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Abstract
Purpose of the Study: Janus, the two-faced, Roman god of beginnings and transitions is used as a metaphor to explore
our personal narratives and our quantitative research on the experiences of older women with dementia in long-term
care (LTC). Two research questions are addressed: (1) How do our quantitative data map onto our mothers’ experiences;
and (2) What lessons do our mothers’ experiences offer for the care of older women with dementia?
Design and Methods: Informed by a life course perspective, we triangulate administrative data on 3,717 women with
dementia receiving LTC in British Columbia, Canada with personal narratives - the stories of our mothers who made the
transition from home care into residential (nursing home) care.
Results: Our quantitative data reveal that the home care to residential care transition is the most common LTC
trajectory for women with dementia who are most likely to be: widowed, and living alone in suburban areas. Upon entry
into residential care, they exhibit greater frailty in terms of ADLs, cognition, aggression and incontinence. Our personal
narrative data on our mothers reveals that the relatively straightforward pathways through LTC for women with
dementia, are often considerably more complex in a real-world context. Attention is drawn to the: public and private
services, hospitalization patterns, and substantial communication gaps experienced by our moms and families.
Implications: A life course perspective, and qualitative and quantitative data facilitate understanding the care journeys health and service trajectories of older women with dementia.

Key Words: relocation and transition, long-term care, qualitative research methods, quantitative research methods,
continuum of care, dementia
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Introduction
Writing over a decade ago about their mother’s experience of nursing home care after a serious stroke, Kane
and West (2005) argued that society appears uninterested in making the necessary commitment to care for frail older
adults in creative, compassionate and appropriate ways aligned with goals of quality of care and quality of life. In this
special issue called, Aging-It’s Personal, we explore this concern by triangulating data from our funded research program
with our personal narratives describing our mothers’ experiences as clients of the long-term care (LTC) system.
As social gerontologists, we have spent much of our careers studying health service provision for vulnerable
older adults. As adult children, we have recent personal and family-centred experience related to our mothers’ care
journeys as women who began their service trajectory in home care, and continued on to become clients of residential
(nursing home) care until their deaths. In this paper, we employ the metaphor of Janus, the two-faced Roman god of
beginnings and transitions, to explore how our personal and professional worlds have intertwined, affecting us indelibly
as family members, sparking our research questions, and giving us a greater appreciation for the ways that care is
navigated. We consider what these overlaps reveal about the experiences of older women living with dementia and
their families, drawing on a life course perspective as a theoretical lens, to link our personal and professional
perspectives. Two research questions are addressed:
(1) How well do our quantitative data map onto our mothers’ experiences? and (2) What lessons do our
mothers’ experiences offer for the care of older women with dementia?

Background
The formal LTC sector includes a broad array of publicly- and privately-funded services, ranging from home care
(HC - including home nursing, personal support and therapies) through assisted living (AL) and finally, 24-hour nursing
home or residential care (RC - Menec et al., 2009). These services occupy an important place within the overall health
care continuum, but have been criticized as being fragmented and poorly integrated and coordinated (DilworthAnderson, Hilliard, Williams & Palmer, 2011). Additionally, because these services (acute care, primary care, home care,
and residential care) are organized and delivered in silos, no one sector has responsibility for ensuring continuity across
systems. In other words, clients are viewed as leaving one system of care (e.g., home care) to enter another (e.g.,

nursing home care) resulting in care provision that is guided by a ‘discharge mentality,’ rather than functioning under a
philosophy of ‘continuous care management’ (Dilworth-Anderson et al., 2011).
Additionally, research has focussed more on singular care transitions (Wysocki et al., 2014) and their predictors
(Callahan et al., 2012; Luppa et al., 2010) rather than examining the overall patterns of service use for LTC clients over
time (Coleman et al., 2004; Murtaugh & Litke, 2002). This gap in knowledge, coupled with the increasing prevalence of
dementia among older persons, provides an important rationale for this work (Alzheimer Society of Canada, 2010; WHO,
2015). Improved understanding of the pathways, predictors and experiences of persons with dementia and their
families is crucial for health care planners, and decision-makers in the multi-faceted care of these complex populations.
A life course perspective acknowledges the diversity and complexity of experience across time and space and is
therefore useful in understanding the care journeys of women with dementia (McDaniel & Bernard, 2011). Key
principles of this perspective include: a consideration of temporal (how what happens in early life affects outcomes in
later life) and geographical events (e.g., wars, recessions) and their contexts (social, political and economic); the timing
of lives (e.g., adolescence, old age); the heterogeneity of individuals (characteristics that influence different trajectories
such as age, gender, social class, and ethnicity); linked lives (lives are interdependent and connected particularly within
family units); and human agency and personal control (individuals are active agents who shape and are shaped by social
structures and events [Elder, 1985; Dannefer, 2011; Mayer, 2009; McDaniel & Bernard, 2011]).
The health of an individual with dementia on the LTC trajectory from home into nursing home care tends to be
characterized as one of progressive disability in terms of cognitive and physical functioning (Moorhouse & Mallery,
2012). At the same time, the pace of change can be much slower compared to those with other life threatening illnesses
such as cancer or heart failure (Moorhouse & Mallery, 2012), leading some researchers to suggest that persons with
dementia represent a distinct subgroup with unique service requirements (Covinsky et al., 2003; Kane & West, 2005).
For some, the slower pace of change can make it harder to recognize their palliative status, thereby restricting access to
specialized, end of life services when needed (Covinsky et al., 2003). Research also indicates that persons with dementia
experience more care transitions than others (Coleman& Boult, 2003) and have a higher risk of adverse events such as
medication errors, hospitalizations, stress and anxiety, and other problems than those without the disease (Manderson
et al., 2012). While most individuals with dementia are cared for at home, the progression of the disease often leads to

higher levels of care (McCabe, You & Tatangelo, 2016), with increased likelihood of institutionalization over time (Eska et
al., 2013).
Informal caregivers form the bulwark of the support systems of persons with dementia, providing a wide range
of services such as help with personal care and instrumental activities, (Gitlin & Wolff, 2011; Rosenthal, MartinMatthews & Keefe, 2007). By necessity, family members’ roles shift across the care journey –from more diverse and
intensive primary caring activities in the home, to a range of secondary caring activities upon institutionalization
(Gaugler, 2005; Moon et al., 2016). But these shifts can result in increased stress, and burnout, financial strain, social
isolation and reduced quality of life (Gaugler, Kane, Kane, Clay & Newcomer, 2005; McCabe et al., 2016; Rosenthal,
Martin-Matthews & Keefe, 2007). Finally, it is long recognized that LTC does a poor job of integrating family members
sufficiently into the interdisciplinary care team thereby heightening their stress, and promoting negative outcomes
especially around care transitions and trajectories (Dilworth-Anderson et al., 2011).

Design and Methods
In this paper, we triangulate two sources of data: quantitative data from our funded research program, with our
personal narratives about the experiences of our mothers who lived with dementia, and who received both home care
and residential care in the later years of their lives. The descriptive, quantitative data explore LTC service use pathways
and predictors among clients living in the small but populous health region of Fraser Health (FH) in British Columbia,
Canada. We link data from client management files, clinical and functional assessments (obtained using the Resident
Assessment Instrument - Minimum Data Set for Residential Care (RAI-MDS 2.0) and for Home/Community Care (RAI-HC),
Canadian Versions), and hospital discharge data files. The RAI assessment instruments have been extensively tested and
validated in more than 30 countries worldwide, including the US and Canada (Hirdes, Mitchell, Maxwell & White, 2011).
Our study cohort includes all female LTC clients aged 65+ as of January 1, 2008 who received publicly-subsidized
home care (i.e., home support, day programs, other home and community care services), professional direct care
services (e.g., home nursing, occupational therapy, physiotherapy, nutritional services), assisted living or long-term
‘residential care’ (i.e., the term used in British Columbia for nursing home care), with an initial service start in the 2008
calendar year. Only those who had a diagnosis of dementia at some point in their care trajectories between January 1,

2008 and March 31, 2012 were included (n=3,717). We were particularly interested in women who made the transition
from home care to residential care (HC>RC; n=1,340, 36.1%) since this pathway matched our mothers’ experiences.1
Our analyses focused on the prevalence of common LTC pathways (home care only (HC), HC to residential care
(HC>RC), and RC only (RC), and the impact of sociodemographic/economic variables (age, marital status, education,
income, living alone and residence), health variables (falls risk, activities of daily living [ADLs], cognitive performance
[CPS], depression, medical frailty [CHESS Score], pain, chronic conditions, incontinence, aggression and mortality), the
availability of a primary caregiver (type and hours of care per week), and service use variables (days in LTC, number of
hospitalizations and days in hospital). We then undertook a second descriptive analysis to examine the HC>RC group
comparing the characteristics of women with dementia upon entry into HC (Time 1), and upon the transition into RC
(Time 2).
Following our analyses of this transition, we proceed to a consideration of our mothers’ stories, analyzing our
transcripts by reading and re-reading the written vignettes and hand coding them for recurring, converging and
diverging themes, patterns and concepts (Boyatzis, 1998; Braun & Clarke, 2006); paying close attention to the methods
of narrative analysis (Riessman, 2008). To address our research questions, we consider core concepts from the life
course perspective that exemplify the heterogeneity and variability of human lives (age, gender, marital and health
status), and care contexts, but we were also able to examine the range of care options that were both needed and
available, linked lives (role of family), and issues of human agency and personal control.

Results
The Pathways and Characteristics of Women with Dementia Transitioning through LTC
Table 1 presents the descriptive characteristics of our sample of women with dementia who received some form
of LTC from 2008-2012. Movement from HC to RC was the most common trajectory for these women (36.1%), followed
by HC only (31.7%), and RC only (27.3%). Only a small proportion used various other form(s) of care.
A comparison of the women making the HC>RC transition to those experiencing the other two common
pathways (HC only or RC only), revealed both commonalities and differences. While the majority of women were
widowed, there was also a high proportion of married and living alone individuals. Geographically, although all groups
lived predominantly in urban areas, HC>RC clients were more likely to be living in suburban areas compared to the other

groups. The HC>RC transition group was situated between the other two groups in terms of most health measures: risk
of falls (high), ADL dependency, cognitive performance, frailty, pain, chronic conditions, aggression and mortality.
Notably, the transitional group had higher levels of depression. Though primary caregiver data was limited, women
making this transition were proportionally more likely to be supported by a spouse, consistent with their greater
likelihood of being married. Adult children was most likely to not live with the care recipient. Hours of weekly informal
care were highest among the HC>RC group. Finally, relative to formal service use, the HC>RC group spent a longer period
of time in LTC (as clients of both HC and RC), and their total number of hospitalizations was also the greatest.
[Insert Table 1 about here]
Table 2 reports on the HC>RC transitional group, comparing their characteristics at time of entry into HC and RC.
At the time of RC admission, women were less likely to be married or living alone. They were also in poorer health based
on ADL impairments, cognitive performance, incontinence and aggression. Conversely, assessed depression, medical
frailty, pain, chronic conditions, and falls risk were lower at RC entry. Finally, with regard to service use, older women
with dementia in the transitional group experienced significantly fewer hospitalizations after RC admission. Accordingly,
the number of days spent in hospital was considerably reduced reflecting the management of care within the RC facility
rather than in the acute care setting.

[Insert Table 2 about here]
Personal Journeys
The narrative stories of our mothers (Sheila and Gerta) are presented in Figures 1 and 2, respectively) in
simplified textual form. Consistent with our quantitative analyses, both Sheila and Gerta made the HC>RC transition, and
each of them died while in RC. Both had unique biographical characteristics and experienced multiple transitions and
relocations in their care trajectories.
[Insert Figures 1 and 2 about here]
In terms of social location, both similarities and differences were evident in their experiences. Sheila was initially
married, and over the course of her LTC journey, became widowed, and then moved in with her sister before entering
hospital and finally residential (nursing home) care. In contrast, Gerta, was widowed and had lived alone for a long
period of time prior to admission to home care, followed by assisted living, and then residential care. Sheila had an

average income while Gerta had above-average income, and each of them lived in the suburban areas of larger urban
centers. In addition, both were embedded in family support systems comprised of proximate and distal caregivers adult children for the most part, but also Sheila’s husband (Denise’s father), and her older sister at different points in
time.
Our mothers’ stories underscore the influence of timing on lives and reflect heterogeneity and variability in their
individual experience. The ages at which they were widowed, and the nature and timing of their diagnoses of dementia
were further marks of difference. As their health declined, both increasingly relied on family members living inside or
outside the household for assistance. The unique co-morbid conditions of our mothers also had a large impact on their
health and care trajectories over time. For example, Sheila’s health trajectory began with a history of hypertension,
leading to a stroke that went undiagnosed for a period of time. While her formal LTC journey was shaped more by
diagnoses of Alzheimer’s and vascular dementia, these were amplified by a later diagnosis of lung cancer while she was
undergoing testing in hospital. In contrast, Gerta suffered for an unknown period of time from Type II diabetes, also
undiagnosed. Like Sheila, her formal LTC journey was initiated in relation to her diagnosis of vascular dementia.
Eventually, following sequences of formal and informal care and hospitalizations, and through formal service
providers’ recommendations, both were admitted into residential care. In both cases, hospitalizations were an
important feature of the care journey, albeit in somewhat different ways –acute, episodic care for Gerta, and a
prolonged stay in acute care for Sheila before transitioning into an alternative level of care bed in hospital while she
waited for placement in a residential care facility. Throughout their care trajectories, both of our mothers relied on both
publicly- and privately-funded forms of mostly home-based care with paid companions and meal services being
especially important sources of support and social engagement.
Over time, we witnessed the ways our mothers’ identity and autonomy were being altered within specific care
contexts. A striking example of this was the characterization of our moms as uncooperative and ‘problematic’
(aggressive) in the RC setting, which led to them being restricted from social activities. At the same time, their limited
access to various medical and therapeutic forms of care (e.g., social stimulation, pain management and ambulation
devices) affected both quality of life and quality of care). Additionally, at many points along the care trajectory, family
members experienced feelings of confusion and frustration with the information and communication between formal
service providers and family members; challenging rather than promoting decision making.

Implications
This paper set out to address two research questions: (1) How do our quantitative data map onto our mothers’
experiences? and (2) What lessons do our mothers’ experiences convey about the care of older women with dementia?
To address these questions, we drew on a life course perspective that enabled us to reflect upon the connections
between our quantitative and qualitative data and our mothers’ experiences. Key concepts of: the heterogeneity and
variability of individual lives, timing and sequencing of health and care trajectories and service contexts, linked lives
(family ties), and issues of agency and personal control were important for our moms and our families. Reflecting on
these concepts, we explore the overall implications of our findings for policy and practice, theory development and
future research.
Heterogeneity and Variability of Individual Lives
Our quantitative analyses highlighted the major pathways that older women with dementia take through the
LTC system. HC>RC emerged as the most common trajectory and was also the trajectory experienced by our mothers.
This transitional group is around 83 years of age on average, more likely to be widowed (60%) and more likely to be
living alone (40%). From our personal narratives, our mom’s characteristics were broadly similar (HC>RC transition,
widowhood, suburban residence), but also unique from each other in terms of their age and income status, living
arrangements, and nature and types of co-morbid conditions and LTC services used.
Health and Care Trajectories and Service Contexts
Both datasets paint a picture of increasing frailty upon entry into residential care as measured by ADLs, cognitive
performance, incontinence and aggression. Falls risk, depression, medical frailty and pain were lower at this time
perhaps in part reflecting the timing of the RAI assessment after entry into care. In cases where assessment is delayed,
chemical and physical restraint policies, and changing medication regimes post-residential care placement may reduce
risk of falls, while the use of anti-psychotics may alter mood and behavior (e.g., reducing depression) which would give
the appearance of improved rates with entry.
Our mothers’ experiences also revealed the more complex, less linear nature of their pathways. Specifically,
health trajectories were gradual at some points, and sharper at other intervals. Both Sheila and Gerta became clients of
LTC (HC), shortly after their diagnoses of dementia. Later on, Sheila spent a prolonged amount of time in hospital

waiting for a residential care placement, whereas Gerta spent more time in the LTC system overall as someone who
transitioned from HC to assisted living, and then RC. Both Sheila and Gerta also appeared to experience greater declines
in physical and cognitive health after entering residential care:
… we had to deal with numerous health and care-related issues…; unapproved chemical restraints; repeated
falls; a fractured hip; facility unwillingness to follow up on the surgeon’s recommendations regarding
physiotherapy following surgery; confinement to a wheelchair for most of the day; and requests that we
designate mom for ‘comfort care’ only in case of medical emergency). As I recount selected aspects of mom’s LTC
journey, I receive an email from my brother, informing me that mom has been rushed to hospital for the second
time in two weeks. …this proves to be the final transition. (Gerta’s Story)

As family members and researchers, we were sensitized to the manner in which our mothers’ specific co-morbid
health conditions influenced their care journeys. Moreover, their conditions appeared to be amplified by associated
contextual factors and events such as policies and procedures around falls and chemical and physical restraints that
seemed to alter the nature and speed of the health and care trajectories of our moms in substantial ways. For Sheila,
increasing medical frailty (vascular and Alzheimer type dementia and a lung cancer diagnosis at a younger age), appear
to have accelerated her rate of decline in residential care. Her family noted, “We had little information about where she
was at with her dementia and, with the added diagnosis of lung cancer, we felt overwhelmed when thinking about what
her likely prognosis and journey would be given both of these conditions” (Sheila’s Story). Although health status is
commonly linked to heightened frailty and increased vulnerability to poor transitions, there is limited research on the
specific ways that co-morbidity interacts with other contextual factors to influence trajectories and quality of life (Chen
et al., 2007; Kellett, Moyle, McAllister, King & Gallagher, 2010; Moorhouse & Mallery, 2012; Sivananthan, 2015; Wysocki
et al., 2014).
Reducing unnecessary transitions is a recognized solution supporting quality of life and minimizing the likelihood
of negative health outcomes (Dilworth-Palmer & Anderson, 2011; Manderson et al., 2012). It is difficult to quantify
whether our mothers experienced more care-related transitions than other women with dementia. Much depends on
how we delineate exact transition points within the care journey (i.e., whether they are focused on health trajectories
such as changing cognitive status, on moves from one form of care to another, or on significant life course transitions
such as the transition into widowhood). What we can say is that many of these facets are reflected in the quantitative
data and explained more fully in qualitative studies that elaborate on the nuances of points of change. We also believe
that virtually every transition in our mothers’ care journeys prompted a corresponding trickle-down effect in terms of

care regimes, medications, restraints, social engagement, spirit, mood, identity, family responsibility, decision-making
and ultimately quality of life. In the months before their deaths, these processes were experienced as destabilizing and
often heartbreaking events for our moms and our families, on a seesaw between too little information on the one hand,
and too few care options on the other.
Hospitalization trends were a key part of the LTC journeys in both the quantitative and qualitative data. Our
qualitative analyses highlighted the importance of the timing and duration of hospital care, not only sequentially in
influencing whether and when transitions would occur from home to residential care, but also, as an influence on the
nature of HC and RC experiences. Our mothers’ experiences reinforced our interest in exploring and understanding
hospitalization patterns (when and how often they occur, how many days people spend in care) as a piece of the puzzle
within LTC trajectories for women with dementia (Chen et al., 2007).
Our personal narratives confirmed that an exclusive focus on formal, publicly-funded services provides only part
of the complex story of individual care journeys through the LTC system. For both of our mothers, a reliance on paid
companions was particularly notable; underscoring an important area of need within the continuum of care. To
illustrate, when formal care is more task-focussed (e.g., baths, meals) than person-centered (e.g., social activities), and
when family members face challenges in care provision (related to geographic distance, inflexible jobs, or the competing
demands of younger children), the quality of life of frail older adults may be substantively improved by the supportive
services offered by paid companions.
Linked Lives
The quantitative data revealed that the hours of weekly care provided by family members was highest for this
HC>RC transitional group, perhaps reflecting the progressive frailty of these care recipients, and their greater length of
time in LTC. These data revealed high levels of reliance upon spouses, and family members as caregivers, with adult
children tending not to live with the care recipient.
A life course perspective underscores the complicated nature of family roles and dynamics in the care of loved
ones with dementia (McCabe et al., 2016; Phillipson, Jones & Magee, 2014). Our personal data revealed family
members’ concerns about the quality of care received, rather than the amount of care, focussing for example on how
Sheila’s pain was not being effectively managed, influenced to some degree by the vastly different care philosophies of
the two doctors responsible for her treatment. In hindsight, greater communication among formal care providers and

family members about her potential ‘palliative status’ after her entry into RC, may have resulted in different responses
to her care (e.g., improved pain and symptom management is key emphasis within palliative approaches - Covinsky et
al., 2003; Kane & West, 2005). Even telling family members that the pathways ahead will be rocky and unpredictable
would be more helpful than silence or limited guidance, education or instruction (Gitlin & Wolff, 2011). Though not
without its own challenges, a palliative designation may have helped her family to better prepare for the future, rather
than existing in a state of limbo between expecting the worst while hoping for the best. Ultimately, these crucial
conversations are necessary and beneficial at multiple stages throughout the care journey in the interests of quality of
care and quality of life (Bergum & Dossetor, 2005).
Witnessing our moms’ increasing frailty, our families were often caught between in situations characterized by
equal parts vigilance and helplessness (Kane & West, 2005). For health care providers and decision-makers, improved
access to information about family circumstances (ranging from the size of the support network, proximity of caregivers,
levels of expertise of secondary as well as primary caregivers, nature of relationships among family members, health of
the spouse and other caregivers) and recognition of family roles, may help to smooth out some of these rough edges
and support better relationships and more effective care planning (Dilworth-Anderson & Palmer, 2011). Despite their
overall importance in characterizing broad patterns and aggregate trends, quantitative data cannot help as much with
this level of understanding.
Agency and Personal Control
Tied to linked lives, issues of agency and personal control also emerged in the qualitative data regarding the care
of older women with dementia. Common to our families’ experiences of the HC>RC trajectory was the shift in our
moms’ identities from independent to highly dependent, frail people. Within families, this growing awareness of frailty,
whether sharp or smooth, propels adult children headlong into the role of primary carers for their parents. In Gerta’s
case, family tried to reinforce Gerta’s independence by enabling her to remain in her own home, and working actively to
keep her in the assisted living facility for as long as possible. “Family members attempted to help mom stay under the
radar at the residence in the hope that this might prolong her ability to remain there rather than progress to RC. (Gerta’s
Story). Thus, critical issues of personhood, identity, agency and control were embedded in our moms’ experiences, and
reflected in our experiences as families as we struggled to ‘do what was right.’ In hindsight, our academic experience as
social gerontologists seemed to have little impact on the everyday challenges and experiences of our moms within the

LTC system. And profoundly, through our personal experiences, we felt that we lost more faith than we gained, about
how the system actually operates and functions.
Qualitatively, the relationship between identity and social engagement for women with dementia is also an
important area for research. This relationship could be further theorized using a life course perspective. For example,
our personal narratives reflected how the broader care system [re]-identified our moms as problematic in terms of their
behaviors (aggression and wandering) even though as family members, we knew our moms throughout their lives as shy
and gentle women, who we believe would still have benefited from more social engagement rather than less. Over
time, we watched them become stigmatized and more isolated by their newly acquired, negative residential care
identities.
Although our academic backgrounds contributed to our knowledge and potential ability to navigate the formal
LTC system, other factors were constraining. For example, living in different provinces from where our mothers were
cared for reduced our knowledge of local service contexts and also relegated us (within both the family and service
delivery environments) to the position of long-distance secondary, rather than primary caregivers. As a result, we were
not necessarily included in day-to-day decision-making with regard to our mothers’ care, but were often engaged in
short and intensive bursts of involvement in decision-making and caring activities that afforded respite for other local
family members when we were home (Lewis, 2008). As elder daughters, we had both contemplated moving our moms
closer to us for care purposes, but the delicate state of their health at the point in their care trajectories where they may
have been open to such a move, a lack of portability in provincial health care plans, dynamics linked to their current
geographical residency, and concerns about relocation prevented this from being a real possibility. Both the quantitative
and qualitative data emphasized an opportunity for further research in this area around the impact of ‘relocation’ on
frail individuals, particularly those with dementia (Cohen & Pushkar, 1999). Our personal experiences suggest that
relocation, particularly into residential care influenced levels of anxiety, agitation, aggression, falls risk and wandering
behaviors for our moms, in tandem with the progression of their disease states. Keeping the most frail individuals where
they are rather than subjecting them to multiple dislocations and relocations based on policy (e.g., first available bed
criterion, and pressures on limited bed supply) must be considered more fully from the standpoints of quality of life and
quality of care. Such stability is supported by research that argues that ‘wandering’ is not a random or purposeless
behavior for persons with dementia, but is a responsive behavior triggered by environmental and social factors

(Sadowsky & Galvin, 2012). Ultimately, personhood and identity may be fostered through the establishment of stable
and familiar environments, as well as by maintaining and promoting, rather than reducing social activities and contacts
(Brooker, 2003).

Limitations
Several research limitations should be noted. Quantitatively, we had only four years of data with which to
understand the experiences of women with dementia moving through the LTC system. Further, we had to restrict our
sample to only those women who had valid RAI assessments at entry into both HC and RC, which reduced the final
sample size. Although comparative analysis revealed few significant differences between those who had assessments
and those who did not, this remains a concern for future analyses. Another challenge in using the RAI data was that
some variables are defined differently in each of the two instruments (e.g., incontinence and chronic conditions).
Consistency in how variables are measured, and incorporation of comparable data on informal care providers such as
the number and gender of adult children, their geographic proximity and ability to provide care, and their own health
status and concerns, especially for spousal caregivers would be meaningful (Gaugler, 2005). Since health sector reforms
will continue to put different pressures on family caregivers, understanding both their capacities and limitations will
remain critically important (Dilworth-Anderson et al., 2011; McCabe et al., 2016).
We have already noted the importance of incorporating hospitalization trends into research on LTC service use
trajectories, as are algorithms for linking quantitative data sets together for longitudinal analyses. Such information is
beneficial to enhance our understanding service use trajectories, and their causal patterns and predictors. This
knowledge will also be meaningful for: resource allocation decisions; local, national and international comparisons; and
in promoting the care of frail individuals under a philosophy of ‘continuous care’ rather than discharge management
(Butz & Torrey, 2006; Dilworth-Anderson et al., 2011).
Our personal narratives add critical dimension and depth to our quantitative analyses. Writing our mothers’
stories was challenging to say the least as we aimed for authenticity and representativeness, but were challenged to
illuminate such complexity in a concise and condensed format. We consulted with family members to assist with our
recall of the timing and import of reported events, however, the interpretation of the stories is ours alone, and likely
reflects our particular viewpoints, biases and emphases.

Finally, though a life course perspective emphasizes the need to locate individual trajectories in a macrostructural and socio-historical context, our analyses were necessarily confined to the micro-level. Extensive macro-level
health sector restructuring initiatives in recent decades throughout Canada, are expected to continue to erode publicsector home care services and nursing home bed supply in ways that are unique and distinct from the US, or other
service contexts. To illustrate, in Canada, it is common for older persons to occupy more costly alternative care (ALC)
beds or transitional beds in hospital while they await placement in a nursing home/residential care facility (Banerjee,
2007; Sivanthan, Doupe & McGregor, 2015), a facet of Sheila’s experience. Similarly, the broader health service context
influenced the range of available health care options for Gerta and Sheila, notably: reduced access to home nursing
services; increased need for private pay services such as meals and companions; and reduced access to specialized
dementia care units, assisted living and residential care facilities. Research should continue to examine individual
diversity, linked lives and family dynamics, alongside these shifting social, historical and organizational contexts
(Dannefer, 2011; McDaniel & Bernard, 2011).

Conclusions
In this paper, a life course perspective was a highly relevant framework for helping us to organize, integrate and
synthesize the lessons learned from our quantitative and qualitative data. It also enriched our understanding of the
diverse and complex transitions and trajectories experienced by women with dementia and their families. Allen, Griffiths
and Lyne (2004) caution that residents’ journeys and experience often reflect a series of false starts, blind alleys and
changes in direction. Notwithstanding our quantitative data which suggest a limited number of fairly clearly defined and
predictable care trajectories, as families, we often experienced the system in this unpredictable and non-linear way.
Sadly, the wisdom of Kane and West in 2005, feels true to us today. More than a decade on, we have still not made
substantial progress in the provision of person and family-centered LTC. Ultimately, the individual person, and the
family, still seem lost in a cracked and broken system.
Finally, just as we began, we return once again to the metaphor of Janus, god of births and journeys, beginnings
and transitions. Janus has two faces: looking back into the past, it is evident that we have only a limited knowledge of
the combination of services (community-based and institutional, public and private, formal and informal) that people
rely on as they navigate through the ‘continuum’ of care (Karmel et al., 2012). Looking forwards, attending to the care

needs of older women with dementia and other frail older adults, compels an ongoing engagement with longitudinal
quantitative and qualitative studies. A life course perspective offers insights into the development and delivery of more
inspired, compassionate, and continuous care for frail older persons with dementia and their families.

Notes
1

Only 761 (56.8%) of these women had valid RAI assessments completed at both entry into HC and entry into RC,

thereby limiting our final study sample to this latter group. A comparative analysis of the missing data revealed few
significant differences between those who had assessments and those who did not.
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Table 1: Characteristics of women with dementia in long-term care in a Canadian context (2008-11)a

All women with dementia
(N = 3,717)

Demographic
Aged
% 85 or olderd
High school or higher
Low income (supplement)e
Living alone
Marital status
Married
Widowed
Separated
Divorced
Never married
Other
Location of Residencef
Rural
Suburban
Urban
Health
Falls riskg
Low
Medium
High
ADLh
CPSi
Depressionj
Medical frailty (CHESS score)k
PAINl
Number of chronic conditionsm
Incontinencen
Aggressiono
Died within study period
Primary caregiverp
Spouse
Child/child-in-law (live with)
Child/child-in-law (not live with)

Care pattern HC onlyb
(N = 1,179; 31.7%)

Care pattern HC > RC
(N = 1,340; 36.1%)

Care pattern RC only
(N = 1,014; 27.3%)

Other care pattern
(N = 184; 5.0%)

N / Mean

Percentage /
CI

N / Mean

Percentage /
CI

N / Mean

Percentage /
CI

N / Mean

Percentage /
CI

N / Mean

Percentage /
CI

83.5
1,728
1,656
1,642
1,454

(83.3, 83.7)
46.5%
46.7%
44.9%
39.6%

83.1
518
511
599
445

(82.7, 83.4)
43.9%
44.8%
52.5%
38.2%

83.3
599
611
606
547

(82.9, 83.7)
44.7%
47.1%
45.5%
40.9%

84.4
533
453
329
354

(84.0, 84.8)
52.6%
48.7%
32.8%
35.9%

83.5
78
81
108
108

(82.5, 84.4)
42.4%
45.0%
59.3%
59.3%

972
2319
49
215
107
7

26.5%
63.2%
1.3%
5.9%
2.9%
0.2%

333
707
20
69
32
4

28.6%
60.7%
1.7%
5.9%
2.7%
0.3%

404
809
15
67
40
2

30.2%
60.5%
1.1%
5.0%
3.0%
0.1%

208
669
12
65
31
1

21.1%
67.8%
1.2%
6.6%
3.1%
0.1%

27
134
2
14
4
0

14.9%
74.0%
1.1%
7.7%
2.2%
0.0%

399
1,336
1,982

10.7%
35.9%
53.3%

156
408
615

13.2%
34.6%
52.2%

157
501
682

11.7%
37.4%
50.9%

73
367
574

7.2%
36.2%
56.6%

13
60
111

7.1%
32.6%
60.3%

p-valuec

<.001
<.001
0.325
<.001
<.001
<.001

<.001

0.023
2,003
881
799
1.4
2.4
1.7
1.3
0.9
2.7
1,423
600
1,116
685
893
1,588

54.4%
23.9%
21.7%
(1.4, 1.5)
(2.4, 2.5)
(1.6, 1.8)
(1.3, 1.4)
(0.9, 1.0)
(2.6, 2.7)
38.7%
16.3%
30.0%
18.8%
24.5%
43.7%

647
293
225
0.9
2.1
1.6
1.2
1.0
2.8
380
135
251
224
358
439

55.5%
25.2%
19.3%
(0.9, 1.0)
(2.1, 2.2)
(1.5, 1.8)
(1.1, 1.3)
(1.0, 1.1)
(2.7, 2.9)
32.6%
11.6%
21.3%
19.2%
30.7%
37.7%

755
292
293
1.1
2.3
1.9
1.4
0.9
2.6
439
220
420
311
318
538

56.3%
21.8%
21.9%
(1.0, 1.1)
(2.2, 2.4)
(1.7, 2.0)
(1.3, 1.4)
(0.9, 1.0)
(2.5, 2.7)
32.8%
16.4%
31.3%
23.2%
23.8%
40.2%

501
253
242
2.6
3.1
1.6
1.5
0.8
2.5
559
238
409
137
181
497

50.3%
25.4%
24.3%
(2.5, 2.7)
(3.0, 3.1)
(1.4, 1.7)
(1.4, 1.5)
(0.7, 0.9)
(2.4, 2.6)
56.2%
23.9%
40.3%
14.4%
19.0%
52.2%

100
43
39
0.6
1.7
1.7
1.2
1.0
3.2
45
7
36
13
36
114

54.9%
23.6%
21.4%
(0.4, 0.7)
(1.6, 1.8)
(1.3, 2.0)
(1.1, 1.4)
(0.8, 1.1)
(2.9, 3.4)
24.7%
3.8%
19.6%
7.1%
19.8%
62.6%

<.001
<.001
0.016
<.001
<.001
<.001
<.001
<.001
<.001
<.001

Other (relative, friend,
neighbour)
No primary caregiver
Hours of informal care weeklyp
Service use
Total days in long-term care
Total hospitalizationsq
0
1
2
3+
Total hospital days

437

12.0%

136

11.7%

160

12.0%

122

12.8%

19

10.4%

35
19.4

1.0%
(18.7, 20.1)

8
21.8

0.7%
(20.6, 23.0)

11
22.5

0.8%
(21.2, 23.8)

16
13.3

1.7%
(12.0, 14.5)

0
12.0

0.0%
(10.3, 13.6)

752.5
2.1
843
1,020
671
1,183
40.1

(738.0, 767.1)
(2.0, 2.1)
22.7%
27.4%
18.1%
31.8%
(38.5, 41.7)

624.9
1.9
341
299
198
341
25.4

(600.6, 649.3)
(1.8, 2.0)
28.9%
25.4%
16.8%
28.9%
(23.2, 27.7)

923.7
2.3
283
324
241
492
43.4

(900.8, 946.6)
(2.2, 2.4)
21.1%
24.2%
18.0%
36.7%
(40.6, 46.2)

654.2
1.8
180
363
204
267
52.6

(626.6, 681.8)
(1.7, 1.9)
17.8%
35.8%
20.1%
26.3%
(49.5, 55.7)

866.0
2.8
39
34
28
83
41.6

(807.7, 924.3)
(2.5, 3.2)
21.2%
18.5%
15.2%
45.1%
(33.8, 49.3)

<.001
<.001
<.001
<.001

<.001

Sources: Analysis utilized anonymized linked administrative data from long-term care clients in the Fraser Health Authority in British Columbia, Canada, including client demeographic and service utilization
records, Resident Assessment Instruments (interRAI) for Residential Care (RAI-MDS 2.0) and for Home/Community Care (RAI-HC), Canadian Versions, and Discharge Abstract Database (DAD) hospital
discharge records. All clients received long-term care services between January 1, 2008 and December 31, 2011.
Notes: aBased on demographic and RAI assessment values closest to the start of LTC - baseline. bCare patterns based on first and last service records. cSignificance testing (p-value) compares differences
across all pattern groups using either chi square or one-way ANOVA, as appropriate. dAge as of the start of initial long-term care service. eReceipt of Guaranteed Income Supplement provided to older
adults below minimum income threshold. fBased on geocoded location of first three digits of residential postal code. For residential care clients, this should represent last known home address. gClinical
Assessment Protocol to represent risk of future falls. hActivities of Daily Living based on ADL Self-Performance Hierarchy Scale; range 0=Independent to 6=Total dependence. iCognitive Performance Scale;
range 0=Intact to 6=Very severe impairment. jDepression Rating Scale, range 0 to 14, with higher values indicating more numerous and/or frequent symptoms of depression. kChanges in Health, End-Stage
Disease and Signs and Symptoms (CHESS), range 0=no instability to 5=highest level of instability. lPain scale, range 0=No pain to 3=Severe daily pain. mBased on chronic conditions common to both the
home care and residential care assessment instruments, range 0 to 10. nEvidence of either bladder and/or bowel incontinence. oEvidence of minimum one item associated with Aggressive Behaviour Scale,
including verbal abuse, physical abuse, inappropriate behaviour and resisting care. pPrimary caregiver and informal care information is included on the RAI-HC instrument only. Clients without a home care
q
assessment will be missing for these items. Hospitalizations with a discharge date more than 365 days prior to the start of LTC have been excluded from the analysis of hospital variables.

Table 2: Characteristicsa of women with dementia in long-term care who transition from home care to
residential care in a Canadian context (N = 759) (2008-11)b

Start of Home Care

Demographicd
Age
% 85 or older
Married
High school or higher
Low income (supplement)
Living alone
Location of Residence
Rural
Suburban
Urban
Health
Falls risk
Low
Medium
High
ADL
CPS
Depression
Medical frailty (CHESS score)
PAIN
Number of chronic conditions
Incontinence
Aggression
Died within study period
Age at death
Service use
Days in HC / RC
Hospitalizations in HC / RC
Hospital days in HC / RC

Start of Residential Care

p-valuec

N / Mean

Percentage / CI

N / Mean

Percentage / CI

83.2
335
234
341
351
300

(82.8, 83.7)
44.1%
30.9%
46.4%
46.6%
39.5%

84.4
376
208
177

(83.9, 84.8)
49.5%
27.5%
24.0%

<.001
<.001
<.001
<.001

122
257
380

16.1%
33.9%
50.1%

-

-

<.001

404
182
173
1.1
2.3
1.9
1.4
1.0
2.7
262
142

53.2%
24.0%
22.8%
(1.0, 1.2)
(2.2, 2.4)
(1.7, 2.1)
(1.3, 1.5)
(0.9, 1.0)
(2.6, 2.8)
34.6%
18.7%

595
133
31
2.5
3.0
1.3
0.7
0.6
2.5
353
322
223
86.4

78.4%
17.5%
4.1%
(2.3, 2.6)
(2.9, 3.1)
(1.2, 1.5)
(0.6, 0.7)
(0.5, 0.6)
(2.4, 2.6)
46.5%
42.4%
29.4%
(85.4, 87.3)

402.7
1.2
31.2

(377.7, 427.6)
(1.1, 1.3)
(28.1, 34.2)

545.0
0.4
3.5

(518.0, 572.0)
(0.4, 0.5)
(2.6, 4.4)

<.001
<.001
<.001
<.001
<.001
<.001
<.001
<.001

<.001
<.001

Notes: aBased on demographic and RAI assessment values closest to the start of HC / RC. bOnly includes women with at least one
valid home care and residential care assessment (n = 759). cSignificance testing (p-value) compares differences between clients at
start of HC and start of RC using paired t-test. dSee table 1 for further notes on specific variable definitions. eVariable was not
measured on RAI assessments and only captured once (time invariant).
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Figure 1. Sheila’s Story
At the age of 73, Sheila was diagnosed with Alzheimer and vascular type dementias while further testing
revealed she had suffered a stroke that had gone undetected. Shortly afterwards, she and dad moved back
to their home province. My dad was a competent, protective and often frustrated, caregiver to mom for
several years. To reduce his caregiving load, mom began to use basic home care services mostly case
management, but also publicly-funded home care (help with personal care and bathing). They also began to
receive meals assistance (also publicly-funded) a few times a week. During this period, my father was
diagnosed with stomach and esophageal cancer. He was assessed as being on a dying trajectory and was
placed in a purpose-built, hospice care facility. He resided there for seven months until he passed away (a
story for another time). When dad moved into hospice, mom moved in with her older, widowed sister. They
lived together for about ten months before mom became severely anemic and was hospitalized.
While in hospital, additional testing and discussions ensued with the discharge planner about whether to
continue to care for mom at home (her sister’s place), or have her placed in an assisted living facility. This
testing revealed that mom also had lung cancer which led to difficult conversations for her family (my aunt
and my brother and sister and I) in what felt like an information vacuum. We had little information about
where she was at with her dementia and, with the added diagnosis of lung cancer, we felt overwhelmed
when thinking about what her likely prognosis and journey would be given both of these conditions. After
much discussion, it was determined that she could no longer be cared for in a home setting (my sister, my
brother or her sister). We hoped she was high functioning enough to be placed in assisted living; however,
with the diagnosis of lung cancer, nursing home/residential care quickly became the better choice. She was
moved to a dementia care unit (bed) in the hospital to await placement in a facility. She remained there for
just under three months. Almost overnight she seemed to become frail, and her care trajectory unstable and
unpredictable. During the latter stages of her hospital stay she had begun to wander extensively at
nighttime.
For her family, her lengthy stay meant that the hospital setting had become a ‘safe’ and familiar
environment - one that was easy to navigate, close to her children’s homes, and located adjacent to natural
outdoor spaces. In addition, mom had quickly established friendships with two other patients in the unit
given her open and friendly demeanor. Nevertheless, before the end of her third month there, she was
moved to a residential care facility in a much bleaker part of the city in terms of access to green space and
views, but still with reasonably good access for family members. In this new environment, her health
deteriorated. The nighttime wandering accelerated and she fell on several occasions. Under a ‘no restraint’
policy, her face and body were black and blue, and her pain seemed to be poorly managed.
The facility doctor told us we should try to prevent mom from sleeping so long during the day so that she
would sleep better at night. To achieve this goal, we hired a paid companion for a few hours each day and we
visited her as often as we could in daytime. A most gentle soul all her life, it was unbearable to us that staff
deemed her ‘aggressive’ and appeared to leave her in her room rather than integrate her into the larger
group for socialization. Her world closed in. When my sister and I took her to hear two musicians one day,
she perked up and even danced her way back to her room. We again spoke with the doctor about our
perceptions of her unmanaged pain. A new doctor was assigned and her pain medication regime changed.
Contrary to previous advice, this doctor recommended that we let mom wander and sleep during the day as
she wished. Mom would often wander into the room of one other man down the corridor and sleep in his
wing chair beside him. The staff would move her back to her own room when his wife came to visit. I think he
reminded her of my dad. Falling again, mom was taken to hospital. We believe she probably perforated her
liver at this time. With complications from her liver and her anemia, the advancement of the lung cancer, and
her dementias, she had no more reserves to draw upon, and died in the care facility two months later, at the
age of 77.
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Figure 2. Gerta’s Story
Gerta was 80 when she was diagnosed with Type II diabetes. She was widowed and had been living on her
own for over 20 years. Until then, her health seemed to be very good. It would be another 2 ½ years before
she was formally diagnosed with vascular dementia associated with delayed diagnosis and treatment of
diabetes. In retrospect, family members and friends had noted lapses in memory and slowly increasing
difficulties in mom’s ability to look after herself and her home for a number of years. Periodically, someone
would suggest that mom look into assisted living or an apartment in a city and neighbourhood closer to her
children. However, she preferred to continue to live alone in the home and the city where she and our father
had established their roots after immigrating to the country from Europe.
Over the next few years, growing concerns regarding mom’s increasing disorientation, lethargy, and social
isolation led us to encourage her to seek specialized medical advice. A geriatric psychiatrist stated that mom
was suffering mild cognitive impairment that could likely be stabilized if her diabetes could be brought under
control. To assist mom get a handle on her diet and control her blood sugar levels, we paid for meals to be
delivered. A few months later, when it became clear that the demands of monitoring her blood sugar levels
and managing her medications were more than she could manage, publicly-funded home care services
(nursing, home care aide) were sought out and added for an hour or so per day. Six months later, mom
reluctantly agreed to give assisted living a try. Once there, the food, gardens, and presence of other people in
the complex won her over and she decided to stay. Shortly thereafter, government cutbacks resulted in the
nursing services being discontinued. Her other home care services (breakfast, help with medications)
continued, supplemented by prompts to take a bath.
Mom’s physical and cognitive functioning continued to decline and her friends rarely visited. Her shyness
and increasing cognitive problems meant that she remained an outsider and was not sought out to
participate in the social activities or outings available to residents. Most of her family lived far away. All
visited when they could, but we also hired someone to provide companionship and assist with outings.
Family members also attempted to help mom stay under the radar at the residence in the hope that this
might prolong her ability to remain there rather than progress to nursing home care. Unfortunately,
concerns about mom’s wandering and other problems resulted in a request for mom to be moved. She had
managed to remain in assisted living for just under one year.
The home care case coordinator recommended that mom be admitted to nursing home care and
suggested we tour facilities to identify our top choices for placement. Before this was completed, at the
request of assisted living staff, mom was moved into temporary Urgent Care in a nursing home. Despite
numerous hours spent researching and visiting different nursing homes, we were informed that mom would
be moved to whatever home had space at the time. The one that she was designated to go to had a poor
reputation and was located in a distant and inhospitable area of the city. The nursing homes that we had
identified as preferences had waiting lists of 1 ½ years or more. To avoid placement in the undesirable
setting, we were advised to make a nursing home without a long waiting list our first choice and then, after
placement, request that mom be put on the waiting list for our preferred location. This we did.
Eighteen months after being admitted to nursing home care, mom remained a resident of the same
facility. Her physical and cognitive abilities continued to decline and we had to deal with numerous health
and care-related issues (e.g., a flu outbreak; staff concerns that mom was uncooperative during bathing;
unapproved chemical restraints; repeated falls; a fractured hip; nursing home unwillingness to follow up on
the surgeon’s recommendations regarding physiotherapy following hip surgery; confinement to a wheelchair
for most of the day; and requests that we designate mom for ‘comfort care’ only in case of medical
emergency). As I recount selected aspects of mom’s LTC journey, I receive an email from my brother,
informing me that mom has been rushed to hospital for the second time in two weeks. Although she is sent
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back to the nursing home the next day, this proves to be the final transition. We are saddened that her
journey should end (at the age of 87) with the quality of her life having been so severely compromised.

27

