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Abstract

The purpose of this study was to examine how caregiving for a partner with dementia
affects relationship quality. A qualitative design was used, and 6 spousal caregivers who were
providing care to a partner in their homes participated in interviews. The research was informed
by the theoretical approach of critical gerontology with the aim to reflect the dominant social
discourse on aging and the dementia experience. The data analysis involved the use of thematic
analysis. Key themes emerged, including difficulty coping with the onset of dementia, changes in
the relationship, and lack of informal and formal support. Changes in the relationship were
related to shifts in how couples spent quality time together and communication difficulties
arising from the symptoms of dementia. Caregivers experienced increased responsibilities due to
role changes within the relationship. Caregivers and their partners with dementia had varying
experiences related to accessing support, including help from friends, family, healthcare
providers, and community resources.

This study contributes to existing literature on the impact of caring for a partner with
dementia on relationship quality. First-hand experiences shared by participants offer valuable
insights into this important topic, providing a deeper understanding of how the disease affects
everyday life and relationships. Future research should consider including the perceptions of
persons with dementia to provide an understanding of relationship quality from both

perspectives.
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Chapter 1 - Background

In 2022, the Alzheimer Society of Canada unveiled the first of three reports from the
Landmark Study, a significant research endeavor that projects future dementia rates in
Canada. The second report, released in 2024, provides estimates for dementia rates across
different demographic groups, while the third report, set for release in 2025, will delve deeper
into the economic effects of dementia (Alzheimer Society of Canada, 2024c). The inaugural
report, titled Navigating the Path Forward in Dementia Care: The Landmark Study Report 1,
reveals that over 600,000 people are living with dementia across Canada, with projections to
reach 1 million by 2030 (Alzheimer Society of Canada, 2022). While dementia is not a normal
part of aging, being an older adult is considered a risk factor for developing these diseases
(Public Health Agency of Canada [PHAC], 2019).

According to PHAC’s (2019) report, 4 Dementia Strategy for Canada: Together We
Aspire, “Improving the quality of life of those living with dementia and caregivers is the
motivation for the national dementia strategy” (p.31). PHAC’s (2019) report outlined strategies
such as advancing research to prevent and cure dementia and includes addressing issues related
to accessing care, support, and resources for informal caregivers or unpaid family, spouses, or
friends and persons with dementia (PWD). The impacts of caregiving roles can vary
significantly, particularly in the context of dementia. There is a compelling body of evidence
indicating that informal caregivers often experience negative effects on their psychological,
physical, and emotional well-being. This study, however, specifically examined the impact of
caregiving on spousal relationships.

With the aging generation of baby boomers, it is expected that there will be substantial

pressures on an already strained healthcare system. The Canadian government has expressed its



commitment to initiatives that support older adults to stay at home longer. Nevertheless, there are
still significant gaps in funding and support for informal caregivers and PWD in the community
(Canadian Institute of Health Information [CIHI], 2018). Research has shown that substantial
costs and resources are needed to support individuals to remain at home (Alzheimer Society
Canada, 2022). In 2016, 69% of PWD under the age of 80 and 58% above age 80 continued to be
cared for in the community by family or friends (Alzheimer Society Canada, 2022). It is
estimated that informal caregivers spend an average of 26 hours per week caring for PWD
(Alzheimer Society of Canada, 2022). The responsibilities associated with caring for an
individual at home can hinder caregivers from maintaining paid employment (PHAC, 2019).
Some individuals also face additional obligations, such as childcare, that can increase caregiver
stress.

Research has indicated that caregivers and PWD would benefit from additional programs
and services in the community (CIHI, 2018). Increased hours dedicated to providing care, for
example, can prevent caregivers the opportunity to spend meaningful and quality time with the
PWD. With growing needs for support, caregivers are unable to reserve time for their self-care
and well-being (PHAC, 2019). Although there is research to support that caregiving can provide
positive, rewarding experiences, caregivers face increased risks for burnout and depression
(Alzheimer Society Canada, 2022). According to data from the CIHI (2018), 45% of care
partners reported feelings of stress related to their caregiving responsibilities. Furthermore, 21%
acknowledged feelings of no longer being able to continue providing care due to unmanageable
stress.

In the context of dementia, caregivers are encumbered with the responsibilities of

personal care as well as the behavioural and psychological symptoms of dementia. These



challenges can make it difficult for caregivers to leave their homes to complete necessary tasks
such as grocery shopping or attending appointments (Evans & Lee, 2014). Moreover, stigma
related to dementia can cause family and friends to withdraw from the PWD and their caregivers,
further affecting important social and community connections. When caregivers feel isolated,
lack support, and become overwhelmed with the responsibilities of caring, feelings of frustration
can have considerable impacts on their emotional and physical health putting caregivers at
additional risk of developing depression and burnout (Holdsworth & McCabe, 2018).

While over half of caregivers in the community are children of PWD, 32% of caregivers
are spouses or common-law partners (CIHI, 2018). The focus of this research project was on
spousal caregivers providing support to a partner with dementia in the community. Research has
shown that the quality of a relationship between partners can impact the overall health of
caregivers and PWD (Holdsworth & McCabe, 2018). Given the level of support often required,
roles in intimate relationships can change over time, becoming more like a job rather than a
mutual partnership. As a result, spousal caregivers have reported considerable changes in their
intimate relationships and expressed experiencing a loss of companionship (Holdsworth &
McCabe, 2018). When the quality of the relationship is affected, the caregiver may be more
likely to place their partner in institutional care. Decisions regarding the need for long-term care
(LTC) can cause distress for both caregivers and PWD (PHAC, 2019). Increased needs for LTC
beds cause further strain on the healthcare system which is struggling to address the growing
population of older adults with higher care needs and a lack of qualified specialists and
interdisciplinary support in dementia care (PHAC, 2019). Understanding how caregiving

challenges influence relationship quality may mitigate premature institutionalization.



According to a national survey conducted by March of Dimes in 2021, over 81% of older
adults in Canada expressed a desire to age in their own homes (Fenton et al., 2024). This
highlights the need to provide appropriate support and services for informal caregivers and PWD
to remain at home longer while recognizing the challenges associated with assisting older adults
in aging in place, such as access to community resources (Fenton et al., 2024). Limited research
exists in Canada on how providing care for a partner with dementia affects relationship quality.
Additionally, it is important to enhance understanding of how to maintain intimate bonds

between partners to improve overall quality of life.

Purpose of Study

In referencing Engel & Schutt (2017), the first question I asked myself was whether the
research I am considering has social importance and scientific relevance and is a feasible
endeavor to undertake. Dominant discourse in health and social care continues to reflect a
reductive and ageist understanding of aging, dementia, and caregiving. Perceptions of the public,
including healthcare workers, policymakers, and other government officials will continue to
influence the care and services older adults are provided in the community. As a collective, we
need to speak up about harmful aging stereotypes that can directly affect care and services, and
pertaining to the question at hand, shifting the focus from the disease trajectory to the expressed
and individualized needs of caregivers and their partners by finding appropriate ways to promote
quality of life.

My next step was to narrow my topic into a reasonable, researchable question. I began by
questioning the meaning of relationship quality; defined below in the key terms section of this

document. I then asked how caregiving affects an individual’s ability to feel intimate with their
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partner. Are these topics discussed with healthcare professionals? What supports are available to
address these important issues?

The purpose of this study was to examine how caregiving for a partner with dementia
affects relationship quality. While caring for a partner with dementia may strengthen the
relationship between couples, the progression of the disease could also have harmful effects on
relationship quality. This project then aimed to better understand how relationship quality
changes in the context of the provision of care, the progression of dementia, or both. My research
question was finalized as, ‘How does caregiving for a partner with dementia affect intimate
relationships in older adults?’ This study contributes to existing research that intends to improve

the quality of life for caregivers and their partners with dementia.

Key Terms
Below is a list of key terms relevant to this research. These key terms will help provide
further understanding of the main concepts discussed throughout this document. The key

terms include dementia, informal caregiver, and relationship quality.

Dementia

Dementia is an umbrella term used to describe a set of symptoms that affect the
functioning of the brain. These symptoms include a decline in cognitive abilities, which impacts
memory, fine motor skills, comprehension, speech, and self-awareness (PHAC, 2019). Dementia
has significant effects on an individual’s ability to make decisions and slowly causes the loss of

independence. All forms of dementia are progressive, with symptoms worsening over time.
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While there are medications to help manage the symptoms, there are currently no cures (PHAC,
2019).

During the progression of dementia, individuals can lose their ability to maintain
essential activities of daily living (ADLs) and instrumental activities of daily living (IADLs),
requiring increased support from their formal or informal caregivers (PHAC, 2019). ADLs
include personal hygiene such as bathing, oral care, continence care, feeding, dressing, and
mobility (Giebel et al., 2015). IADLSs include managing finances and medications and
completing household tasks, including meal preparation, laundry, and grocery shopping (Giebel
et al., 2015). Although Alzheimer’s disease is the most common form of dementia, other
prevalent types include Lewy Body, Frontotemporal, and mixed dementias (Alzheimer Society
of Canada, 2022). The progression of dementia can be measured using levels of severity by
standardized stages including mild, moderate, and severe. To determine what stage an individual
fits within, clinicians consider a patient’s level of cognitive impairment. Cognitive impairment

can be measured using assessment tools such as the Mini-Mental State Examination (MMSE).

Informal Caregiver

Informal caregivers are individuals who provide personal care to a family member or
friend, most commonly in the community (PHAC, 2019). The term ‘informal’ is used because
these caregivers do not receive payment for supporting the PWD (Alzheimer Society of Canada,
2022). Informal caregivers have also been referred to as care partners (Alzheimer Society of
Canada, 2022). Family and friends who act as care partners often assist individuals with physical
and cognitive disabilities including individuals with dementia. Caregiving activities can range

from general supervision to assistance with all ADLs and IADLs. In Canada, there are more
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female care partners than males primarily consisting of children and spouses of PWD (PHAC,
2019).

In the initial stages of this research project, I referred to spousal care partners as
“informal caregivers”. However, I now understand that this term may not fully acknowledge the
important role that family members and friends play in caring for their loved ones. Therefore, for
the remainder of this research paper, I will use the more specific term 'spousal caregivers'. This
research focused on spousal caregivers who provide care and support to their partners with
dementia while living at home in the community. These partners were not required to be legally

married but must have been living together for at least a year before the dementia diagnosis.

Relationship Quality

Relationship quality is developed and enhanced when individuals spend meaningful time
building emotional connections with romantic partners, family members, friends, or colleagues.
For partners, relationship quality includes considerations for both physical and emotional
intimacy. It involves building a foundation of trust and co-constructed communication patterns
and social norms (Colquhoun et al., 2019). Relationship quality can be subjective and difficult to
define given individuals have diverse needs based on beliefs, values, cultural backgrounds,
upbringings, education, race, age, and sexuality. It is important to consider that every relationship
is unique.

Older adults who develop positive emotional bonds over their life course are found to
have stronger relationship quality (Clare et al., 2012; Colquhoun et al., 2019; Rippon et al.,
2020). Research indicates relationship quality supports psychological well-being, while

relationship dissatisfaction can result in negative mental health outcomes for partners (Rippon et
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al., 2020). According to Clare et al. (2012), relationship quality for older adults can be influenced
by the onset of health issues such as those associated with dementia when healthy partners take

on caregiving roles.

Personal Interest & Social Location

The idea for this research project developed from my volunteer work as a caregiver
support group facilitator for the Alzheimer Society of Nova Scotia. Although the group consists
of different types of caregivers, there are often participants supporting a partner with dementia.
Having worked with support groups for several years, I started to notice themes in participant
narratives largely centering around caregiver burden, lack of support accessible in the
community, and apprehension to move their partners to LTC facilities. What was rarely discussed
or acknowledged by members was the experience of loss, particularly the loss of companionship,
intimacy, and relationship quality among partners. I started to question why these topics were
never addressed and whether caregivers would feel comfortable discussing personal and intimate
details of their relationships. Were members of the group too overwhelmed with the stress and
burden of care to reflect on the losses experienced in their relationship? Was it possible that
providing care could bring partners closer together?

As a social worker in the field of geriatrics, I have observed that dementia care ascribes
to a medical model of practice. Rather than treating individuals holistically, concentration is
instead on the disease process. While there has been a small shift in language regarding person-
centered approaches to care, this way of thinking continues to dominate the way clinicians
practice. I have also found that healthcare workers are uncomfortable discussing sexuality and

intimacy with older adults. In my role at a LTC facility, for example, I have seen the need to
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provide education on the rights of older adults to seek physical and emotional intimacy. I
acknowledge that I am not an older adult, nor have I cared for a partner with dementia. Through
the personal narratives shared during support group, however, I have gained small insights into
their experiences which I hoped to further explore in a more expansive, formal research study.

As a social work student, it was crucial to reflect on my social location and how it
influences my interpretation and understanding of the research. My social location comprises of
various intersecting categories that shape how I perceive the world around me. This includes
identifying as a cisgender, heterosexual, Caucasian, young, and educated woman. Before
pursuing social work education or practice, my understanding of social norms and identity was
primarily shaped by my family values, western and white cultural upbringing, middle-class
status, and interactions with individuals from similar backgrounds. My perception of personal
identity was further influenced by dominant social ideologies related to classism, sexism, racism,
and ageism. It was not until my social work education that I was confronted with the privilege
and power I hold over others. Through critical self-reflection, I was then able to deconstruct my
identity and build a deeper understanding of how my social location may affect those I aim to
support.

As I worked on my thesis, I took time to consider how my social location might influence
my understanding and interpretation of the research. I came to realize that various aspects of an
older adult's identity may impact how they experience aging, caregiving, and the dementia
journey. For example, an older adult may face multiple forms of oppression due to their age,
abilities, race, sexuality, gender, or socioeconomic status. It is therefore important to be aware of
the diverse experiences and challenges caregivers and PWD experience. Without critical self-

reflection regarding my social location, I could unintentionally contribute to harmful stereotypes
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and stigma that further marginalize older adults. These were important considerations throughout
my research and to carry forward in my professional practice as a social worker supporting older

adults.
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Chapter 2 - Literature Review

From the review of the literature, it was evident that previous research was available on
understanding how relationships are impacted when individuals provide care to their partners
with dementia. One key finding was that providing care to partners has a complex effect on the
ways couples experience emotional and physical intimacy in their relationships. I also discovered
that there are both positive and negative changes related to caregiving. While some individuals
found providing care a rewarding experience that improved emotional intimacy, others reported
negative outcomes to their overall relationship quality (Bruinsma et al., 2020; de Vugt et al.,
2003; Evans & Lee, 2014; Fee at al., 2021; Harris et al., 2011; Youell et al., 2016).

During the exploration of existing research, themes became apparent across the studies.
These themes will be explored in more detail and include the following: different forms of loss,
gender considerations, effects on physical and emotional intimacy, understanding supports, and
strategies to maintain couplehood. I will also include research regarding new partnerships

developed in later-life and comment on the lack of diversity among participants in these studies.

Loss

Grief and loss are critical topics in the study of aging, particularly in an ageist society.
Older adults experience a convergence of losses throughout their life course. This can include
physical losses such as decreased mobility and emotional losses like loss of purpose after
retirement or loss of friends and family who have passed. On the dementia journey, both
caregivers and PWD in spousal relationships share experiences of loss, such as the loss of

cognition due to the disease process and the loss of established roles in the relationship as the
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PWD's care needs increase (Evans & Lee, 2014). Loss experienced by couples can have an
impact on their quality of life as well as on their relationship quality (Colquhoun et al., 2019).

When discussing grief and loss concerning dementia, disenfranchised grief and
ambiguous loss should be recognized. Disenfranchised grief refers to grief that is not socially
accepted or acknowledged by others (Testoni et al., 2023). Caring for a loved one in the context
of dementia exemplifies disenfranchised grief because individuals unfamiliar with these diseases
may not grasp that loss occurs throughout the disease process, not just at the end of life (Testoni
et al., 2023). Ambiguous loss occurs when grief and loss are experienced without the physical
death of an individual (Testoni et al., 2023). In cases of dementia, ambiguous loss is related to
the changes in the PWD during the progression of the disease (Nathanson & Rogers, 2021). Even
though the person may still be physically present, their friends and family may feel a sense of
loss due to changes in the individual’s cognition and personality (Nathanson & Rogers, 2021).
Caregivers may find it difficult to anticipate these changes while constantly having to readapt to
new losses in the PWD (Nathanson & Rogers, 2021).

It is important to appreciate how disenfranchised grief and ambiguous loss impact
caregivers supporting partners with dementia. Individuals need to be provided the opportunity to
process grief while having their feelings validated to further prevent increased risk of stress and
burnout (Testoni et al., 2023). With these concepts in mind, the following section of the literature

review will discuss various types of losses that were apparent in the research.

Loss of Personhood/Identity
The concept of personhood in dementia care is connected to the philosophy of person-

centered care. This approach provides a deeper understanding of the unique experiences of PWD
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(Baikie, 2002). The Alzheimer Society of Canada (2024a) defines the person-centered
philosophy as recognizing that all PWD have individual identities shaped by their personal
values and experiences despite the progression of the disease. This approach emphasizes that
each person has the right to dignity and respect throughout their care journey (Alzheimer Society
of Canada, 2024a). Research has found, however, that the symptoms of dementia changed how
couples understood their relationship and viewed the identity of their partner. In a study by
Johnston & Terp (2015), spouses acknowledged that they still loved their partners but no longer
felt as though they were the same person they married. Similarly, in studies conducted by Lewis
(1998) and Walters et al. (2010), caregivers indicated that their partners felt like different people
due to personality changes related to dementia. Youell et al. (2016) reported that caregivers
identified as being legally married but described themselves as “functionally” single. Some
individuals also saw their marriage shift from an equal partnership to something more like a
parent-child relationship (Evans & Lee, 2014). This resulted in caregivers experiencing feelings
of loneliness despite their partner still being physically present (Evans & Lee, 2014).
Nevertheless, caregivers continued to feel marital obligations despite the challenges in their
relationship and changes observed regarding the loss of their partner’s identity (Evans & Lee,
2014).

Across the literature, changes in roles and responsibilities within the relationship
challenged how couples viewed their self-image and partnership. For caregivers, this loss of self-
identity was related to assuming new roles in caring for the PWD (Colquhoun et al., 2019). Some
caregivers felt that changing roles in the relationship was a source of distress resulting in feelings
of anxiety and depression (Colquhoun et al., 2019; Robinson et al., 2005). Role changes not only

impacted how caregivers saw their shifting identity but also how these changes altered the
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identity of the PWD (Robinson et al., 2005). Individuals spoke to the difficulty of finding ways
to meet their own needs while still providing adequate care to their partner (O’Shaughnessy et
al., 2010). O’Shaughnessy et al. (2010) found that caregivers who were unable to find this
balance were left with feelings of self-criticism and guilt.

In the study conducted by Bauer et al. (2001), caregiving was found to have a positive
influence on self-esteem with respondents describing that the responsibility of caring added
meaning to their lives. For those individuals, caregiving was a way to express feelings of love
and gratitude while providing opportunities to maintain emotional intimacy (Bauer et al., 2001).
Merrick et al. (2016) found both caregivers, and PWD recognized the loss of previous identity
but worked as a couple to focus on a new reality and adapt to changes by embracing a different

sense of self.

Loss of Couplehood

Participants of several studies discussed how their sense of couplehood had changed over
the progression of dementia. It was apparent from the literature that with the advancement of
symptoms, couples felt a loss of companionship. This included decreased quality time spent
together resulting in negative outcomes on overall relationship quality (Bruinsma et al., 2020;
Evans & Lee, 2014; Harris et al., 2011; Youell et al., 2016). Couples reflected on feelings related
to the loss of common interests and shared activities they once spent time enjoying together
(Davies et al., 2010; Molyneaux et al., 2012; O’Shaughnessy et al., 2010). Some individuals
referenced how these activities, which had once defined t