valuable means to 
continue caregiving and advocate for care quality.  

Tilse, C. 
(1998). 
Australia 

N/A Focuses on the 
experience of 
placing and visiting 
a spouse with 
dementia in LTC. 

Qualitative research 
design. Interviewed 
18 spouses who 
placed their partner in 
LTC. 

Findings revealed that placing a spouse with 
dementia in LTC is a complex experience. The 
behavioural changes of persons living with dementia 
were demonstrated to be the primary motivator for 
LTC placement. Spouses expressed feelings of guilt 
resulting from placing their partner in care since the 
decision could not be made as a unit. The actual 
moving day and realization of their separation was 
further noted as a 'traumatic experience.' Visiting was 
shown to be important for continuity in their 
relationship; however, it was also proved challenging 
because of the deterioration of their partner's 
cognitive abilities. The experience of visiting was 
further shown to be complicated by interactions with 
care staff.   
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Torgé, J. 
(2018).  
Sweden 

Residential 
Care; 
Couple; 
Cohabitation 
Introduction 

The aim is to 
critically examine 
the Swedish 
legislation called 
the ‘cohabitation 
guarantee,’ which 
requires nursing 
homes to allow 
spouses with 
different care 
needs to live 
together. 

Qualitative research 
design. Utilized data 
from a previous study 
involving field 
observations and 
interviews at five 
nursing homes in 
Sweden over three 
years. Two homes as 
case studies. Six 
interviews over a four-
week observation 
period were 
conducted. Interviews 
with one couple, three 
nurse assistants in a 
focus group, one 
interview with a 
nursing home 
manager. 

Findings illustrated that each municipality in Sweden 
could dictate how their home is organized and 
determine how the cohabitation guarantee is 
implemented. Spousal caregivers' role was found to 
be categorized into two perspectives' legitimate need' 
and 'own right.' These viewpoints were shown to 
influence spousal caregivers' care and rights within 
the homes and how staff interacted with them.  
Legitimate need meant that only the sicker spouse 
should be provided care. This perspective posed 
issues in situations in which the spousal caregiver 
faces declines in health, which is often the case. 
Spousal caregivers are expected to complete care 
and tasks for themselves and continue caregiving for 
their spouses. Within the own right spousal 
caregivers are entitled to care and services they pay 
a care fee for. 
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Torgé, J. 
(2020).  
Sweden  

Nursing 
homes; co-
resident; 
family; 
caregiving; 
spouse 

The study focused 
on the experiences 
of cohabiting 
spouses and how 
spousal caregivers 
experienced their 
caregiving role in 
LTC homes. 
Furthermore, 
investigating staff 
perspectives.   

Qualitative research 
design, utilizing life 
course perspective. 
Interviews with 11 
couples and 15 staff 
members.   
Ethnographic 
observations were 
conducted over a 
four-week period.  

The study revealed the overarching theme of "being 
in between," which indicates spousal caregivers' 
blurred/unfamiliar role in LTC as defined by both 
spousal caregivers and care staff. To illustrate, 
spousal caregivers described being divided between 
being a resident themselves and a caregiver to their 
partners. Furthermore, while many staff were 
conflicted with the role of spousal caregivers in LTC, 
such as viewing them as useful and expecting them 
to complete specific care tasks for their partners. 
Spousal caregivers also expressed this conflict as 
they wished to have respite; however, they were 
constantly present with their partners and were torn 
with 'letting go' of providing care. On the other hand, 
many staff also empathized with spousal caregivers 
and wished to provide relief and care. 

Watterson, 
R. (2017).  
England  

Dementia; 
interpretative 
phenomenolo
gical 
analysis; long 
term care; 
partner 

Literature review 
that aimed to 
examine the 
experiences of 
spouses whose 
partner is living 
with dementia is 
lives in LTC. 

Literature review. 
Meta-synthesis 
involving 13 articles. 
The articles were 
synthesized and 
interpreted utilizing a 
meta-ethnographic 
approach. Conducted 
in 2016.   
 

The review found four themes and central concepts: 
(1) a continuation of social isolation, (2) challenges to 
planning for the future, (3) embracing the changing 
boundaries of marriage, and (4) negotiating a new 
sense of self. The themes reflected how spousal 
caregivers' social relationships had changed since 
their spouse relocated to LTC (e.g., isolation) and the 
emotional losses they experience (guilt, grief over the 
loss of a future with their spouse). Additionally, the 
review highlighted the importance of maintaining 
identity in marriage and spousal caregivers' 
abilities/strategies of coping with the changes in their 
partner's dementia and their relationship. Lastly, their 
relationship with care home staff was too 
emphasized.   
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Appendix B. 
 
Interview Guide: Spousal Caregivers  

Thank you so much for agreeing to participate in this study about couples in care 

homes. This research project aims to examine couples' abilities and challenges to 

maintain the quality of their relationship when separated in care settings and investigate 

how separation influences both spouses' overall health and well-being.  

I will begin by asking some background information questions.  

Background Information  

1. Name: ______________________             

2. D.O.B: ______________          Age at time of interview: ________  

3. Gender:         Male            Female           Other: ________ 

4. Name of LTC Setting: _____________________________________________         

Type: _____________________________ Date of Admission: ______________  

5. Spouse/Partner’s name: ______________ Date of Admission: ______________  

6. Spouse/Partner’s D.O.B: ________________ Age at time of Interview: ________  

7. Name of LTC/AL Setting of spouse/partner: _____________________________ 

8. How would you define your relationship? (Married, common law, other)  

9. Number of years together/married: _______  

10. What is you and your spouse/partner’s current living arrangement?  
 
        Live in same facility        Same facility complex 

       Separated in two different 
       facilities 

        If so, approximately how far away from 
        each other? _____________________ 

11. Do you have any children: ________    If so, how many? _________ 
 

Questions:  

1. Can you tell me a little bit about yourself and your partner? 
a. How long have you been together and/or married?  
b. What are some things you and your partner like(ed) to do together?  

2. Tell me about when your spouse began to need some assistance?  
a. Were you your partners main caregiver?  
b. How long were you providing care to your partner before she/he was 

admitted to a care home?  
c. Was there a specific event that triggered moving your partner to a care 

home?   
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3. What was the primary reason you moved into LTC/AL?  
a. What led you to move with your partner?  

4. If living in two separate facilities: How did this arrangement come about? 
a. Were there concerns about costs of care or finances that led to you being 

separated from your partner?  
5. Can you tell me about the emotional impact of being separated from your 

partner? 
a. What is something you miss most about living with them? 

6. Have you noticed any change to your physical health since being separated from 
your partner?  

7. How often are you able to see your partner?  
a. Are there any challenges in doing so?  
b. Would you like to visit more?  

8. Can you describe a typical visit with your partner? 
a. What do you do with them?  
b. When you visit, where do you like to be with your partner? (e.g., Their 

room, common areas/seating areas) And Why?  
9. When you visit your partner, what you do like to do together?  

a. Have meals, coffee, listen to music, or for walks etc.?  
b. What would you like to do with them that you are not able to? (e.g., have 

meals, intimacy, activities)  
10. How has your relationship with your partner changed since moving to a care 

home?  
a. Have these changes in your marriage changed how you think about 

yourself as a wife/husband? 
11. Have you noticed a change in your partners health since being separated? 

a. Faster cognitive decline?  
b. Has their physical health changed?  

12. When you leave your partner after visiting, how do you feel?  
a. Sad, anxious, etc.?  
b. Do you miss them?  
c. Do you worry about them?  

13. What does it mean to you to be able to maintain your relationship with your 
partner?  

14. How do you feel about the staff at the care home where your spouse is living?  
a. Are you comfortable with them?  
b. Do you feel that you can ask questions about your partners care, or voice 

your concerns?  
c. Do you feel that they provide you with support?  

i. Emotional support?  
15. What do you think would help you better maintain your relationship with your 

spouse?  
a. Such as transportation? Staying in the same facility? Same room? Eating 

together?  
b. What are your recommendations?  

16. That completes the interview. Is there anything we haven’t talked about that you 
would like to share?   
a. Things you think I missed?  
b. Something you think is important to add or talk about?  
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Secondary Questions (if time permits):  
 

1. What are the benefits of moving into a care home for you? 
a. Do you have more time for yourself?  
b. Do you feel a change in your mood and/or well-being? (e.g., stress levels, 

anxiety, happiness etc.) 
2. What do you think has been the most beneficial thing about moving into a care 

home for your partner?  
a. Do you feel a change in their mood and/or well-being? (e.g., stress levels, 

anxiety, happiness etc.) 
b. Do you think your partner is getting the care they need?  

3. If you were to tell a friend in a similar situation as yours, what would you say?  
4. Does your partner have a roommate?  

a. If yes:  
i. Do you get along with their roommate?  
ii. Do you feel that your partner having a roommate make it more 

difficult to have privacy?  
iii. How has your partner having a roommate interfered with how you 

use your partners room when you visit?  
 
Thank you so much for your participation in this study, I really appreciate your 

time and openness with me.   
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Appendix C. 
 
Interview Guide: Persons with Dementia  

Hi, my name is _____________ is it alright if I ask you a few questions today 

about your relationship with __________ (partners name)? Your answers will be part of 

a study that aims to share the experiences of couples who can’t live together in LTC. 

Your expertise and answers will help other couples in the future maintain their 

relationship with their partner. 

 
Read/Explain informed consent form again. Assure confidentiality.  

 
Questions:  

1. I know your partner ______, can you tell me a little bit about your life 
together/relationship?  

a. How long have you been together and/or married?  
b. How did you meet?  
c. What are some things you like(ed) to do together? (e.g., travel, go to 

restaurants, watch movies, go to the theatre, bike riding, walks, etc.)    
i. Do you have a favourite memory or story?  

d. Do you have any children?  
2. When ______ (partners name) comes to visit, what do you like to do together?  

a. If there is something in specific their partner mentioned ask them about 
that activity  

b. Other prompts: Have coffee, listen to music, have lunch? Go for a walk?  
3. When ________ (partners name) leaves, how do you feel?  

a. Do you miss them?  
b. Do you feel sad?  
c. Do you worry about them?  

4. Do you think your relationship with _____ (partners name) has changed since 
moving here?  

a. Do you still feel close to them_______ (partners name)?  
b. Do you feel like you can do most of the same things as before you moved 

here?  
c. Do you wish you can see _______ (partners name) more?   

5. What do you miss most about not living with __________ (partners name)?  
6. Do you think the care staff understand your relationship with _________ 

(partners name)? 
a. Do you think they understand how important _________(partners name) 

is to you?  
b. Do they give you privacy when _________ (partners name) comes to 

visit?  
c. Do you think the staff like having _________ (partners name) around?  

7. Do you have a roommate?  
a. If yes:  

i. Do you like your roommate?  
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ii. Does your roommate and _________ (partners name) get along?  
iii. Is your roommate around when _________ (partners name) 

comes to visit in your room?  
8. What do you think would help maintain your relationship with _________ 

(partners name)?  
a. Having them visit more often?  
b. Being able to live together in the same room?  
c. Having more time together?  
d. More privacy?  
e. More meals together?  

9. That completes the interview. Is there anything we haven’t talked about that you 
would like to share?   
c. Things you think I missed?  
d. Something you think is important to add or talk about?  
 
Thank you so much for your participation in this study, I really appreciate your 

time and openness with me.   
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Appendix D. 
 
Focus Group Interview Guide and Questions  

Demographic Details Questionnaire 
 

Please answer the following questions in the spaces provided, circle or tick the most 

appropriate options. 

 
1. Place of work: __________________________ 
2. Gender (Optional):   □ Male      □   Female       □ Other: ________ 
3. Age: _________ 
4. What is your professional background?  

□ Nurse (RN)  
□ Nurse (LPN)  
□ Care aide/care support worker  
□ Other: (please describe) ______________________________________ 
 

5. How many years of experience have you had in this current job? 
□ <1 Year                 □ 1-2 Years 
□ 2-5 Years              □ 5-10 Years 
□ >10 Years    
 

6. Are you aware of B.C.’s provincial policy that mandates assisted living and 
residential care facilities to accommodate married couples with differing care 
needs? 
□   Yes        □ No  
 

Thank you for taking the time to complete this questionnaire 
 

Discussion Guide 

 

Opening Remarks and Introductions: 

 

Welcome:  

Hello everyone! Thank you all for coming and for volunteering to take part in this 

focus group.  

 

Introduction of moderator and assistant/notetaker:  

Have each introduce themselves, state their names, their role, and a little 

background about themselves (e.g., education, research interests). (e.g., my role as 

moderator will be to facilitate our discussion today, my role as an assistant/notetaker is 

to observe and take notes).  
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Purpose:  

The purpose of this session is for you to share your experiences and thoughts 

about the accommodation of married couples in LTC settings. Specifically, we want to 

understand some of the means by which you provide space for spousal relationships, 

some of the challenges you may face in doing so, and the social and physical 

environmental features of LTC that may impact married couples’ abilities to maintain 

their relationship. 

 

The information learned from this focus group will be used to develop 

interventions, education in care practices, and policy. The session will take no more than 

60min and will be recorded. The recording will be used to ensure that today’s discussion 

is captured in its entirety and that our notes are correct. No one outside of the project 

team will hear this recording.  

 

Guidelines:  

A few things to keep in mind for our session today.  

• There are no right or wrong answers: We want to hear a variety of opinions.  

Everyone's perspectives and experiences are valuable and important to this 

study. Even if your views differ from those of the rest of the group, we hope you 

will be open and honest. We don't expect you to agree with everyone, but we 

expect you to listen with respect when others express their opinions. 

• Everything said in this session is confidential: This is a safe space, and we want 

everyone to feel comfortable sharing their perspectives and experiences. We ask 

that you refrain from speaking about other's comments outside of this session. 

This session will be recorded; however, your answers will remain anonymous, 

and your names will not be included in the final report. We are all on a first-name 

basis only.  

• We want to hear from everyone: Out of respect for one another, we ask that only 

one person speaks at a time. I may call on you if you haven't talked in a while. If 

there are any questions you do not wish to answer, you do not have to do so. 

You also can choose not to participate and withdraw from the study at any time.  

 

Lastly, we ask that you keep your cellphones away and on silent for the duration 

of this session. If you need to respond to a call or text, we ask you to please leave the 

room, and rejoin as quickly as possible.  
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Questions: 

1. Opening/Ice Breaker Question:  
Pease share with us your name and one place you would like to travel to and 
why? 

2. Introductory Question:  
When you think of residents’ marital relationships, what comes to mind?  

3. Transition Question:  
How would you describe marital relationships in LTC?  

4. Content Questions: 
a. Content 1: What are your thoughts about residents’ spouses visiting?  

i. What are the effects of spouses’ visits on the residents? (Well-being, 
mood, functioning) 

ii. Are there things that staff can do to ensure they have a meaningful 
visit with their spouse? 

b. Content 2: Do you notice a change in behavior or demeanor in married 
residents with dementia when their spouse leaves?  
i. Do you think they feel sad, anxious, or angry?  
ii. Presence of responsive behaviors? (Before vs. after?)  
iii. Do spouses have difficulty leaving? Do you need to re-direct 

residents so their spouse can leave?  
iv. Do you have any examples? /Is there a specific couple/situation you 

are thinking of?  
c. Content 3: What are some of the challenges to create space for couples 

and opportunities for them to maintain/continue their relationship? 
i. Is there suitable and enough spaces in the care home where couples 

can have privacy during visitations? 
ii. Do you have enough information about a couple's life history to 

support their relationship, such as allowing them to continue some of 
their routines before they relocated to LTC? 

iii. Do you have any examples? /Is there a specific couple/situation you 
are thinking of?  

d. Content 4: In what ways can care homes be more supportive for married 
couples?  
i. Do you think having couples live together in the care home would be 

helpful to support the relationship? 
ii. Are there policies that could be changed to allow for more 

opportunities for couples to spend more meaningful time together? 
(e.g., are couples allowed to have meals together?)  

iii. Relevant education for staff?  
iv. Providing transportation for spouses to visit each other between 

facilities easier?  
5. Is there anything anyone else would like to talk about and share that wasn’t 

mentioned?  

 

Closing remarks:  

Thank you all so much for taking the time to participate! Your insights and 

comments are extremely valuable to this research.  
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Appendix E. 
 
Informed Consent: Focus Group Participation  

‘Till Long-Term Care Do We Part’: Exploring the Impacts of Separating 
Married Couples on Couplehood and Well-being   

 

Principle Investigator: Lindsay Grasso  
 
Investigator Department: Department of Gerontology  
 
What is the purpose of this study?  
 
This study aims to critically examine the institutional practice of separating married 
couples in long term care (LTC) settings in British Columbia when one spouse lives with 
dementia and requires different care and support. Specifically, couples' abilities and 
challenges to maintain the quality of their relationship in LTC settings and investigate 
how separation influences the health and well-being of both spouses'. 
 

What will you be required to do?  

 

You will be asked to participate in an approximately 1–2-hour focus group session with 

5-7 fellow LTC care staff (nurses and personal support workers). A moderator will ask 

you several questions while facilitating the discussion. The focus group will consist of six 

open-ended questions that will cover the care practices, policies, staff perspectives 

about the impacts of separation on persons with dementia, and environmental features 

of LTC settings that challenge couples' abilities to maintain their relationship. Trained 

research assistants will conduct the focus group session. Focus group sessions will be 

completed at either the LTC home's (one session per site) considering convenience or at 

a nearby community setting. The session will be audio-recorded, and a notetaker will be 

present. 

 

What are the risks of this study?  

 

There are no foreseeable risks to you in participating in this study. All information 

collected for this study will be kept confidential. It is requested that you do not repeat any 

information shared during the focus group session, and that you recognize that we have 

no control over what other session participants do with the information once the session 

is completed. Permission to conduct this study has been obtained from the LTC home in 

which you are employed, therefore there is no risk to your position or employment in 

taking part of this study.  
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What are the benefits of this study?  

 

Knowledge gained through this study will be used to encourage further research and 

help to improve current policies and establish supportive interventions and care 

practices that promote the continuity of spousal relationships in LTC settings. If you 

agree to participate in the project, you will get a $25 honorarium for your time. Light 

refreshments are also provided at the session.  

 

Do I have to take part in this study?  

 

Participation in this study is entirely voluntary and you are allowed to withdraw yourself 

at any point in time. You can choose not to answer any questions in the session that you 

are uncomfortable with. If you opt to leave the study after data collection, the research 

team may keep and utilize the data that has already been gathered in reports for this 

study. Withdrawal or refusal to patriciate will not adversely affect your position or 

employment at the residential care home in which you are representing and that is also 

participating in this study.  

 

Organization permission:  

 

Permission to conduct this research study from the LTC home in which you are 

employed has been obtained.   

 

Will taking part in this research be kept confidential?  

 

All the data collected as part of this study will be confidential. Your name, identifying 

characteristics and any personal information collected (e.g., place of work) will be kept 

confidential and safeguarded to the fullest extent of the law. Publications, reports, or 

presentations based on this study will not include any real names of participants. Full 

confidentially cannot be maintained in a group setting. We encourage participants not to 

discuss the content of the focus group to people outside the groups; however, we cannot 

control what participants do with the information discussed. Participants will not be 

identified by name in any reports of the completed study.  

 

All the data collected will be anonymized, which involves removing any names, 

organizations, or information that would identify you or another person personally, 

mentioned will be removed. All materials and data will be kept in a secure location and 

will be password protected. You have 60 days after your focus group session to notify 

the research team if you do not want your responses published. Once published, 

information provided will no longer be able to be withdrawn.  

 

What will happen to the results of this research?  

 

N/A 
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Who can I contact if I have questions about this research during my participation? 

 

If you have any concerns about your rights as a research participant and/or your 

experiences while participating in this study, you can contact Lindsay Grasso at 

xxxxxxx@sfu.ca. You may also contact Dr. Jeffrey Toward, Director, Office of Research 

Ethics xxxxxx@sfu.ca or xxx-xxx-xxxx.  

 

Future Contact:  

 

Researchers in the future may wish to contact you for participation. Do you consent to 

be contacted in the future?  Do you agree to future contact? □ Yes      □   No 

 

Taking part in this study is entirely up to you. You have the right to refuse to participate 

in this study. If you decide to take part, you may choose to pull out of the study at any 

time without giving a reason and without any negative impact on your [examples should 

be relevant to the participant and could include references to employment, class 

standing, access to further services from the community centre, day care, etc.].  

• Your signature below indicates that you have received a copy of this consent 

form for your own records.  

• Your signature indicates that you consent to participate in this study.  

• You do not waive any of your legal rights by participating in this study.  

 

By signing this form, I ensure that I have read the above in full and agree to participate:  

 

_____________________           ______________________        _______________ 

Participant Signature                    Printed Name                              Date 

 

If you have any questions about this research study or if you wish to obtain copies of the 

results upon the study’s completion you can contact:  

 

Lindsay Grasso   

MA Candidate   

Department of Gerontology  

Simon Fraser University  

2800-515 West Hastings Street Vancouver, BC V6B 5K3 

 xxxxxxxx@sfu.ca 
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Appendix F. 
 
Informed Consent: Spousal Caregivers  

‘Till Long-Term Care Do We Part’: Exploring the Impacts of Separating 
Married Couples on Couplehood and Well-being   

 
 
Principle Investigator: Lindsay Grasso  
 
Investigator Department: Department of Gerontology  
 
What is the purpose of this study?  
 
This study aims to critically examine the institutional practice of separating married 
couples in long term care (LTC) settings in British Columbia when one spouse lives with 
dementia and requires different care and support. Specifically, couples' abilities and 
challenges to maintain the quality of their relationship in LTC settings and investigate 
how separation influences the health and well-being of both spouses'. 
 
What will you be required to do?  
 
You will be asked to take part in an interview lasting approximately 60 to 90 minutes. 
Interviews will take place at your convenience and will be coordinated around the care 
home's routines (e.g., meals and activities), caregiving duties, and personal 
appointments. A researcher will conduct the interview, which will take place in a 
designated private area (e.g., conference rooms, family visiting rooms, etc.) or in your 
bedroom if you prefer. The interview will address how separation from your partner has 
impacted your relationship, the means by which you maintain your relationship, the 
impact of separation on your overall health and well-being, and how the LTC 
environment has impacted your abilities to maintain your desired relationship quality. 
The interview will be audio recorded. 
 
What are the risks of this study?  
 
There are no foreseeable risks to you in participating in this study. This is a ‘minimal risk’ 
study in which you are sharing your thoughts and experiences. Permission to conduct 
this study has been obtained from the home in which you reside, therefore there is no 
risk to your housing, care, or that of your partner because of your participation. 
Participation will require a marginal time commitment, and we do not believe anything in 
this study will harm you or be damaging to your health. Some of the questions we ask 
could make you uncomfortable, and you can choose not to answer those that make you 
feel uncomfortable.  If you have any concerns, please inform a member of the study 
team. All information collected during this study will be kept confidential. 
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What are the benefits of this study?  
 
Knowledge gained through this study will be used to encourage further research and 
help to improve current policies and establish supportive interventions and care 
practices that promote the continuity of spousal relationships in LTC settings. The 
interview is aimed to allow you to share and reflect on your experiences, which may 
directly contribute to the improvement of the lives of future couples in this situation and 
the development of initiatives that can assist you today. 
 
Do I have to take part in this study?  
 
Participation in this study is entirely voluntary and you are allowed to withdraw yourself 
at any point in time. You can choose not to answer any questions during the interview 
that you are uncomfortable with. If you opt to leave the study after data collection, the 
research team may keep and utilize the data that has already been gathered in reports 
for this study. Withdrawal or refusal to patriciate will not adversely affect your housing, 
care, or that of your partners.  
 
Organization permission:  
 
Permission to conduct this research study from the residential care home in which you 
reside has been obtained.   
 
Will taking part in this research be kept confidential?  
 
All the data collected as part of this study will be confidential. Your name, identifying 
characteristics and any personal information collected (e.g., place of work) will be kept 
confidential and safeguarded to the fullest extent of the law. Publications, reports, or 
presentations based on this study will not include any real names of participants. 
Participants will not be identified by name in any reports of the completed study.  
 
All the data collected will be anonymized, which involves removing any names, 
organizations, or information that would identify you or another person personally, 
mentioned will be removed. All materials and data will be kept in a secure location and 
will be password protected. You have 60 days after your focus group session to notify 
the research team if you do not want your responses published. Once published, 
information provided will no longer be able to be withdrawn.  
 
What will happen to the results of this research?  
 
N/A 
 
Who can I contact if I have questions about this research during my participation?  
 
If you have any concerns about your rights as a research participant and/or your 
experiences while participating in this study, you can contact Lindsay Grasso at 
xxxxxxx@sfu.ca. You may also contact Dr. Jeffrey Toward, Director, Office of Research 
Ethics xxxxxx@sfu.ca or xxx-xxx-xxxx.  
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Future Contact:  
 
Researchers in the future may wish to contact you for participation. Do you consent to 
be contacted in the future?  Do you agree to future contact? □ Yes     □   No 
 
Taking part in this study is entirely up to you. You have the right to refuse to participate 
in this study. If you decide to take part, you may choose to pull out of the study at any 
time without giving a reason and without any negative impact on your [examples should 
be relevant to the participant and could include references to employment, class 
standing, access to further services from the community centre, day care, etc.].  

• Your signature below indicates that you have received a copy of this consent 

form for your own records.  

• Your signature indicates that you consent to participate in this study.  

• You do not waive any of your legal rights by participating in this study.  

 

By signing this form, I ensure that I have read the above in full and agree to participate:  
 
_____________________           ______________________        _______________ 
Participant Signature                    Printed Name                              Date 

 
 Audio Recording 

 
□   Yes, I may be audio- recorded  
 
If you have any questions about this research study or if you wish to obtain copies of the 
results upon the study’s completion you can contact:  
 
Lindsay Grasso   
MA Candidate   
Department of Gerontology  
Simon Fraser University  
2800-515 West Hastings Street Vancouver, BC V6B 5K3 
 xxxxxxxx@sfu.ca 
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Appendix G. 
 
Informed Consent: Persons with Dementia  

This form will be read out-load by the interviewer before the interview to the 

dementia participant to verify that the study's details are understood, and that consent is 

acquired. 

‘Till Long-Term Care Do We Part’: Exploring the Impacts of Separating 
Married Couples on Couplehood and Well-being 

   
Principle Investigator: Lindsay Grasso  
 
Investigator Department: Department of Gerontology  
 
What is the purpose of this study?  
 
This study aims to examine the practice of separating married couples in long term care 
(LTC) settings in British Columbia when one spouse lives with dementia. Specifically, 
couples' abilities and challenges to maintain the quality of their relationship and 
investigate how separation effects the health and well-being of both partners'. 
 
What will you be required to do?  
 
You will be asked to take part in an interview lasting approximately 60 to 90 minutes. 
Interviews will take place at your convenience and will be coordinated around the care 
home's routines (e.g., meals and activities), and personal appointments. A researcher 
will conduct the interview, which will take place in a designated private area (e.g., 
conference rooms, family visiting rooms, etc.) or in your bedroom if you prefer. The 
interview will address how separation from your partner has impacted your relationship, 
how you maintain your relationship, the impact of separation on your overall health and 
well-being, and how the LTC environment has impacted your abilities to maintain your 
desired relationship quality. The interview will be audio and video recorded with your 
consent.  
 
What are the risks of this study?  
 
There are no foreseeable risks to you in participating in this study. This is a ‘minimal risk’ 
study in which you are sharing your thoughts and experiences. Permission to conduct 
this study has been obtained from the home in which you reside, therefore there is no 
risk to your housing, care, or that of your partner because of your participation. 
Participation will require a marginal time commitment, and we do not believe anything in 
this study will harm you or be damaging to your health. Some of the questions we ask 
could make you uncomfortable, and you can choose not to answer those that make you 
feel uncomfortable.  If you have any concerns, please inform a member of the study 
team. All information collected during this study will be kept confidential. 
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What are the benefits of this study?  
 
Knowledge gained through this study will be used to encourage further research and 
help to improve current policies and establish supportive interventions and care 
practices that promote the preservation of spousal relationships in LTC settings. The 
interview is aimed to allow you to share your experiences, which may directly contribute 
to the improvement of the lives of future couples in this situation and the development of 
initiatives that can assist you today. 
 
Do I have to take part in this study?  
 
Participation in this study is entirely voluntary and you are allowed to withdraw yourself 
at any point in time. You can choose not to answer any questions during the interview 
that you are uncomfortable with. If you opt to leave the study after data collection, the 
research team may keep and utilize the data that has already been gathered in reports 
for this study. Withdrawal or refusal to patriciate will not adversely affect your housing, 
care, or that of your partners.  
 
Organization permission:  
 
Permission to conduct this research study from the residential care home in which you 
reside has been obtained.   
 
Will taking part in this research be kept confidential?  
 
All the data collected as part of this study will be confidential. Your name, identifying 
characteristics and any personal information collected (e.g., place of work) will be kept 
confidential and safeguarded to the fullest extent of the law. Publications, reports, or 
presentations based on this study will not include any real names of participants. 
Participants will not be identified by name in any reports of the completed study.  
 
All the data collected will be anonymized, which involves removing any names, 
organizations, or information that would identify you or another person personally, 
mentioned will be removed. All materials and data will be kept in a secure location and 
will be password protected. You have 60 days after your focus group session to notify 
the research team if you do not want your responses published. Once published, 
information provided will no longer be able to be withdrawn.  
 
What will happen to the results of this research?  
 
N/A 
 
Who can I contact if I have questions about this research during my participation?  
 
If you have any concerns about your rights as a research participant and/or your 
experiences while participating in this study, you can contact Lindsay Grasso at 
xxxxxxx@sfu.ca. You may also contact Dr. Jeffrey Toward, Director, Office of Research 
Ethics xxxxxx@sfu.ca or xxx-xxx-xxxx.  
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Future Contact:  
 
Researchers in the future may wish to contact you for participation. Do you consent to 
be contacted in the future?  Do you agree to future contact? □ Yes     □   No 
 
Taking part in this study is entirely up to you. You have the right to refuse to participate 
in this study. If you decide to take part, you may choose to pull out of the study at any 
time without giving a reason and without any negative impact on your [examples should 
be relevant to the participant and could include references to employment, class 
standing, access to further services from the community centre, day care, etc.].  

• Your signature below indicates that you have received a copy of this consent 

form for your own records.  

• Your signature indicates that you consent to participate in this study.  

• You do not waive any of your legal rights by participating in this study.  

 

By signing this form, I ensure that I have read the above in full and agree to participate:  
 
_____________________           ______________________        _______________ 
Participant Signature                    Printed Name                              Date 
  
_____________________           ______________________        _______________ 
Substitute Decision Maker           Printed Name                              Date 

 
Audio and Video Recording 

 
□   Yes, I may be video recorded  
 
□   Yes, I may be audio recorded  
 
If you have any questions about this research study or if you wish to obtain copies of the 
results upon the study’s completion you can contact:  
 
Lindsay Grasso   
MA Candidate   
Department of Gerontology  
Simon Fraser University  
2800-515 West Hastings Street Vancouver, BC V6B 5K3 
 xxxxxxxx@sfu.ca 

mailto:xxxxxxxx@sfu.ca
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Appendix H. 
 
Project Timeline  
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Appendix I. 
 
Project Budget  

Period of Support Requested: 3 Years 0 Months  

Category Amount  

(In thousands) 

Research Staff  

1 Project Coordinator:  

Responsible for coordinating the overall research project, performing 
administrative tasks, hiring, and managing research assistants, overseeing 
participant recruitment, managing, and performing participant interviews and 
focus groups, data analysis, arranging and preparing scholarly journals and 
conference presentations. $29.95/hour + 12% benefits @ 20hrs/week x 50 
weeks/yr = $29,950/yr x 3yrs = $100,632     

$100, 632 

2 Research Assistants:  

They are hired at the beginning of the project. Under the supervision of the 
Project Coordinator, they are graduate students who will assist in recruiting 
participants and conducting the participant interviews and focus groups, 
transcription, and assistance with data analysis. They will also assist in the 
preparation of workshop materials and written reports, and knowledge 
translation. $22.80/hr + 12% benefits @ 20 hrs/wk x 50 wks/yr = $22,800/yr x 
3yrs = $68,400 x2 = $153,216 

$153,216 

Consumables   

Travel for Data Collection:  

Bus pass $208 per month x3 (Each research Staff) @ $2,496 per 1yr or the 
equivalent for gas ($208 per month) x3yrs = 22,464    

$22,464 

Miscellaneous Costs:  

Office supplies, marketing/advertisements, printing/copies, $650/yr x3yrs = 
1,950 

$1,950 

Non-Consumables  

Laptops: 

Touchscreen Laptop - Silver (Intel Celeron N4020, 4GB RAM, 64GB eMMC, 
Intel UHD, Windows 10 in S Mode): $399.99 +12% taxes +$1.60 eco fee x 2 = 
$897.77 

$897.57 

Audio Recorder:  

Sony 4GB Digital Voice Recorder with Built-in USB (ICDUX570BLK) - Black: 
$119.99 +12% taxes x2 + 0.70 eco fee = $270.64 

$270.64 

Flash Drive: 

Philips Vivid 64GB USB 3.0 Flash Drive - 3 Pack: $39.99 +12% taxes = 
$44.79 

$44.79 
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Category Amount  

(In thousands) 
Microsoft Office:  

Microsoft Office Home & Student 2019 (PC) - English                                                                  
$169.99 +12% taxes x2 = 190.39 

$380.77 

Nvivo Subscription with Transcription service  $1,031.89 

Knowledge Translation  

Presentation/Workshop Costs: 

Room rental: $100/4 hours x 4 sessions = $400 

Info packages: 50 packages = $700  

Refreshments for approx. 50 people (tax incl): Assorted sandwich patter 
$164.5 + coffee $89 + dessert platter $77.50 + veggie/fruit platter $60 = $391                  

$1,491 

Conference Presentations: 

Travel costs for project coordinator to attend two conferences (CAG & CGNA) 
tax incl 

Conference(s) registration: CAG $395 + CGNA $590 = $985                                                               
Flights: (Canadian destination) $800 x 2 destinations = 1,600                                                                
Hotels: $200 incl taxes/night x 8 nights (4 nights per conference) = $1,600                                                                  
Per diem: $60/day x 8 days (4 days per conference) = $480 

$4,665 

Journal Publication Preparation, Fees, etc.  

$2000 x 2 journals   

$4,000 

Other   

Focus Group Participant Honoria: 

$25 x approx. 40 participants 

$1,000 

Focus group Refreshments for approx. 8 people:  

Assorted sandwich platter $35.63 + coffee $44.99 + assorted pastry platter 
$14.40 = $95.02 per session x approx. 6 sessions = $570.12 

$570.12 

Entire Amount Requested  $292,468.40 
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Appendix J. 
 
Recruitment Flyer  

          Note: Image from Canva  
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Appendix K. 
 
CIHR Project Grant: Fall 2020 and Spring 2021 
Guidelines  

Description: The attached PDF document details the guidelines for the CIHR 

Project Grant. The document lists the requirements for the grant application, which was 

used as a template for completing Chapter 5 of this project.   

Filename: Project Grant- Fall 2020 and Spring 2021 CIHR Guidelines.pdf 
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