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Abstract

Introduction

Accelerating rates of dementia worldwide coupled with older adults living longer in the com-
munity calls for greater focus on quality home care support services. Few frameworks for
quality dementia home care exist though prior findings have found elements considered to
be important for “good” home care for people living with dementia. This study aimed to iden-
tify core components of a quality home care experience for people with dementia and their
caregivers.

Methods

As part of a larger research study, in-depth interviews were conducted with persons living
with dementia and caregivers (n = 25) to explore hospital-to-home care transitions. The
design used for this study was a qualitative description. We used deductive-inductive the-
matic analysis, which was informed by previous work in this area. Open codes were mapped
to pre-determined themes, and for codes not accommodated by an a piori framework, new
themes were developed.

Findings

Our findings resulted in 4 overarching themes. Two themes were identified deductively
(Availability and Acceptability of Home Care Services) and two inductively (Adaptability and
Affordability of Home Care Services). Findings highlight the roles of family—care provider
partnerships and responsive support in receiving quality home care, and the cost associated
with unmet needs.

Interpretation

With an aging population, an increase in home care client acuity, and post-COVID-19 con-
cerns over long-term care, more attention is needed to improve the quality of home care.
The demand for these services will continue to increase particularly for those living with
dementia and their families. The findings of availability, acceptability, adaptability, and
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affordability as core to quality care can help lay the groundwork for a home care framework
for persons living with dementia and their caregivers. Future research could benefit from
comparative analyses to evaluate the applicability of the findings to non-dementia home
care service users and caregivers.

Introduction

Accelerating rates of dementia worldwide is a significant challenge to health systems [1]. In
Canada, 500,000 people are living with dementia [2]. By 2031, this figure is projected to almost
double to 937,000 [2]. As the majority of older adults have a desire to age at home, including
those living with dementia, higher reliance on home and community care support services is
expected to increase [3]. Home care supports and services are designed to enable older adults
to safely remain in their own homes by providing a suite of support services, like nursing, per-
sonal support, and rehabilitation [4] Compared to community dwellers without dementia,
those with dementia are more likely to use home care support services over time [5,6]. Further,
individuals affected by dementia and their caregivers were particularly vulnerable to restricted
or suspended access to services including home care amid the COVID-19 pandemic [7,8].
Notably, though home care service utilization declined dramatically during the first COVID-
19 wave (March and April 2020), home care service utilization surpassed historical levels by
end of September 2020 [8], signalling an even greater demand in the home care sector.

Due to the progressively debilitating and dependency provoking nature of dementia, family
caregivers provide the bulk of support. Canadian family caregivers give 26 hours of support on
average per week compared with 17 hours to older adults who do not have dementia [9].
Access to formal home care can support caregivers in their role in helping to manage the daily
challenges of providing care for persons living with dementia, care, can even delay entry into
long-term care (LTC) [10,11]. Home care is designed to help support people in their own
homes, rather than in hospitals or LTC, and for them to live as independently as possible [4].
For people with ongoing care needs, home care may be required following a transition from
the hospital. A recent study centered on care transitions identified the quality of home care as
central for patients and family caregivers [12]. Challenges included accessing a range of needed
community services and dealing with untimely, insufficient, and unreliable home care services
[12]. Dissatisfaction with service quality, notably the lack of responsiveness and flexibility to
the holistic needs of patient-caregiver dyads, was found in the international caregiver literature
[13]. Poor quality of in-home care is also a risk factor for LTC placement [14].

In contrast, studies have identified elements considered to be important for “good” home
care for people living with dementia [11,15-17]. These elements include the availability of for-
mal home care services and support, in addition to the perceived knowledge, security and dig-
nity needed to care for a person with dementia [11,15]. While few frameworks for quality
dementia home care exist for use in general health settings [18], Forbes and colleagues (2008)
previously identified the availability and acceptability of formal services as central to positive
home and community care experiences. However, absent from the literature is a recent over-
arching understanding of what defines quality home care and associated best practices for
those living with dementia in the community. A better understanding could help to improve
models of care, workforce training and quality standard development of home-based care to
support people with dementia and their caregivers. Therefore, the objective of this study was
to identify core components of a quality home care experience as perceived by persons living
with dementia and their family caregivers.
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Design and methods
Design

A qualitative study was undertaken to capture the hospital-to-home care transition experience
of older adults living with dementia and their family caregivers. A series of in-depth semi-
structured interviews were conducted by an experienced qualitative researcher who also has
clinical experience as a nurse in the areas of mental health and geriatrics. The participants
were not previously known to the researcher and the researcher established rapport during the
consent and interview process. To capture the perceived quality of home and community care
supports, the design used for this study was qualitative description. COVID-19 restrictions
placed on in-person recruitment and data collection limited access to potential participants for
face-to-face interviews. Instead, we developed and drew on pre-existing relationships with
stakeholders (i.e., clinicians, caregiver advocates) and organizations (senior support services,
dementia support groups) in Canada to support the dissemination of study material for
recruitment purposes. Since the bulk of data collection occurred during COVID-19, most
interviews happened over a videoconferencing platform (i.e., Zoom) apart from three in-per-
son interviews before the pandemic. Virtual data collection facilitated researcher—participant
rapport building by way of seeing each other and responding to nonverbal cues [19]. Many
recruited caregivers identified as previously actively caring for someone living with dementia
who had since passed away or transitioned to LTC due to an advanced stage of the disease.

Sample

A purposeful sampling technique was used to identify participants initially from the hospital
setting and then the community following COVID-19 restrictions. Inclusion criteria for par-
ticipating were people aged 65 or older: who had a diagnosis of dementia at a mild to moderate
stage, who had at any time experienced a transition from hospital back to their home; and/or a
family caregiver, who cares or previously cared for a person living with dementia who had
experienced a transition in care at any time from a hospital back to their home. Participants
were not limited to a geographic area in Canada and a diagnosis of dementia was determined
based upon self-report of a diagnosis. The interview guide consisted of open-ended questions
about the care transition experience, including a focus on supports and resources available fol-
lowing the discharge home (see Box 1 for sample interview questions). Demographic data
were collected before the interview. Interviews occurred between December 2019 and October
2021, lasted on average 67 minutes, and ranged between 38 and 99 minutes. All interviews
were digitally recorded and transcribed verbatim. Interviewing ended on reaching thematic
saturation, which we identified as the point when no newly identified codes or themes
emerged from the final interviews.

Box 1. Sample interview questions
Exploring the Transition from Hospital to Home
1. Tell me about a hospital admission and transition back home that you experienced. . .

a Probe: As you look back on your stay in the hospital, how were you prepared for the
transition home?

b Probe: How were you involved in the discharge planning?
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2. Tell me about your most recent transition home from [hospital name]?

a What was it like for you [caregiver]?
b What role [caregiver] did you play?

¢ Who, if anyone, influenced your experience? [probe: ask them to elaborate, how
was their experience influenced, etc.]

3. What needs did you have during the transition process?

Probe: Educational, informational, relational, management

a How were these needs met or not met?

Exploring the Adjustment to Being at Home

4. Can you tell me more about your role as [NAME OF PATIENT]’s caregiver?
5. What was life like once you returned home from the hospital?

6. Did your role as caregiver change for NAME OF PATIENT] once he/she returned
home?

Probe: How were you prepared? How did you feel?
7. Tell me about coordinating care since being discharged?

Probe: How has it been arranging appointments, setting up and accessing services?

Discussing Supports and Recommendations

8. What were some resources or supports that you were able to access?

9. What, if anything, would have made things easier (e.g., family/friends, community,
medical)?

Analysis

The analysis closely followed Braun and Clarke’s thematic process [20], and it incorporated an
inductive-deductive approach. Once the transcribed data was read and re-read (Phase 1), for
Phase 2, initial codes were generated inductively by the first author (MS) across the entire data
set. Phase 3 involved re-focusing the initial codes by mapping relevant codes to themes derived
from Forbes et al.’s definitions of ‘Availability’ and ‘Acceptability’ of formal care services for
persons with dementia and their family caregivers (see Table 1 for Forbes et al.’s themes/sub-
themes and definitions). Following the collating of inductive codes to the deductively identi-
fied themes, themes were further refined (Phase 4). For example, reviewing and reworking the
themes created several new themes [20]. While the analysis utilized a priori concepts and their
definitions, new themes were also created inductively where data were not accommodated by
the framework to avoid forcing data into prescribed categories [21]. Rigor was determined
using a set of strategies including a coding system, and peer debriefing with other researchers
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Table 1. Forbes et al, themes, sub-themes and definitions.

Themes and Sub-themes Definition

Availability of Home and Community- | Refers to the extent to which participants had access to services that could
Based Services help caregivers in their care work and enable the person with dementia to
remain in their own homes.

Acceptability of Home and Perceived quality of service and relevant dimensions are noted as the sub-
Community-Based Services themes below.
Comprehensive Assessments, Receipt of comprehensive, thorough assessment through engaging with
Treatments, and Provision of professional support.
Dementia Care
Inconsistency of Care Breakdown in the continuity of care by the provision of inconsistent care
Providers providers and delivery of services.
Attributes of Trusting Challenges establishing trusting partnerships based on inconsistent care
Partnerships providers, perceived providers being insensitive to the needs of family
members, and not meeting expectations of professional conduct.
Inflexible Care Lack of customizable planning to meet individual client needs.
Cost of Services The fee associated with supportive services (e.g., homemaking assistance)

https://doi.org/10.1371/journal.pone.0274269.t001

and clinicians [22,23]. Engaging in memo writing and reflexive practice also served as a way of
establishing rigor [24].

Ethical approval

Ethical approval and subsequent amendments to the study design were granted by Sinai
Health’s Research Ethics Board and the University of Toronto’s affiliated Research Ethics
Board. For persons living with dementia who could not provide written informed consent,
consent was obtained from a substitute decision maker. In interviews that happened in-person,
ongoing assent (or dissent) was observed during the interview process [25]. When signed con-
sent was not possible due to COVID-19 restrictions, we received and recorded verbal informed
consent before the interview starting from every study participant.

Findings
Twenty-one interviews happened with twenty-five participants: 4 persons with dementia with
their caregiver (spousal = 3, daughter = 1), and 17 caregivers individually. Most participants
were female (n = 17, 68%), were spouses of the people they were caring for (n = 10, 47%) or
children (n =9, 43%). The most common employment status of the caregivers was “retired”
(n =12, 57%), followed by “employed for wages,” (n = 5, 24%). Most caregivers relied on a mix
of public (n = 20, 95%) and family assistance (n = 14, 66%), and a lesser amount had private
help (n =6, 28%) (see Table 2).

Our analysis resulted in two themes framed by Forbes, Markle-Reid (26) findings that
speak to components of a quality home care experience for people with dementia and their
caregivers. We also present two additional themes.

Availability of home care services

Availability of home care services refers to caregivers perceiving access to services that help in
their care work and support the person with dementia [26]. These services ranged in type by
assistance with daily living (i.e., bathing, medication administration), in-home respite, home
modifications, support with physical exercise, and palliative care. They also varied in meeting
the needs of families from being fully accessible, to services being described as unavailable yet
needed. To address gaps in service, families pursued private help or LTC placement.
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Table 2. Participant demographics.

Participant Characteristics

Persons with dementia (n = 4)

Gender (n)
Female 1
Male
Age, Years (mean, range)
80.75, 68-91
Duration of dementia diagnosis, Years (mean, range)
9.75, 3-16
Education completed (n)
Less than high school 2
Graduate education 2
Family caregivers (n = 21)
Gender (n)
Female 16
Male 5
Age, Years (mean, range) 63.67,21-94
Duration of caregiver role, Years (mean, range)
7.66, 1-22
Relationship status, n
Spouse 10
Child 9
Daughter-in-law 1
Granddaughter 1
Employment status, n
Retired 12
Employed for wages 5
Student 2
Out of work and looking 1
Unable to work 1
Additional sources of support
Public 20
Private
Family 14
Friends

https://doi.org/10.1371/journal.pone.0274269.t002

In response to the older persons with dementia experiencing a change in health status
that required hospitalization, family caregivers described being referred to home care ser-
vices. Several mentioned seeing either an occupational therapist (OT) for a home safety
assessment or a physical therapist (PT) for physical exercise. Family caregivers often
reported minimal benefit from the involvement of publicly funded OTs and PTs mostly
because these providers couldn’t suggest additional home improvement ideas, their involve-
ment was considered not long enough, and caregivers sensed a lack of coordination between
the service providers:

“It was so frustrating even dealing with the OT that we were assigned through the [agency].
She never came to the house. It was all done over the phone, and she had no idea of what to
suggest for bed alarms, bed mats, anything like that.”

P019 Daughter caregiver
Access to home care services was paramount in allowing caregivers respite, or an “occa-

sional break.” Respite occurred through publicly funded in-home services or a day program.
During this timeframe, the needs of the person with dementia were momentarily attended to
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by service providers. Caregivers described the respite as essential to their capacity to care, as a
form of self-care, and a time when they “wouldn’t have to think about so many things” (P016,
spousal caregiver). For a few caregivers, an absence of respite services resulted in feeling physi-
cally and mentally unwell, and even social withdrawal,

“I said I haven’t had a holiday since 2010. Except for home care providing 2 days of respite
once. So it’s very hard on you. Socially, you lose all your friendships. All your ties.”

P020 Daughter caregiver

In addition to respite, caregivers described challenges of not having enough home care
hours, and not being able to access or not knowing what services were available to them.
With inadequate hours of care, caregivers were not able to pursue paid work or complete
essential tasks, like picking up groceries because the person they were caring for required
constant supervision. Gaps in care for those with complex physical and behavioural needs
meant poorer outcomes. Notably, skin breakdown, depressed mood and premature transfer
to LTC care were frequently mentioned. In the former cases, private personal support work-
ers (PSWs) hired by the family were used to “fill in” and help manage where the public ser-
vices fell short,

“We just weren’t prepared at all, and if it hadn’t been for this PSW agency, I don’t know what
we would have done. Because even when I got home as they would-I was paying-they’d like to
make her meals, like take her for a walk, like whatever, while we just took care of my dad.”

P008 Daughter caregiver

The COVID-19 global pandemic amplified the challenges caregivers and people with
dementia had with the availability of home care services. Restrictions put in place had one
caregiver concerned about service withdrawal and limits around hiring private help. Feelings
of abandonment surfaced when she acknowledged that she couldn’t access respite:

“I can’t go out and have a coffee because I might bring it [COVID] home with me. And then,
you can’t hire any respite. The homes have clamped down, the personal care workers, home-
care is clamped down, they’ve really just abandoned-like I do believe that they have aban-
doned a segment of the population. So I think I'm just lucky enough to have made it this far.”

P004 Daughter caregiver

Acceptability of home care services

Acceptability of home care support services is defined as the perceived quality of care by ser-
vice users [26]. This theme has three sub-themes: receiving quality dementia care, consistency
in provider and scheduling, and trusting partnerships.

Receiving quality dementia care. Quality of dementia care is defined by caregivers in this
study as home care service providers who were knowledgeable, well-trained, and shared rele-
vant and useful information. Frequently, caregivers interacted with home care support provid-
ers and detailed both positive and challenging situations. When dementia care was described
positively, the needs of the individuals were seen as being met by trained and compassionate
individuals. For example, two PSWs provided “excellent care” to a person with dementia
because they personalized the care experience:
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“They gave me two men to come and they were excellent. I would take the morning off because
they would feed him and by then they both knew him, and I had picked good people. They
could take my husband out down the stairs and put him up in the sling.”

P005 Spousal caregiver

Similarly, family caregivers noted when service providers related well to the person with
dementia: “One of them was really good. She could have at least distract her with something
else, get her to tell stories about herself, that’s always good for half an hour or 45-minute dis-
traction, she could do that, (P017, daughter-in-law caregiver).

Caregivers also reported concerns with the level of training among providers in the
home care setting. In the home environment, family members recognized deficits in
knowledge or training, and offered support to the service provider: “It was very hard and
some of them [PSWs] were not really trained to deal with dementia patients. So, we had to
train them and we had no training ourselves” (P018, daughter caregiver). Caregiver par-
ticipants often advocated for service changes, or compensated by taking on certain tasks
themselves:

“So, I decided I would try and move him on my own, so I bought some slide sheets and things.
And of course, I couldn’t do it on my own. . .it would have been very dangerous. Both of us
could’ve been hurt because he’s dead weight.”

P015 Spousal caregiver

Experiencing scheduling and care provider consistency. A dominant experience across
many of the caregivers that were interviewed was both inconsistent providers and scheduling
of home care services. The following scenario stood out as the exception when one spousal
caregiver acknowledged consistency in PSWs, scheduling and a quick resumption of services
following the hospital discharge.

“We already had our services set up with the [community care coordinator] and we’ve been
told that, although they were discontinued, they would restart as soon as she came home, and
see, she came home Tuesday and XName [PSW] was here Wednesday of last week.”

P001 Spousal caregiver

Family caregivers expressed frustration over not having the same person or having
care delayed by several hours. During the COVID-19 pandemic according to several par-
ticipants, the same providers were rarely scheduled. In response, they felt with staff
changing often, they had to “start from the beginning” (P011) or that they “had no say”
(P013) in how care was being delivered. Caregivers were unsure what to do when care

was cancelled,

“They [PSW agency] would call at 08:00 in the morning with someone saying, ‘Sorry we’re not
coming and it’s like, ‘Yeah thanks for letting me know but what am I supposed to do?””

P015 Spousal caregiver

For one caregiver, having no reliable home care schedule or consistent provider seemed to
be “more disruptive” (P019). Lastly, another point of frustration was when home care services

PLOS ONE | https://doi.org/10.1371/journal.pone.0274269 September 13, 2022 8/17


https://doi.org/10.1371/journal.pone.0274269

PLOS ONE Quality in home and community care

were unnecessarily split up either by agencies or by the timing according to caregivers, which
amplified inconsistent providers throughout the day:

“They were coming in one hour for [Name] and coming back two hours later to give me my
respite. Well I mean poor [Name], he knows himself that the service is supposed to be com-
bined, but they don’t have the policy in place to say well this is how it’s supposed to be done.
You’re not supposed to be doing it that way because it doesn’t make good dementia care.”

P013, Spousal caregiver

To address the challenges with the consistency of publicly funded care, caregivers opted to
hire private PSWs to “balance off” the perceived unpredictability of home care. These inconsis-
tencies and scheduling gaps also contributed to increased care provision by caregivers,

“There was a period there where I was on duty a lot more than normal. There were times
when PSWs, in conjunction with the staff or their agencies, weren’t coming in because they
were told not to come in, so I had to deal with everything.”

P003 Spousal caregiver

Recognizing collaborative partnerships. One factor that helped to mitigate poor home
care services was collaborative working relationships among the person with dementia—fam-
ily caregiver—provider triad. Exclusionary practices, like not involving caregivers in decision-
making or service planning, were noted to negatively affect family—provider alliances. Family
caregivers described occasions of advocacy for improved communication or observed greater
support at the provider level.

Collaborative relationships emerged in the form of caregivers and health providers across
the care continuum (i.e., hospital and community) working in partnership to support effective
transitions. In several instances, hospital and community-based care coordinators worked
together to assist families,

“The [community] worker stepped in, probably beyond what she was allowed to do but she
helped the worker at the hospital sort it out so that we could get appropriate care immediately
upon leaving the hospital.”

P014 Daughter caregiver

Family caregivers not only described these synergistic connections, but they mentioned
their long-standing relationships with community-based care coordinators who listened to
and understood their needs. When these relationships were not present, and system navigation
and care plan discussions were not addressed, caregivers expressed feeling unsure about what
was happening and felt excluded.

Several caregivers acknowledged when community-based care coordinators “went to bat”
for them, or advocated for the needs of the person with dementia and their caregiver. One spou-
sal caregiver noted that the success of a discharge from the hospital was dependent on who sup-
ported the family. While some participants had a similar sentiment about advocacy at the
community provider level, a few noted that they were left feeling like they had no say. The fol-
lowing quote illustrates competing tensions between a family caregiver and service provider,

“Because of all of the issues that the crises brought up in the house, the [community service
provider[’s suggestion was to escalate him to long-term care and at the end that’s where he
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went. . .So it was a very frustrating experience because no matter how much I tried to advo-
cate, tried to put things in place in the house, I felt that we were sunk from day one. And this
was a direction they [community care coordinator] felt this was going to go and there was
nothing we could really do about it.”

P019 Daughter caregiver

Adaptability of home care services

In our study, adaptability of home care services was identified as the perception of service
adjustment made in response to not only the shifting needs of the person with dementia but
also caregiver needs as well.

Service adaptability is noted in several examples and involved geographical service trans-
ters, more hours of care, and additional personal support in the home. In two cases, a sharp
increase in patient acuity called for more help, which caregivers requested and received. The
following is one such example that represents the adaptability of service provision to meet cli-
ent and caregiver needs:

“He’s coming home so the [care coordinator] person said to me, ‘What do you need? Like
what do you think the hours you would need’ so I picked a number in the air and I kind of
said, you know, two hours, two hours—so we ended up at 10 hours a day. OK, so they went to
work and so the next thing they say, ‘OK, we’ll give you 70 hours a week’, like OK, I've never
heard of this but, hey, Ill take what I get.”

P011 Spousal caregiver

Family caregivers seemed to also expect adaptability when they reported having contact
information if they encountered an issue with service providers,

“I have her number whenever there’s a problem, if a PSW doesn’t show up, even on the week-
ends I can get someone, so they’re very punctual and available if you have any problem at all.”

P001 Spousal caregiver

Conversely, inflexible service response occurred when home care service was withdrawn
unexpectedly, reduced with no plan in place, or was not able to accommodate specific schedul-
ing requests. The service reduction transpired during the COVID-19 pandemic. It also meant
added care responsibility for a caregiver that was already working full-time,

“But then particularly during Covid, they would actually rather have you administering all
three doses then, right? And that gets really complicated because that’s almost like-and I'm
not trying to sound rude, but that’s almost a full-time job, right? And I have a full-time job.”

P0004 Daughter caregiver

Affordability of home care services

Perceived deficits in availability and acceptability in home care services drove many family care-
givers to hire private help. However, this option was not possible for everyone because of their
financial situation. For one family, relying on private personal support came at a steep cost,

PLOS ONE | https://doi.org/10.1371/journal.pone.0274269 September 13, 2022 10/17


https://doi.org/10.1371/journal.pone.0274269

PLOS ONE Quality in home and community care

“I think that summer alone just, from the time my mom was with us I spent like $25,000
[CAD] in PSW charges. We were paying $10,000, $12,000 [CAD] a month so someone could
sit with my mother for ten hours while we could spend time with my dad.”

P008 Daughter caregiver

In regions that have a co-payment model associated with home care support, even $50 per
visit was felt to be too much,

“But when you [multiply] 50 bucks by two or three times a week, even just two times, that’s
$100 a week, it’s $400 a month, it’s $4,800 a year. When you take that out of a small pension
it gets very difficult.”

P012 Spousal caregiver

Access to additional help enabled caregivers to complete essential tasks, like grocery shop-
ping, attending their medical appointments, and continue working.

Many caregivers also described the impact of being a caregiver on their paid employment.
Notably, early or forced retirement, a reduction in work hours, or a temporary leave of absence
from a job were all reported. Parallel caregiving and working were sources of stress for caregiv-
ers since inadequate availability of service resulted in a reduction both in income and quality
of life. Although one caregiver with her experience in dementia care saw an opportunity to
pivot to a different career in housing design and adaptation. In this quote, an adult child care-
giver expressed layers of loss when he retired early to care for his parents:

“In 2017, when I retired to take care of my parents, I lost that sense of purpose. I didn’t under-
stand how hard that would hit me at the same time. Taking care of my parents and losing my
sense of purpose, like losing my sense of self.”

P007 Son caregiver

Discussion

Our study findings make several important empirical contributions. From an academic per-
spective, we confirm previous evidence that supporting people with dementia in the commu-
nity requires available and acceptable home care services [16,26]. Findings also build on extant
literature using recent accounts overlayed by the global pandemic to reveal significant gaps in
the adaptability and affordability of home care services for our study population. Taken
together, the study depicts an overarching understanding of what defines quality home care
services categorized according to these four themes. Several key theoretical contributions are
made that further highlight differences from Forbes et al.’s (2008) [22] earlier work and that is
the role of family—care provider partnerships in receiving quality home care, an increased
focus on adaptable systems, and the cost associated with unmet need. Taken together, the
results suggest that a consistent and responsive home care system that does not contribute to
the economic burden of unpaid caregiving is paramount to quality community-based care for
people living with dementia. All four themes are discussed below in more depth.

The types and availability of home care services centred on personal support with daily liv-
ing activities (bathing, medication administration, eating), respite care and to a lesser degree,
OT, and PT involvement. Reliance on these support services was high in this sample, which is
representative of the population living with dementia [27]. Other studies have shown extensive
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home care use among those living with dementia at a rate between 22% and 27.5% of all home
care clients in Ontario [28,29]. The demand for home care is suggestive of both the affected
individual and their families desire to stay in their own homes and the care needs of these indi-
viduals as being chronic and complex. For example, one study showed that 50.6% of people
diagnosed with moderate to severe dementia living in the community were identified as “fully
dependent” with moderate to severe “frailty” and support needs in many areas; food prepara-
tion, medication administration, falls prevention and looking after the home [30]. However,
our findings with regards to gaps in home care availability are in line with not only the prior
work of Forbes et al. (2008) but more recent evidence of unmet home care needs of this popu-
lation [31-33]. Unmet home care needs were exacerbated by the response to COVID-19 when
home care services were restricted or reduced, particularly during the early phase of the pan-
demic. Personal care and therapies for persons with dementia were significantly interrupted,
although, home care services rebounded to historical highs [8,34]. Consistent with the litera-
ture [35-37], limits on home care service and family availability were associated with LTC
placement. In our findings, regular use of respite was vital to caregivers’ capacity to care for
and support their family members at home. Receiving regular breaks through respite care and
community day programs have been identified as practices that help keep a person living with
dementia in the community longer [3]. Although barriers to the use of respite services exist,
which was seen in some caregivers not being able to access these services. Barriers to the use of
respite by caregivers of people with dementia include not knowing where to find information,
poor quality dementia care, and caregivers’ feelings of guilt, which lead to underutilization of
in-home and adult day program respite services [38,39].

When people with dementia and their caregivers have access to home care services, their
acceptability is often dependent upon the perceived quality of the care, provider and schedul-
ing consistency and collaborative partnerships. Caregivers expressed the poor quality of care
with formal care providers due to their perceived inability in managing dementia-related prob-
lems. Informal caregiver burden is well documented in the dementia literature [40], as is the
increase of burden with poor quality and lack of continuity of care [41]. Conversely, knowing
and relating well to persons with dementia were indicators of quality care. Recent study find-
ings found that PSWs can identify person-centred approaches to care as essential to quality
dementia home care; however, time constraints, task-oriented models of care, and limited
training make it challenging to deliver a high standard of care [16,42]. Simply increasing home
care hours without investing in a system and cultural change—embracing tenets of person-
hood, increasing PWS wages, and providing dementia-specific education and quality stan-
dards—will not result in better outcomes [16,43,44]. Similarly, previous findings echo
frustration over inconsistent scheduling and staffing [17]. Furthermore, delivering person-
centred care becomes even more challenging since relational discontinuity prevents meaning-
ful personalization of care [41]. Unlike other studies that saw few case managers take on an
active advocacy role [32], our study findings revealed novel insights around strong family—
care coordinator collaborative partnerships that fostered trust, and when not present, caregiv-
ers were left with a sense of disempowerment. The present study illuminated that the lack of
quality home and care services could be mitigated by relational continuity from their care
coordinator, or another trusted health care provider. Relational continuity is defined as having
at least one, most trusted provider among many who has a comprehensive knowledge base of
the patient and uses that to inform the management plan [45]. Some attention has been paid
to relational continuity in dementia and home care literature. Relational continuity contrib-
utes to a lower risk of Emergency Department presentation and hospital admission [46],
improvement in the quality of home health care [47], and it is essential to collaboration
between formal and informal care providers [48].
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The following theme of adaptability builds on Forbes’ sub-category of “inflexible care”
(p- 90).

Acute changes in the person’s condition, like rapid functional decline or events like
COVID-19, warranted adaptable and flexible home care service delivery. Yet, the extent to
which services were flexible varied and was determined more by the care coordinator than the
family caregiver. Study findings align with what was found in Forbes et al.’s earlier work on
inflexible care as contributing to dissatisfaction with care and perceived burden among family
caregivers [26]. PSWs have also identified adaptability and flexibility as core components of
high-quality home care for persons with dementia [16]. The tension between what is consid-
ered essential and valued in quality home care, like personalized and flexible care, is at odds
with constraints imposed by the existing home care system [49,50]. For example, home care
case managers tend to pay more attention to the lack of available resources or system pressures
when making care decisions while family caregivers consider the relational effects that deci-
sions would have on the family unit [50]. Canadian literature has identified variable resource
allocation in home care and the factors at play, including differences in the older client and
caregivers themselves, as well as the discretion and flexibility based on professional training
and insight [51]. This is consistent with “street level bureaucracy” theory that says extreme dis-
cretion by frontline professionals is used to make or adapt the policy to client needs and cir-
cumstances [52]. Such discretion can be thought of as inequitable, inadequate, or inconsistent,
which may lead to sub-optimal or discrepant decisions across cases [51].

Study findings revealed the direct cost associated with inadequate levels of home care sup-
port services for people with dementia and their families. Early retirement, loss of wages and
lost productivity due to the burden of care were also seen as the indirect costs of caring. In the
previous availability and acceptability of home care paper, Forbes et al. (2008) briefly reported
on the “cost of services.” Our results draw insight from this sub-theme to identify affordability
as the final theme. Since the majority of those living with dementia are cared for in their own
home by family, the economic burden falls on families rather than the health system. Data sug-
gests informal costs (amount of informal caregiver’s time provided for care) are the main cost
drivers at 60 to 84%, followed by medication costs and direct non-medical costs (paid help or
transport) [53]. Family caregivers take on many unpaid tasks with little preparation, like super-
vision and training, care coordination, and building relationships [54], which effectively
removes family caregivers from the workforce.

Implications

Our study highlights the need for improved quality in the delivery of home care support ser-
vices for persons with dementia and their caregivers. Such services would be expected to not
only be available to those with dementia and those caring for them, but also acceptable, adapt-
able, and affordable. The findings indicate the following as central to quality care: that the care
relationship is collaborative and adaptable to the changing needs of both the individual and
their caregiver. Although, in contrast to other chronic conditions, dementia is perceived as a
more challenging condition to manage [55]. People with dementia and their families also rely
heavily on a support network of social and health service resources. Negative attitudes about
dementia and inadequate support could make those with dementia more vulnerable to exces-
sive disability and premature LTC placement. We argue that strengthening home care means
adopting a radical shift in how persons with dementia are regarded. Sutherland and Wiersma
(56) outline three values as key to any discussion that involves dementia policy, strategy, or
change: the rights of people with dementia, diversity and equity, and inclusion, all framed by a
citizenship lens. Therefore, to implement these components to quality home care, including
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person-centred care approaches, we need to first recognize people living with dementia and
their families as citizens with rights [56].

Limitations and strengths

The use of preconceived definitions of quality home care services by Forbes et al. (2008)
enabled clear delineation between themes. Drawbacks to the analysis include a deductive ana-
lytical approach that might potentially force data into the a priori codes and having only one
coder code the data. Although, input from different researchers provided greater rigour to the
interpretation process. Since the data set coded was part of a broader qualitative study, the cur-
rent study was not designed to be representative of a wider home care population. Considering
this limitation, it may be relevant for future research in this area to focus on comparative anal-
yses of ethnic monitories and non-dementia community-based care recipients and caregivers
to assess the applicability of these themes. Importantly, the absence of firsthand accounts from
persons living with dementia calls for future work that seeks knowledge of how people with
dementia experience home care services in the Canadian context. This would assist in design-
ing services that consider preferences, needs, and the tailoring of service to the individual with
dementia. From an applied health research perspective, our study design had the flexibility to
develop a deeper understanding of quality dementia home care, and even the potential to
advance the dementia home care quality agenda.

Conclusion

With an aging population, increase in home care client acuity, and post-COVID-19 concerns
over LTC, more attention is needed to improve the quality of home care. The demand for
these services will continue to increase particularly for those living with dementia and their
families. The findings of this study can help to lay the groundwork for core components of
quality home-based dementia care—availability, acceptability, adaptability, and affordability.
The interplay between these four components is foundational to informing quality standards
and related strategies to enhance care delivery with attention paid to the needs of people living
with dementia and those who care for them.
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