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Abstract
Caregiving experiences are not static. They change across the disease trajectory and care con-
tinuum. However, it is not clear how caregiver gender or relationship type is related to evolving
caregiver experiences over time. This qualitative study informed by constructivist grounded theory
and framework analysis explored the experiences over time of men and women who were adult
children and spousal caregivers to persons with Alzheimer’s disease. Forty spousal (10 husbands and
10 wives) and adult children (10 sons and 10 daughters) caregivers to persons with Alzheimer’s
disease were interviewed using a semi-structured interview guide. Our findings suggest the ex-
periences of caregiving, examined through a gender and relationship type lens, are complex and
variable. The caregiving experience was not related to gender or relationship type alone, but often
to a combination of the two. For instance, spousal caregivers did not immediately accept the
diagnosis, with wives being more optimistic than husbands about a slow progression of the disease.
Adult children caregivers were concerned about the ways the caregiving role would impact their
personal and career obligations and sought ways to mitigate the changes to their daily lives. Sons and
husband caregivers largely utilized home and community health services to assist with personal care
tasks, whereas daughters and wives utilized the same services to allow them to complete other
caregiving tasks (e.g., housekeeping). Recognition of the complex inter-relationships among gender
and relationship type on caregiving experiences supports the need for family-centered inter-
ventions. This article also extends sex and gender research as it highlights that an in-depth un-
derstanding of the caregiving experience cannot be understood by gender alone and relationship
type must also be considered.
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Introduction/background

Family caregivers play a central role in the care and support of people with dementia across the
disease trajectory. Caregivers are commonly spouses (Barber & Pasley, 1995; Wawrziczny et al.,
2018) and adult children (Stommel et al., 1994; Tatangelo et al., 2018). Providing care can neg-
atively impact caregivers’ physical and psychological health (Abreu et al., 2020). For family
members who assume the caregiving role for a relative with dementia, the potential impacts are
especially great. Dementia, including Alzheimer’s disease, is a syndrome whereby there is pro-
gressive deterioration in cognitive function (e.g., memory, orientation, comprehension, and
judgment) that interferes with a person’s ability to function independently (Wong et al., 2016). We
define family caregivers (described here as caregivers) as family members such as spouses and adult
children, who provide unpaid care for a person with Alzheimer’s disease.

Caregiving experiences may differ depending upon whether the caregiver is a spouse or adult
child. A meta-analysis by Pinquart and Sörensen (2011) of 168 empirical studies (not specific to
dementia but including dementia caregivers) compared caregiving spouses with adult children or
children-in-law and found that spousal caregivers reported lower levels of psychological well-being
and higher levels of financial and physical burden than adult child or child-in-law caregivers. In
contrast, a study of family caregivers to persons with dementia found higher levels of caregiving
burden and more negative outcomes among adult child caregivers compared with spousal caregivers
(Chappell et al., 2014). In comparison to husbands, wives’ levels of strain have been found to be
significantly worse than husbands’ as both men and women believe wives have a greater obligation
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to care (Collins & Jones, 1997). Yet, other researchers have found no difference in the level of
burden between spousal and adult child caregivers to elders with cognitive impairment (Chumbler
et al., 2003). Consequently, existing literature has shed contradictory light on how gender or type of
relationship (e.g., spouse and child) is related to caregiving experiences as they evolve over time
with different phases of dementia.

Internationally, there is growing demand for the improvement of sex and gender integration into
dementia health research, policies, and programs (Johnson et al., 2014; Wyndham-West, 2020) and
that this be accomplished in a systematic manner (Greaves, 1999). Researchers are also becoming
increasingly aware that sex (biology) and gender (a sociocultural construct) can influence health and
illness experiences (Johnson et al., 2014) and that this has implications for caregivers. One of the
most consistent findings in the caregiving literature has been that the majority of family caregivers
are women (Amanullah et al., 2020; Stone et al., 1987), although more men are assuming the
caregiver role (Mott et al., 2019). Seminal literature theorizes that gender may influence the type of
care provided by caregivers, caregivers’ access to health and social care resources, and the level of
support that they receive (Kramer & Kipnis, 1995; Miller & Cafasso, 1992; Pinquart & Sörensen,
2006). Much of the literature on gender differences in caregiving stems from quantitative methods,
rather than qualitative methods, which can allow for more in-depth understandings of people’s
experiences. Findings from gender analyses can help healthcare providers and community or-
ganizations tailor support and services to their clients (Gahagan et al., 2015). A review of 93 articles
on gender differences in dementia caregiving studies concluded that women experienced more
distress and used more services than men (Baker & Robertson, 2008). However, within this review,
several studies also reported no gender differences (Baker & Robertson, 2008; Baker et al., 2010).
Researchers suggest that a flaw of many caregiving studies is that they tend to make comparisons
between men’s and women’s caregiving experiences by highlighting the challenges women ex-
perience without the same in-depth understanding of men’s experiences (Fromme et al., 2005).

Illnesses, like Alzheimer’s disease, are rarely static, and, as a result, the caregiving situation
changes across the disease trajectory and across the care continuum (Cameron & Gignac, 2008).
Caregivers often experience multiple and complicated transitions over the course of their caregiving
journey including changes to their environment, occupational roles, social relationships, and
physical, emotional, and mental health (Duggleby et al., 2011; Farina et al., 2017; Zakrajsek et al.,
2018). The caregiver-identified phases of Alzheimer’s disease (CIP-AD) care framework is the first
conceptual framework to describe changes in caregivers’ experiences and support needs across the
disease trajectory from the perspectives of male and female caregivers (Kokorelias, Gignac, Naglie,
Rittenberg, & MacKenzie, 2020). The CIP-AD defines five phases of Alzheimer’s disease care-
giving: (1) monitoring initial symptoms; (2) navigating diagnosis; (3) assisting with instrumental
activities of daily living; (4) assisting with basic activities of daily living; and (5) preparing for the
future (Kokorelias, Gignac, Naglie, Rittenberg, & MacKenzie, 2020). Each phase of the framework
also emphasizes caregivers’ needs for informational, emotional, instrumental (e.g., tangible as-
sistance), and appraisal supports (Kokorelias, Gignac, Naglie, Rittenberg, &MacKenzie, 2020). The
CIP-AD has been expanded to outline the health and social care service needs and/or use corre-
sponding to each phase (Kokorelias, Gignac, Naglie, Rittenberg, Cameron, 2020).

Research completed to date has identified changing support, services use, and needs of caregivers
across caregiver-identified phases of Alzheimer’s disease caregiving (Kokorelias, Gignac, Naglie,
Rittenberg, & MacKenzie, 2020; Kokorelias, Gignac, Naglie, Rittenberg, Cameron, 2020). To date,
this work has not considered the nuances in experiences that may be related to gender and re-
lationship type over time. In the context of the larger caregiving literature, few studies have explored
experiences in caregiving by both gender and relationship type (Abdollahpour et al., 2018; Chappell
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et al., 2014). The exceptions have primarily focused on caregiver burden. Understanding the
nuances in caregiving experiences can be used to tailor programs to specific groups of caregivers
(e.g., adult children, spouses, females, and males). Therefore, the goal of this article was to explore
the influence of gender and relationship type on caregiving experience in relation to the key elements
of the CIP-AD framework as the framework can be used to explore caregivers’ changing experiences
across the disease trajectory (Kokorelias, Gignac, Naglie, Rittenberg, & MacKenzie, 2020). The
research question guiding this study was “How do caregiver gender and relationship type shape
caregiving experiences across the Alzheimer’s disease trajectory?”

Methods

Design

The foundational study that identified CIP-AD used a grounded theory approach by Charmaz (2006;
Kokorelias, Gignac, Naglie, Rittenberg, & MacKenzie, 2020). This method combines an inductive
approach with the researcher’s existing knowledge, including the use of an existing conceptual
framework to guide data analysis. In this study, framework analysis was employed to explore how
gender and relationship shape caregivers’ experiences over the CIP-AD (Srivastava & Thomson,
2009).

Participants

Participants were wives, husbands, daughters, and sons centrally involved in providing care to
someone with Alzheimer’s disease without financial compensation (see Table 1 for inclusion/
exclusion criteria).

Participants were recruited through word-of-mouth, social media (e.g., Twitter), and from
community organizations. To obtain a breadth of caregiving experiences, we purposely recruited
caregivers at different phases of their experience (e.g., caring for family members in earlier or later
stages of the disease and a minimum of 1 year post-diagnosis) and were interviewed. We also made
efforts to ensure that, across phases of caregiving, there was diversity in gender and relationship
type. To do so, we recruited from gender- and relationship-specific support groups (e.g., support
groups for sons only).

Interested participants contacted members of the research team who explained the study and
obtained verbal consent. Participants provided verbal re-consent prior to data collection. In-
stitutional research ethics boards approved the study protocol.

Data collection

We conducted semi-structured interviews with caregiver participants residing in Toronto, Ontario.
The first author conducted all interviews. Each participant was interviewed at least once using
a semi-structured interview guide that focused on the overall caregiving experience (see
Supplemental Table 1 for the interview area key topics guide). Participants were asked to discuss
their experiences of caregiving and how this evolved over time. Participants were also asked to
describe their needs for support and health and social care services. Interview questions were semi-
structured and left ample opportunity for respondents to generate themes and issues that were
relevant to them. As themes emerged, later interviews were probed on some topics. This also
resulted in five participants being interviewed twice to further explore their experiences.
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We interviewed 20 spousal (10 husbands and 10 wives) and 20 adult children (10 sons and 10
daughters) caregivers. Interviews were conducted in person (n = 12), using videoconferencing
systems (n = 3) and via telephone (n = 25). All interviews lasted between 43 and 133 min and were
conducted by a trained female qualitative researcher (Blinded for Review) (see Supplemental
Table 2 for participant characteristics). Interviews were audio recorded, transcribed verbatim, and
transcripts were checked for accuracy by the first author. Data were collected in each participant
group until theme saturation. Theme saturation was reached in some groups sooner than others (i.e.,
daughters), but we continued interviewing to obtain equal numbers of participants in each group.
Additional data helped to further test the level of saturation (Thomson, 2010).

Demographic data also were collected including age, income, length of time providing care to
someone with Alzheimer’s disease, length of time using community services, and previous caregiver
experience.

Data analysis

As with the foundational study, data were analyzed using principles of grounded theory constant
comparison (Charmaz, 2006; Kokorelias, Gignac, Naglie, Rittenberg, & MacKenzie, 2020;
Srivastava & Thomson, 2009). Framework analysis supported a concentrated investigation of the
participants’ lived experiences over time using the CIP-AD, while also allowing other themes to
emerge (Srivastava & Thomson, 2009). In line with framework analysis (Srivastava & Thomson,
2009), the codes were repeated for each phase of the framework identified in the foundational

Table 1. Inclusion and exclusion criteria.

Inclusion criteria Exclusion criteria

1. Fluent English speaker and be able to provide informed
consent

1. Being a licensed healthcare provider who
provides treatment to persons with Alzheimer’s
disease

2. Be the spousal or child caregiver to a family member
with Alzheimer’s disease

3. Self-identify as being centrally involved in providing
care and/or the organization of care to someone with
Alzheimer’s disease

4. Have been in the caregiving role for a minimum of 1
year

5. Assisting, or had been assisting, with at least one of the
instrumental activities of daily living (IADLs) or
activities of daily living (ADLs) to a spouse or parent
with Alzheimer’s disease at least once a week A list of
the IADLs and ADLs was provided to potential
participants for reference

6. Caring for someone with Alzheimer’s disease who is
living in the community, or has been admitted to
complex continuing care, long-term care, or assisted
living (such as a retirement or nursing home), within
the past 3 months

ADLs: activities of daily living; IADLs: instrumental activities of daily living.
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grounded theory study (i.e., CIP-AD) and participant group (e.g., the code “acceptance-wife” was
used once for each phase of the CIP-AD framework such as “acceptance-wife-monitoring initial
symptoms,” “acceptance-wife-navigating diagnosis,” etc.). Data that did not fit with the framework
were coded without a phase-based code, so that the findings were grounded by participants’
collective experiences. Data analysis also followed principles of grounded theory, including the
constant comparative method consisting of ongoing comparisons of coded data and of categories
from one case to the next (e.g., comparing initial interviews with daughters to other later interviews
with daughters) until theoretical saturation was achieved. Next, looking within and across cases
(e.g., comparing the experiences of daughters to sons then daughters to wives), the first author
extracted several overarching data patterns pertaining to the lived experiences of male and female
and spousal and adult children caregivers. Throughout the coding process, [Blinded for Review] and
[Blinded for Review] met regularly to ensure consistency in the interpretations of the codes and data.
NVivo qualitative software was used to organize data (NVivo, 2002). The findings follow the
general structure of organizing the experiences of caregivers using the CIP-AD.

In-person member-check interviews occurred with 12 participants (3 wives, 3 husbands, 3
daughters, and 3 sons) approximately 10 months after the initial interviews. No changes to the
findings were deemed necessary.

Findings

Our gender and relationship type analysis highlights that the caregiving experience cannot be
described by a simple dichotomy of men and women or spousal and child caregivers. Both gender
and relationship type were interwoven and were important to the caregiving experience over time.
However, at times during the caregiving and disease trajectory, one or the other variable—gender or
relationship type—appeared to be more relevant. Below, we outline the varied experiences of adult
children and spousal caregivers over the CIP-AD. Supplemental Table 3 provides a summary of
findings for the different phases. Sample quotations from participants are provided to illustrate key
points. Quotations are referenced using the relationship the caregiver has to the person with
Alzheimer’s disease followed by their participant identification number.

CIP-AD-phase: Monitoring symptoms

Participants described a gradual recognition of the severity of symptoms in the person with
Alzheimer’s disease. While all participants attributed some of the early symptoms to aging, per-
ceptions related to severity differed by participant groups (i.e., wives, husbands, daughters, and
sons). Adult children caregivers tended to express greater concern about the symptoms than spousal
caregivers. Adult children described believing the symptoms needed to be attributed to an emerging
medical condition. Some adult children described becoming frustrated with their parents (including
the parent with Alzheimer’s disease) or other family members for not being concerned about the
symptoms. Adult children reported that their uneasiness prompted them to conduct their own
research, further noting that the deterioration had occurred over a period of several years. Spousal
caregivers, on the other hand, often spoke of the symptoms as occurring over a shorter period of time
or even “overnight” (Wife Participant 1). Some wife caregivers described not recognizing the
symptoms and relying on other family members or friends to identify changes in their spouse.
Participants who were wives all described feeling misunderstood by a family member or friend for
not being alarmed about the changes occurring in their spouse. Both husband and wife caregivers
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attributed the symptoms to age. However, unlike wives, husbands of care recipients described
noticing the symptoms on their own.

CIP-AD-phase: Navigating diagnosis

Adult children participants obtained a preliminary diagnosis of dementia for their parents earlier in
the caregiving trajectory compared to spousal caregivers. Most of the adult children responded to the
diagnosis of dementia without much surprise and with acceptance since they suspected dementia as
a possible explanation for their parents’ symptoms. Daughter participants often displayed empathy
for their parents’ medical condition. Son participants repeatedly described this phase as being met
with worry that they would now have to “parent the parent” (Son Participant 8). Most of the adult
children who were employed indicated that they were concerned about trying to find a way to
balance their responsibilities between work and home, emphasizing that they were concerned that
they would no longer be able to perform well in their careers.

The acceptance of the diagnosis was harder for spousal caregivers, with both wives and husbands
reacting with shock. Husband Participant 5 stated “I did not accept it. All of a sudden, she went from
healthy to sick. Of course, I was in shock. She was fine.” Husband participants shared that they were
eventually able to get past the shock and urged for, and in some cases demanded, further testing and
extensive investigations to confirm the diagnosis and/or the type of dementia. Some husbands also
expressed feelings of guilt that their initial inability to view their spouses’ symptoms as a medical
condition delayed the diagnostic process. These husbands made it explicit that they were not
“necessarily in denial” (Husband Participant 5) but had a lack of awareness that dementia could be
a plausible explanation for their wives’ symptoms.

Wife participants remained skeptical of the dementia diagnosis during this phase. Some wife
participants even questioned the physicians’ ability to diagnose the disease or the veracity of the
diagnosis. Two of our wife participants described not accepting the physician’s referral for further
testing until several months following the initial diagnosis. While talking about her experience
retrospectively, Wife Participant 25 said that she “put [her] head in the sand and denied something
this serious was wrong.” Other wife participants described more of a “partial-denial” where they
described first rejecting, then accepting the diagnosis as somewhat plausible, admitting that they
“were in denial and did not want to accept it” (Wife Participant 28).

While most of the participants relied on multiple healthcare providers to obtain the diagnosis
(e.g., geriatricians), male participants described being referred to dementia specialists sooner than
female participants, even when both genders pushed for a clear diagnosis. In some cases, female
caregivers described calling memory clinics themselves (without prior physician referral) to obtain
a more specific dementia diagnosis. For many of the female participants, the diagnosis of Alz-
heimer’s disease took years to obtain after receiving the preliminary dementia diagnosis, unlike male
participants who described receiving a diagnosis much sooner.

CIP-AD-phase: Assisting with instrumental activities of daily living

Both spousal and adult children caregivers described being motivated by love and obligation to
provide hands-on care for their family member. Participants shared that caring for their family
member would provide continuity in the relationship. In this phase, daughters began to reflect on the
impact that caregiving for their parent would have on their own lives, specifically on their ability to
care for their families (extended and immediate) and themselves. In some cases, sons’ and daughters’
stress was further exacerbated by their concerns about the impact caregiving would have on their
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careers. Adult children described maintaining a responsiveness to their parents’ needs and
a readiness to be available in case of unforeseen circumstances. Some adult children caregivers
obtained support from their employer for flexible work schedules so they could meet the needs of
their parents. They also obtained support from their spouses or friends. This was in sharp contrast to
husband caregivers, who explicitly stated that they did not plan for the future, but rather took
caregiving “day-by-day” (Husband Participant 26). Some husbands made it clear that not looking
too far into the future was a coping strategy that helped them alleviate some of the stress associated
with their caregiving role.

The increase in caregiving duties in this phase resulted in the lack of physical and emotional
intimacy for spouses. Husband participants noticeably brought up intimacy more frequently, more
candidly, and earlier on in the interviews than wife participants. In some instances, wife participants
only mentioned intimacy when probed on their changing spousal relationship due to providing
increased levels of care. Husband participants discussed physical intimacy more often, whereas all
but one wife participant focused on emotional intimacy.

Some participants reported attending support groups during this phase of caregiving. Although
some adult children caregivers described feeling alone in this phase, they stated that their primary
goal of attending support groups was gaining information. Spousal caregivers described using
support groups for emotional support as they assumed that other people in their social network did
not understand the emotional toll of caring for a spouse with Alzheimer’s disease.

When asked to reflect on providing assistance with instrumental activities of daily living, two
noticeable differences between adult children and spousal caregivers emerged. In several cases,
spousal caregivers described feeling guilty and criticized themselves for some of the ways they
provided assistance. Adult children did not express these sentiments. Examples of spousal care-
givers’ perceived wrongdoings included not allowing the person with Alzheimer’s disease to be
more independent or leaving them home alone at times:

“I just feel so bad. Guilty. I didn’t really want my husband to leave the house. I could do the grocery
shopping, the banking, I just wanted him to stay home at that point” (Wife Participant 20).

This is in contrast to the adult children caregivers who did not describe their experience with blame
but rather stated that they acted to the best of their ability. Moreover, adult children caregivers
described some positive aspects of providing care including becoming closer to their parent, despite
all the changes that occurred. Reasons provided for a closer relationship most often included
spending more time with them and becoming familiar with their personal needs, habits, and other
information (e.g., routines and finances).

CIP-AD-phase: Assisting with basic activities of daily living

Participants described that assisting with basic activities of daily living left them feeling resentful of
other family members. The assistance roles of other family members was discussed by adult children
caregivers, but not spousal caregivers. Adult children believed that their siblings or parents should
assist with caregiving. Daughter participants reported that they had to justify their decision to engage
with services to their family members, and many expressed feeling angry for having to do so. As one
daughter expressed, “I was so mad. Why did I have to tell my sister what I was doing when I was
doing everything” (Daughter Participant 14). Some daughter participants described needing to rely
on services for respite as their other family members were unable to assist. Other daughter par-
ticipants explained that their family members had conflicting opinions of what to do in relation to the
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care of their parent. Son caregivers described making few demands on other family members to
participate in caregiving or had no family support.

Experiences in this phase were largely marked by caregivers’ experiences with health and
community services. Adult children participants described their use of services as a source of respite
and an opportunity to carry out their own health needs, to attend work, go to appointments, or run
errands. Spouses did not speak about services in terms of respite. Daughters and sons felt com-
fortable leaving their parent in the care of personal support workers (PSWs). Daughters described
their experience of services as putting them in a care management role, whereby they instructed
professionals in the care tasks what their parents required or specific details in how to perform the
tasks. Sons ascribed their use of services as a means to avoid having to engage in household and
personal care activities (e.g., bathing and toileting), which they felt would be embarrassing for them
and their parent. Daughters described mostly being willing to complete such personal tasks and other
caregiver duties (e.g., housekeeping).

Control over their husband’s care was important for wives. Many of the wife participants re-
counted choosing to use services at the urging of their family members or physician. Some wives
discussed using services in a process of trial and error, whereby they would ask to try a service once
before enrolling in frequent sessions. Many of the wife participants expressed that they were
comfortable completing the personal care tasks their husbands required (e.g., bathing) and would
have preferred more assistance with home-related tasks (e.g., housecleaning):

“I wish they would have cleaned my house or something. I know how to take care of my husband. I didn’t
really need help with that. I just needed help doing everything else” (Wife Participant 28).

In contrast, husband participants reported using services to gain support for personal care tasks for
their wives. Husbands described feelings of embarrassment having to help with these tasks for their
wives, similar to caregiving sons. However, unlike sons, all of the husband participants stated that
they typically ended up bathing their wives, despite their discomfort, if a staff worker was unable to
do so. Husbands described using the presence of support and service workers in the home to allow
them to catch up on their own instrumental activities of daily living (e.g., finances and house-
keeping). They were not reluctant to receive services and were willing to accept help once the idea
had been raised by their children or their own or their spouse’s physician. Both husband and wife
participants were not comfortable leaving their spouses home alone while support and service
workers were present and, thus, rarely did.

CIP-AD-phase: Preparing for the future

The differences related to how female and male participants discussed their experiences were
prominent in this phase. Female participants expressed more emotion in discussing their plans for
the future and many cried during interviews.

Although participants had been in the caregiver role for various lengths of time, they all
questioned the sustainability of keeping their family member at home. As a result, they discussed
long-term care facility placement as being part of their caregiving experience either now or in the
future. Spousal and adult children caregivers had differing opinions on long-term care facilities.
Adult children participants primarily believed that they could not sustain care at home because they
had limited time to participate in their own meaningful activities (e.g., employment and fitness). As
a result, they believed that institutionalizing their parent would allow them to return to their normal
routines and reengage in some meaningful activities. For these participants, institutionalization was
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considered inevitable due to their understanding of the increasing care responsibilities required as
a person with Alzheimer’s disease progresses through the disease trajectory:

“I will be heartbroken when it’s time for a home, but I also try to think about going back to work or even
back to my photography classes” (Daughter Participant 12).

Spouses reported having more doubts about long-term care placement than adult children caregivers.
All spousal caregivers contemplated their ability to sustain care at home, but many believed that they
would be able to do so for a while longer. Some shared that they had made previous promises to their
family member about not placing them in a facility. Wife participants were less enthusiastic about
long-term care placement than husband participants and considered it “[their] worst fear” (Wife
Participant 20). Husbands described not wanting to place their wives in long-term care but saw it as
a viable option to ensuring their wife was being taken care of. Husbands described the idea of “taken
care of” as attending to the medical needs of their wives and reducing the risk of harm (e.g., their
wife wandering). Most spousal caregivers’ concerns about long-term care placement were based
on listening to other caregivers’ experiences. Husbands and both groups of adult children caregivers
frequently discussed benefits of long-term care placement including increased supervision for
the person with Alzheimer’s disease. Only two wife participants expressed this same interest in
long-term care.

Discussion

An understanding of how best to care for caregivers of persons with Alzheimer’s disease is among
the most important challenges for health service researchers. Previous research finds that caregiving
is often gendered with women—daughters and wives—predominantly taking on the caregiving role,
although this may be changing (Seidel & Thyrian, 2019). This study is among the first to quali-
tatively examine the role of gender and relationship type over the caregiving trajectory to better
understand the perspectives and experience of wives, daughters, husbands, and sons. The findings
suggest that gender and relationship type are important concepts in understanding the caregiving
process and that they are often interwoven. For example, there were differences in recognizing the
seriousness of dementia symptoms with adult children caregivers, regardless of gender, recognizing
the symptoms of Alzheimer’s disease sooner, and wives being particularly reluctant to recognize and
accept the disease diagnosis. Sons expressed concern about the impact of caregiving on their own
lives earlier than daughters and spousal caregivers. Health service access also differed with sons and
husbands gaining access to dementia specialists sooner. Service use and perceptions of services
illuminated key differences related to gender and relationship type with adult children seeking access
to services and recognizing their importance for their parent and their own well-being. On the other
hand, spousal caregivers often delayed service use and felt guilty about using services because it
suggested they could not provide adequate care. Wives often monitored personal care services to
their husbands instead of taking time away from caregiving responsibilities. These findings highlight
the importance of examining the entire care trajectory and the value of looking further at gender and
relationship type in caregiving. The findings also suggest new areas of potential research into the
caregiving experience.

One of the key findings of our work was the difference in the acceptance of the dementia di-
agnosis related to gender and relationship type. Specifically, there were differences in recognizing
the seriousness of dementia symptoms between the different groups of caregivers. Adult children
caregivers, regardless of gender, recognized the symptoms of Alzheimer’s disease sooner than
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spousal caregivers. Spouses respond to the diagnosis of dementia with shock, and husbands were
more likely to recognize and accept the diagnosis than wives. Existing literature suggests that men
are less likely to admit negative feelings (Baker et al., 2010) in relationship to caregiving (Gollins,
2001). An extensive body of literature also describes Alzheimer’s disease caregiving experiences at
the time of diagnosis (e.g., Robinson et al., 2011; Byszewski et al., 2007). Our findings are consistent
with previous findings that spouses deny cognitive changes and consequently delay help seeking,
including obtaining a diagnosis (Adams, 2006). However, our research extends previous findings by
highlighting the interplay of gender and relationship over time. Exploring the caregiving experience
across the disease and caregiving trajectory allows for gender and relationship differences to emerge.

A number of intervention strategies can be implemented to help support family caregivers across
the disease trajectory. The diversity in caregiving experiences observed across the disease trajectory
by relationship and gender suggests that it would be very difficult to address the nuances of
caregivers’ needs in any single intervention/program/service. Family-centered approaches to care
can help meet the needs of complex and varied groups of individuals. In a broad sense, family-
centered models of care aim to consider the unique family situations (Gilmer, 2002; Kokorelias et al.,
2019) and can be applied to various populations and settings (Kokorelias et al., 2019). Key
characteristics of family-centered approaches include collaboration between family members and
healthcare providers, consideration of unique individual and family contexts, and education for
healthcare professionals and family members (Kokorelias et al., 2019). Within a family-centered
care approach, support and service providers remain cognizant of the uniqueness of caregiving
situations (e.g., relationship of the caregiver to the care recipient) and consequently support tailoring
their approaches to meet the specific needs of individual caregivers. For instance, wife caregivers
may benefit more than husband and children caregivers from illness-specific education focused on
symptoms of dementia as they struggled to identify symptoms on their own. On the other hand, male
caregivers may benefit more than female caregivers from education on completing personal care
tasks (e.g., bathing) to help them become more comfortable providing this type of care. Multiple
methods of support, where at least one intervention involves individualized education based on
a caregiver’s need(s), have been found to improve caregivers’ outcomes (Berwig et al., 2017;
Hendrix et al., 2013; Lautrette et al., 2007). Expanding on existing models of family-centered care
with a gender and relationship lens can provide the foundation for developing, testing, and im-
plementing interventions to meet the diverse and complex support needs of family caregivers to
individuals with Alzheimer’s disease across the disease trajectory.

Gender analyses are recommended in health research (Morgan et al., 2016). Gender, defined as
the socially constructed role and behavioral dimensions of femininity and masculinity, is evident in
the diverse ways individuals engage in Alzheimer’s disease caregiving (Johnson et al., 2014;
Morgan et al., 2016). Within seminal theories on gendered caregiving, care has often been defined
through general cultural ideas about those who provide the care and the gender differences that
impact the way caregiving burden is experienced and managed (e.g., Aronson, 1991). Feminist
theory posits gender is a powerful influence on the caregiving experience (Neysmith, 1995). For
example, our study observed that male caregivers are reluctant to perform personal care tasks. This is
consistent with previous research (e.g., Hibbard et al., 1996), which suggests that men do not have
the emotional acumen to tolerate burdens of personal care within the context of caring for an
individual with dementia (Gold et al., 1995). Literature on the gendered cultural meanings of
caregiving suggests that male caregivers negotiate their caregiving role by maintaining gender
scripts that are present in their culture, such as not showing emotion (West & Zimmerman, 1987) and
not providing personal care (Parsons, 1997). However, previous findings suggest that male spousal
caregivers are more willing to perform hands-on tasks than previously reported (e.g., Russell, 2001).
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In our research, we found that husbands will bathe their wives despite embarrassment. This may be
the result of more men taking on caregiving roles (Harris & Long, 1999). In contrast, son participants
in our study discussed not bathing their parents. Our study extends previous theories on gender and
caregiving by suggesting it is not sufficient to just consider gender in the context of understanding
caregivers’ experiences, but the influence of relationship to the care recipient should also be
considered. Other characteristics such as socioeconomic status, ethnic background, sexual orien-
tation (Bowleg, 2008; Hankivsky et al., 2010; Weber & Parra-Medina, 2003; Windsong, 2018), and
other social factors (e.g., education) may also influence caregiving experiences over time. These
characteristics seldom have been considered in the research on gender differences in caregiving
(Sharma et al., 2016). Future research exploring these variables is needed to better understand
caregiving experiences that in turn can inform the development of caregiver support services.

Limitations

Several limitations may impact the overall understanding of this research and its implications. The
CIP-AD framework guiding this study may not account for the dynamic nature of caregiving. Our
study did not set out to explore the gendered nature of caregiving or its influence on caregivers’
experiences. The majority of the interviews were conducted via telephone, and thus, nonverbal cues
could not be noted. The study sample was homogeneous as participants were predominantly white,
well-educated, fluent in English, and commonly used services. This study did not explore other
factors that may interact with gender, such as ethnicity and socioeconomic status. Last, all par-
ticipants in this study were from one urban city in Ontario that may not be representative of the
caregiving experience in other regions. Thus, future research with a diverse group of caregivers
should explore the dynamic and gendered nature of caregiving and the influence of gender on
caregivers’ experiences. Such research may help us to obtain a fuller understanding of male, female,
and gender-diverse caregivers’ experiences across their caregiving trajectory.

Conclusion

Gender and relationship to persons with Alzheimer’s disease are both important factors to enhance
our understanding of caregiving experiences and needs over time. Formal care providers, support
program planners, and policy makers should be cognizant of the diversity in experiences of family
caregivers to meet their needs. Our findings describe the various ways male and female caregivers, as
well as spouses and adult children caregivers, experience caregiving across caregiver-identified
phases of caregiving. Our findings highlight that the evolving caregiving experience cannot be
described by gender or relationship alone. As a result, this article adds to our understanding of the
caregiving experience over the caregiving and Alzheimer’s disease trajectory. Similarly, this article
extends sex and gender research as it highlights that in health contexts, such as caregiving, ex-
periences cannot be understood by gender alone and relationship and other lenses may also be
needed (e.g., socioeconomic class and ethnicity). Future caregiving research is needed to explore the
nuances of gender, relationship, and culture on caregivers’ experiences over time to further inform
care models. Family-centered care may address the complexity and variability of caregiving ex-
periences across the disease trajectory (Kokorelias et al., 2019). Our findings indicate that future
research efforts should continue to consider caregivers as a heterogeneous group and evaluate ways
to implement family-centered care to offer support services tailored to individual caregiver needs.
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