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FROM THE EDITORS

Dementia: A Situation for Concern

n this final issue of World
Health and Population, the
editors have elected to focus
on issues related to dementia
in elderly persons — and the demands
caring for them places on health services
delivery. In many parts of the world, aging
populations are already causing a strain on
health system budgets. Growing numbers
of dementia patients further increase the
load. The number of people living with
dementia worldwide is currently at 50
million and will be approximately three
times that number by 2050 (WHO 2019).

It is not just health services systems
that feel the burden of caring for demen-
tia patients. Care is often delivered by
family members and other informal
caregivers, who report feeling isolated
and over-burdened (WHO 2019). WHO
further reports that dementia has a
significant physical, psychological, social
and economic impact, not only on
people with dementia, but also on their
carers, families and the society at large
(WHO 2019).

Clearly, the situation is cause for
concern. The editors of World Health
and Population have chosen to concen-
trate on three themes related to demen-
tia care: strategies for dementia care;
leadership in dementia and new models
of care. The intent is to give readers an
overview of each area — sharing ideas
and policies that have been proven
through lived experience.

Strategies for Dementia Care

The issue opens with a focus on strat-
egies for dementia care that address the
needs of patients and their families.
Morton-Chang et al. (2016) start from
the premise that most older persons
living with dementia (PLWD) would
prefer to age at home. Too often, how-
ever, PLWD end up in residential
long-term care (LTC) or in hospital beds
—a costly and sometimes damaging
solution. The authors explore the “state
of the art” in community-based care for
PLWD, highlighting the importance of
early and ongoing intervention. Drawing
on results from a “balance of care” study
they conducted earlier, the authors
explain that with few viable community-
based care options, PLWD can quickly
“default” to institutional care. In the
final section, the authors draw from
national and international experience to
identify the key strategic pillars to guide
action towards a community-based
dementia care strategy.

Responding to this proposed strategy,
Nies (2016) describes the challenge of
dealing with increasing numbers of
PLWDs and describes potential solutions
from the European and, in particular,
Dutch perspectives. He concludes with
discussion of strategies, required stake-
holders, and what conditions need to be
in place to arrive at the desired outcomes.
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The third paper in this section
focusses on achieving the goals of
dementia plans through the lens of
evidence-based implementation strat-
egies. Hacker Teper and colleagues
(2019) conducted a rapid review of
provincial and national dementia plans
from high-income countries, and
reviewed studies on implementation
strategies for dementia care. They
advance seven key implementation
strategies that may be useful for future
dementia care reform.

Leadership in Dementia Care

Next, attention turns to leadership in
dementia care, with specific emphasis on
mitigating moral distress. Spenceley et
al. (2017) report that while the majority
of dementia patients live in the com-
munity, residential facility care by
nursing providers is a common part of
the dementia journey in most countries.
The authors share findings from a
two-year study of moral distress as
experienced by nursing caregivers of
residents with dementia in residential
care settings in a Western Canadian
province. The findings relate to strat-
egies to reduce moral distress in this
caregiving group, with a particular focus
on the role of supportive and responsive
leadership.

New Models of Dementia Care
The final section in this issue showcases
a series of articles that display models of
care proven to improve health outcomes,
reduce costs and enhance the experience
of dementia patients and their caregivers.
Puxty and colleagues (2012)
developed a project aimed at facilitating
improvements in outcomes for long-
term care residents through the provi-
sion of knowledge-to-practice and
quality improvement resources by
trained facilitators. Point-of-care staff
reported improved communication and
collaboration, improved use of scope of
practice and implementation of best

FROM THE EDITORS

practice knowledge. Overall, participat-
ing long-term care homes demonstrated
an enhanced capacity for common care
issues of the elderly (pneumonia, falls,
bacteriuria and behavioural and psycho-
logical symptoms of dementia) and the
ability to effectively engage in quality
improvement processes with efficient
and effective use of healthcare resources.

Primary care collaborative memory
clinics (PCCMCs) address existing
challenges in dementia care by building
capacity to meet the needs of persons
living with dementia within primary
care. Lee et al. (2019) describe the
strategic implementation of the PCCMC
care model in two regions within
Ontario. Subsequent interviews and
qualitative analysis generated five major
themes: (1) earlier identification of
dementia and intervention; (2) increased
capacity for dementia care within
primary care; (3) better patient and
caregiver experience with care; (4)
improved continuity, integration and
coordination and improved care; and (5)
system efficiencies. The authors conclude
that strategic, regional implementation
of PCCMCs provides a significant
opportunity to support better integrated
and coordinated dementia care.

The following paper looks at special-
ized seniors’ clinics which are an inte-
grated network of six outpatient clinics
in British Columbia’s Fraser Health
Authority that utilize interprofessional
teams to provide comprehensive geriat-
ric assessments and care planning for
frail older adults. As Kadowaki et al.
(2014) explain, the clinics provided
approximately 19,000 appointments in
2012/13, and clients and primary care
physicians were highly satisfied with the
model. The authors outline the SSC
model and provide reflection on its
development, implementation and
standardization processes.

WORLD HEALTH & POPULATION e VOL.18 NO.1



The issue concludes with a discussion
on using technology to assist with
transitional care for persons living with
dementia. According to Ritchie et al.
(2017) transitions between hospital and
community are particularly challenging
for vulnerable adults experiencing
behavioural and psychological symp-
toms (BPSD) of dementia. Too often,
miscommunication results in triggering
a recurrence of disruptive behaviours
leading to frustration of staff and
families. The described project involved
improving transitions using an elec-
tronic-based care plan on a 23-bed
geriatric dementia unit in a mental
health hospital. “My Dementia
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Abstract

As recent policy reports in Ontario and elsewhere have emphasized, most older
persons would prefer to age at home. This desire does not diminish for the growing
numbers of persons living with dementia (PLWD). Nevertheless, many PLWD end
up in residential long-term care (LTC) or in hospital beds. While LTC is valuable for
PLWD with highly progressed cognitive and functional impairment requiring high-
intensity care, it can be a costly and avoidable option for those who could remain
at home if given early access to a coordinated mix of community-based supports.
In this lead paper, we begin by exploring the “state of the art” in community-based
care for PLWD, highlighting the importance of early and ongoing intervention.
We then offer a brief history of dementia care policy in Ontario as an illustrative
case study of the challenges faced by policy makers in all jurisdictions as they aim
to re-direct healthcare systems focused on “after-the-fact” curative care towards
“before-the-fact” prevention and maintenance in the community. Drawing on
results from a “balance of care” study, which we conducted in South West Ontario,
we examine how, in the absence of viable community-based care options, PLWD
can quickly “default” to institutional care. In the final section, we draw from national
and international experience to identify the following three key strategic pillars to
guide action towards a community-based dementia care strategy: engage PLWD to
the extent possible in decisions around their own care; acknowledge and support
informal caregivers in their pivotal roles supporting PLWD and consequently the
formal care; and enable “ground-up” change through policies and funding mechan-
isms designed to ensure early intervention across a continuum of care with the aim
of maintaining PLWD and their caregivers as independently as possible, for as long
as possible, “closer to home.”

Introduction

As recent policy reports at provincial and
national levels have emphasized, most older
Canadians would prefer to age in their own
homes (Sinha 2012; Walker 2011; Van Hoof
et al. 2013). This desire does not diminish
for the growing numbers of older persons
living with dementia (PLWD). Nevertheless,
many PLWD still end up in residential
long-term care (LTC) or in hospital alterna-
tive level of care (ALC) beds waiting for
residential placement (CIHI 2010;
Drummond 2012; Walker 2011). In part,
this reflects the complex, chronic and
progressive nature of dementia often leading
to or associated with neurocognitive and
physical decline. However, it also reflects the

fact that episodic acute-focused and
bed-based healthcare systems are poorly
equipped to support persons with chronic
health and social needs, safely and
appropriately, “closer to home.”

In this paper, we make the case that
although the onset of dementia is often
portrayed as a catastrophic event, leading
almost inevitably to loss of independence and
institutionalization, a majority of PLWD can
continue to live relatively independently for
most or all of their lives if diagnosed at an
early stage and can be provided with
coordinated access to needed home and
community care (H&CC). Such care spans
health services such as nursing and physical
therapy provided by professionals, as well as

WORLD HEALTH & POPULATION e VOL.18 NO.1
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community supports such as homemaking,
personal care and transportation provided by
care workers and volunteers.

Moreover, improved access to “before-the-
fact” community-based care can do much to
support and sustain informal caregivers. The
international evidence shows that it is family,
friends and neighbors that do most of the
heavy lifting in the community; they provide
an estimated 70% to 90% of the everyday
personal, instrumental and emotional care
required by older persons to maintain their
well-being and independence (Mittleman et
al. 2006, 2004; Williams et al. 2016; Williams
etal. 2015a). Not only are informal caregivers
the main reason why many older persons can
continue to age at home, without informal
caregivers, formal care systems would not be
sustainable (Donner 2015; Sinha 2012).

We are not the first to make this case.

Over the past decade, there have been
numerous calls locally, nationally and
internationally to meet the needs of older
persons, including growing numbers of
PLWD and their informal caregivers, closer
to home (WHO and ADI, 2012; ASC, 2010).
Nevertheless, policy has lagged. As news
headlines in national media have recently
reminded us, Canada remains one of only
two G7 countries —the other being Germany —
that have no national dementia care strategy
(OMNI Health Care 2015).

In the first section of this paper, we begin
by briefly reviewing what we know about
dementia and approaches to caring for
PLWD and their informal caregivers in
community settings.

In the second section, we offer a brief
history of dementia care policy in Ontario as
an illustrative case study of the challenges
faced by policy makers in all jurisdictions as
they aim to re-direct healthcare systems
focused on “after-the-fact” curative care
towards “before-the-fact” prevention and
maintenance in the community. Drawing on
results from a “balance of care” study, which
we conducted in South West Ontario, we

examine how, in the absence of viable
community-based care options, PLWD can
quickly “default” to institutional care.

In the final section, we consider the way
forward. While transformational or “big
bang” change seems unlikely, we think that
progressive improvements in dementia care
still offer value, particularly if enabled and
channeled by a guiding strategy. Ontario, like
other jurisdictions across Canada and
beyond, is now actively considering the
essential elements of such a strategy. To that
end, we draw from national and internation-
al experience to identify three key strategic
pillars to guide action: first, engage PLWD
early and to the extent possible as active
participants in their own care; second,
acknowledge and support informal care-
givers who play a pivotal role in supporting
persons who cannot manage on their own
and sustaining formal healthcare systems;
and third, enable “ground-up” change
through policies and funding mechanisms
designed to ensure early intervention across a
continuum of care with the aim of main-
taining PLWD and their caregivers as
independently as possible, for as long as
possible, “closer to home.”

Part 1: What We Know About Dementia
and Dementia Care

There is a vast and growing literature about
dementia and the needs of those affected by
it. Contrary to popular belief, dementia is
not a normal part of aging; only a minority
of older Canadians, estimated at about 15%
of those over the age of 65 years, will
experience its effects (ASC 2016a). In fact,
dementia rates across the developed coun-
tries seem to be trending downward,
particularly among women and those with
higher levels of education (Alzheimer’s
Association 2014). Nevertheless, because age
is a principal risk factor for dementia, an
aging population augurs continued growth
in numbers of PLWD (Chertkow 2008;
Volicer 2001). Improvements in diagnosis,
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medical care and symptom management are
contributing to PLWD living longer
post-diagnosis and requiring care over more
extended periods of time — on average
approximately 8.5 years (Keene et al. 2001).

Dementia is complex. It encompasses a
broad class of neurocognitive disorders
associated with cognitive and physical
decline (American Psychiatric Association
DSM-V 2013). Dementia is associated with
more years of disability than many other
chronicillnesses (ASC 2010; WHO and ADI

2012), and it accounts for a higher burden
of illness overall (Alzheimer Society of
Ontario 2007). Issues with perception,
judgement and memory loss can inhibit
PLWD’s ability to manage routine tasks and
personal care on a daily basis, to interpret
their environment, to recognize when help is
needed and to access formal health and social
care in a timely fashion. When neurocogni-
tive changes are combined with age-related
declines in vision, hearing and mobility, and/
or the lack of an informal caregiver, dementia
becomes a “game changer.”

Moreover, because dementia often
advances subtly and is concurrent with other
chronic conditions, family members and
healthcare providers alike can have trouble
recognizing early warning signs and symp-
toms. Missed or delayed diagnosis and poor
care management can result in poor quality
care, with PLWD often interacting with the
healthcare system (e.g., in the emergency
room of a hospital) only at a point of crisis in
their own health or that of their caregiver
(Aminzadeh et al. 2012; Lee et al. 2014, 2010;
McAiney et al. 2008; Weber et al. 2011;
Woods et al. 2003).

The impact on informal caregivers can be
severe (Williams et al. 2015a; MAS 2008;
Mittleman et al. 2006, 2004). Although there
are many positive aspects related to informal
caregiving of PLWD (e.g., reciprocity of care,
personal satisfaction), the experience can be
difficult, leading to physical, emotional and
financial strain and to caregiver fatigue, ill

health and burnout (Fast 2015; Smale and
Dupuis 2004a, 2004b, 2004c, 2004d). The
literature shows that particularly when
intensive and sustained, caregiving can limit
social engagement while increasing the risks
of physical and mental health problems
including stress and depression (Keefe 2011;
MAS 2008). Caregivers of PLWD can also
experience considerable economic costs
related to employment restrictions,
out-of-pocket expenses and time spent in
caregiving activities (Fast 2015; Keating and
Fast 2015).

System costs are also high. Dementia has
been identified as “a significant economic
burden on the Canadian healthcare system”
(MAS 2008: p. 23). Compared with older
adults without dementia, PLWD are two to
five times more likely to use a range of
services, including home care, hospital
emergency departments (EDs), in-patient
hospital beds, hospital ALC beds and LTC,
and they experience more negative clinical
outcomes (Aminzadeh et al. 2012; Weber et
al. 2011). When in the hospital, PLWD can
require ongoing and high-intensity care
owing to confusion, anxiety, agitation and
delirium (Phelan et al. 2012; Weber et al.
2011). PLWD typically stay longer in the
hospital than their peers (Cahill et al. 2012;
Timmons et al. 2015), and they are more
commonly discharged to residential LTC
(Morrison and Siu 2000 in Timmons et al.
2015).

Nevertheless, international evidence and
local experience point to a range of commun-
ity-based supports that can help PLWD and
informal caregivers maintain their
well-being and independence while mini-
mizing use of costly bed-based care. These
include clinical and non-clinical services
such as memory clinics, interdisciplinary
primary care team approaches, respite care,
homemaking, meal programs, early and
ongoing case management and care naviga-
tion; fulsome dementia curricula, including
training and bridging programs for
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providers; knowledge exchange platforms,
which highlight and communicate the “state
of the art”; community support services such
as supportive housing, adult day programs
and MedicAlert® Safely Home®; and home
adaptations such as accessibility and orienta-
tion aids, monitoring technology and
adequate lighting (Morton-Chang 2015).

In this connection, early diagnosis,
intervention and ongoing support are
consistently identified as best practices in
dementia care, with primary care being the
accessible “first contact” to set this process in
motion (Aminzadeh et al., 2012; Alzheimer’s
Disease International 2011; ASC 2015b;

Iliffe et al.

2002; McAiney et al. 2008; Ministry of
Health 2012; Prince et al. 2011; Vernooij-
Dassen et al. 2005; Woods et al. 2003).
Team-based comprehensive interdisciplinary
primary care organizations such as Family
Medicine Groups in Quebec and Family
Health Teams in Ontario and Alberta appear
particularly well positioned to provide early
and ongoing care and individualized care
plans, which adapt to the changing needs of
PLWD and caregivers (Bergman and Vedel
2015; Grant 2015).

A complementary community program
that collaborates with primary care to
connect PLWD and caregivers to a range of
community-based services and supports at
the point of diagnosis is the Alzheimer
Society’s First Link® program. First Link®
has been evaluated in Ontario and
Saskatchewan as being a successful interven-
tion to enhance health professionals’
understanding of managing dementia and
link more people to information and support
sooner than without the program (McAiney
etal. 2014).

While proactive community-based care is
highly important to help maintain the
independence of frail and vulnerable older
adults, it is not always easily accessible,
with access varying considerably within and

across jurisdictions and becoming particu-
larly problematic outside of urban centres
(Kuluski et al. 2012a, 2012b; Morton-Chang
2015; Morton 2010).

In Ontario, for example, different
community-based programs and providers
have different entry points, eligibility
requirements, service offerings and user fees
(MortonChang 2015; Morton 2010; Peckham
2016). Moreover, while many providers
collaborate effectively to coordinate care for
older persons with multiple chronic needs
and caregivers, there are few formal mechan-
isms beyond information and referral, to
accomplish this, or to follow an individual’s
progress as they move between different
community-based care providers, or between
community, hospitals and LTC (Peckham
2016; Kuluski 2012; Peckham 2014a;
Williams et al. 2009a, 2009b; 2016; 2014a,
2014b). Other challenges can include a
general lack of awareness among providers
and caregivers of dementia-specific services;
limited access to key services like respite care
that may not be available on evenings and
overnight; and lack of ethnically/culturally/
linguistically appropriate care (Caplan 2005;
Denton et al. 2006; Morton 2010).

Such supply-side challenges can help
explain why many PLWD and informal
caregivers do not access needed care until
they are at the point of crisis (McAiney et al.
2008; MAS 2008; Tootab et al. 2013; Pratt et
al. 2006; Smale and Dupuis 2004a, 2004b,
2004c, 2004d). In addition to impacting
negatively on the well-being of PLWD
themselves, delayed access can limit oppor-
tunities for informal caregivers to develop
proactive coping strategies, and the ability of
formal providers to help them to do so,
increasing the likelihood of physical and
mental health problems, lost income,
isolation, stress and burnout (Fast 2015;
Peckham 2016, 2014b; Warrick et al. 2014;
Williams et al. 2015a).
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Part 2: Where We Are Now

In addition to impacting negatively on the
well-being of PLWD and caregivers, challen-
ges in accessing appropriate community-
based care can also increase the likelihood
of “default” to costly hospital and institu-
tional bed-based care, placing additional
pressures on already-stretched healthcare
systems. Ontario provides an illustrative
case study of these dynamics.

In 2011, Walker analyzed the roots of
Ontario’s persistent hospital ALC bed
problem; ALC beds are those occupied by
individuals, including significant numbers of
PLWD, who no longer require costly hospital
care but cannot be discharged because of a
lack of community-based discharge options.
Rather than concluding that hospitalization
and referral to LTC are normal and unavoid-
able consequences of needs, he concluded
that older persons, most of whom wish to age
at home, too often “default” to hospital EDs
and then to in-patient hospital beds because
ofalack of proactive community-based care.
Moreover, because acute care hospitals are
not designed to meet “restorative, supportive
and rehabilitation needs” and have been
shown to advance functional deterioration
and pose risks of “hospital-related infections,
falls and other adverse events,” hospitaliza-
tion can itself increase the likelihood of
permanent placement in LTC, “an outcome
which could have been avoided” (Walker
2011).

Sinha’s 2012 review of care for older
persons, while not focused specifically on
dementia, similarly emphasized the need for
an integrated seniors’ strategy aimed at
building an integrated community-based
continuum of care. Because the needs of an
aging population are increasingly complex
and chronic, this strategy would begin by
promoting health and wellness and strength-
ening access to primary care and community
supports. When community care would no
longer suffice, it would encourage the
evolution of “senior-friendly” hospitals with

timely discharge to home and community,
and improve capacity within residential LTC
to support short-stay and restorative options,
as well as discharge back to the community.
Informal caregivers would also be recognized
and supported (Sinha 2012).

Donner’s more recent provincially
commissioned expert panel highlights the
costs and consequences of current frag-
mented and under-resourced community
care systems (Donner 2015). While acknow-
ledging that there are many individual
examples of excellent H&CC programs and
services in Ontario, she concluded that a
general lack of proactive community-based
care not only fails “to meet the needs of
clients and families” but also misses oppor-
tunities to “reduce the use of less appropriate
and more expensive healthcare services such
as emergency rooms, hospitals and long-term
care homes” (Donner 2015: 1). This report
again highlights the crucial role of informal
caregivers who provide the bulk of the
everyday support required by commun-
itydwelling older persons, and who should be
included in an expanded “unit of care.”

Of course, such observations are not
limited to Ontario. They apply, in varying
degrees, to jurisdictions across the indus-
trialized world as they struggle to meet the
rise of increasingly complex chronic health
and social needs, including dementia,
associated with aging populations. For
example, the INTERLINKS project, funded
by the European Commission and conducted
across 13 European Union countries
(Austria, Denmark, Finland, France,
Germany, Greece, Italy, The Netherlands,
Slovakia, Spain, Sweden, UK and
Switzerland), clarifies that all countries are
now engaged in efforts to span two deeply
embedded divides: the first be tween health-
care and social care and the second between
formal and informal care (INTERLINKS
2013). Even relatively modest projects to
establish interdisciplinary care teams, almost
universally considered to be a best practice in
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the care of persons with multiple health and
social needs including dementia, can
confront layers of professional legislation,
regulations and funding mechanisms that
establish strict hierarchies and limit col
laboration, even among regulated healthcare
providers (Billings 2013).

The importance of system-level strategies
to meet these challenges is by now well
recognized internationally (Butler 2016). As
noted, most G7 countries — with the excep-
tions of Canada and Germany — now have a
national dementia care strategy.

However, such strategies may be more or
less comprehensive, and they can be difficult
to achieve and sustain politically, particular-
ly in the face of competing demands from
dominant bed-based systems of care. This
has clearly been the case in Ontario
(MortonChang 2015; Williams et al. 2016).

More than two decades ago, it was already
well recognized in Ontario that an aging
population and the associated rise of
dementia and other chronic needs, if left
unaddressed, could result in inappropriate
care for individuals and potentially
unsustainable pressures on healthcare
systems. In 1996, Ontario initiated a
broad-based consultation with diverse
consumers and providers (MOHLTC 1999)
to consider how best to meet the needs of
growing numbers of PLWD. In 1999, it
introduced a four-year, $68.4 million
Strategy for Alzheimer Disease and Related
Dementias, a wide-ranging plan, which
proposed a series of initiatives spanning
community and institutional settings. These
included education for healthcare providers,
caregivers and the public (e.g., staff training,
physician training, increased public aware-
ness); service enhancements and expansion
(e.g., planning for appropriate, safe and
secure environments, respite services for
caregivers, psychogeriatric consulting
resources and intergenerational volunteer
initiatives); and research activities and
knowledge exchange (e.g., research on

caregiver needs, and the creation of research
coalitions) (McAiney 2005).

While other provinces and territories had
also begun developing dementia care
policies, Ontario’s Alzheimer’s Strategy was
identified by the National Advisory Council
on Aging (NACA) as a benchmark for future
policy development (NACA 2004).
Nevertheless, Ontario’s strategy soon came
up against new political realities as the
Progressive Conservative Government of the
day announced that its main response to an
aging population would be to build or retrofit
20,000 LTC beds. Although there was little
evidence that this number of beds was
justified (Coyte et al. 2002; MOHLTC, 2002)
and expert advice had argued instead for the
creation of new community-based care
“spaces” (including home care, supportive
housing and day programs), once built, the
new beds needed to be filled (Morton-Chang
2015). In 2001, the government capped
provincial home care budgets (thus limiting
the availability of community care options)
and introduced regulations “to ensure
existing beds in LTC homes are fully util-
ized” (Williams et al. 2016).

The succeeding Liberal Government took
power in 2003 as the provincial dementia
care strategy was winding down. Rather than
renewing the strategy, the government
provided limited funding for a transition
period running to March 2007 during which
various “legacy projects,” including a virtual
repository of knowledge and information
gained through the strategy (the Alzheimer
Knowledge Exchange) hosted at the
Alzheimer Society of Ontario (ASO 2004),
were expected to seek alternative funding
sources.

In part, alack of enthusiasm for a demen-
tia-specific strategy reflected legitimate
concerns that “disease-specific” policies had
the potential to exacerbate the fragmentation
of an already “siloed” healthcare system,
pitting one disease group against another.'
However, as it turned out, such concerns took
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a back seat to the more intractable politics of
community-based versus bed-based care.

In 2007, the Liberal Government intro-
duced a four-year, $1.1-billion Aging at Home
Strategy (AAH) which promised to expand
community living options for all older
persons (including PLWD) to enable them
“to continue leading healthy and independ-
ent lives in their own homes.” Included were
nonprofessional community-based supports
for activities of daily living, such as meal
preparation, transportation, shopping,
friendly visiting, snow shoveling, adult day
programs and caregiver relief and respite
(MOHLTC 2010). However innovative and
promising, this strategy was soon overtaken
by the needs of acute care hospitals that were
finding it increasingly difficult to cope with
rising numbers of ALC patients, including
significant numbers of PLWD, who no longer
required hospital care but had no viable
community discharge options. Although, as
observed by Walker (2011), ALC beds may be
seen to result from a lack of before-the-fact
community-based care, policy makers were
persuaded that afterthe-fact solutions to
improve hospital “flow through” were
preferable (Boyle and Welsh 2011). In
2009-2010, less than a year after the
Strategy’s rollout, the province redirected
50% of AAH monies to the discharge of ALC
patients; in 2010-2011, 25% of the AAH
money was held back by the ministry for its
own provincial-level ALC initiatives, with
the remaining 75% to be used to address ALC
problems at the regional level (Government
of Ontario 2010).

This preoccupation with beds also
impacted Ontario’s next, albeit more limited,
foray into dementia-specific policy. In 2010,
the provincial government initiated its
Behavioural Supports Ontario (BSO)
program to enhance services for older
persons with responsive behaviors (e.g.,
agitation, wandering, physical resistance and
aggression) associated with complex and
challenging mental health, dementia or other

neurological conditions living in LTC homes
or in independent living settings (ASO 2010).
Although originally intended to build
capacity across the entire continuum (e.g.,
prevention and early detection for those with
cognitive impairments, those at risk of the
same, and their caregivers, those in need of
community multiple agency support,
high-risk individuals in need of LTC
specialty services) (Dudgeon and Reed 2010),
the implementation of this project mainly
focused on people already in LTC beds with
relatively limited community focus (Morton-
Chang 2015).

We observed the costs and consequences
of these policy choices in a “balance of care”
(BoC) research project conducted in South
West Ontario in 2009 (Morton-Chang 2015).
This project, one of a series conducted by our
team between 2005 and 2015 in 12 of
Ontario’s 14 healthcare regions, brought
together an “expert panel” of experienced
front-line care managers and decision-
makers from across the care continuum
(including home care, community supports,
hospitals and LTC) to construct ideal
community-based care packages required to
“divert” LTC waitlisted home care clients at
different levels of assessed need back to
community settings.

BoC projects conducted in other parts of
the Province had estimated divert rates
ranging from 10% to 50%, meaning that, in
the view of experienced local experts, up to
half of individuals waiting for residential
LTC could potentially be supported in
community “places” rather than in institu-
tional beds (Williams et al. 2016). Higher-
range estimates were typically associated
with more integrated and cost-effective
delivery models such as supportive housing,
where needed services could be coordinated
around older persons living in the
same building.

For example, BoC projects conducted in
the North East and North West Local Health
Integration Networks (LHINs) concluded
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that if scaled up and spread, supported
housing models already present in those
regions could potentially redirect up to
two-thirds of individuals waiting for LTC
back to the community (Williams et al.
2010).

In South West Ontario, however, the BoC
expert panel estimated a zero divert rate for
wait-listed PLWD. Panelists concluded that
although, in principle, PLWD and their
caregivers could and often were supported in
the community to advanced levels of need,
there was not, at that time, sufficient
community-based capacity to guarantee it on
more than an exceptional basis. Panelists
noted, for example, that while supportive
housing had great potential owing to the
flexible, integrated, case-managed care it
could provide, most available supportive
housing places had not been designed or
staffed to meet the needs of persons experi-
encing cognitive challenges (Morton-Chang
2015). Moreover, even when supportive
housing providers could accept PLWD, they
could not normally accept them later in the
disease progression when more difficult,
resource-intensive transitions were required.
By contrast, earlier transitions to housing
were seen as more manageable, as they would
allow PLWD and caregivers to become
familiar with staff and setting, while
allowing staff to learn about client prefer-
ences, establish routines and develop
proactive care strategies which balanced
client safety and care needs with available
resources (Morton-Chang 2015).

The South West project also provided
insight into what could be done to support
PLWD and caregivers in their own homes.
While it is commonly assumed that cogni-
tion and difficulties with activities of daily
living (ADLs) such as bathing and dressing
are key drivers of loss of independence, the
home care assessment data revealed —and the
expert panelists confirmed — that difficulties
with instrumental activities of daily living
(IADLs) were just as often the trigger for LTC

placement; this corroborated the findings
from previous and subsequent BoC projects
across the Province (Kuluski, 2012a, 2012b;
Williams et al. 2016, 2010, 2009a). Panelists
pointed to the critical importance of every-
day community supports for TADLs
including transportation (e.g., to access
medical appointments, attend Alzheimer day
programs, maintain social connections);
medication and nutrition monitoring (e.g.,
including reminders and help with grocery
shopping and meal preparation); housekeep-
ing (e.g., especially for those with mobility
issues or risk of falls); and respite (e.g., to
allow caregivers a break). While not health-
care per se, a failure to access these
“low-level” community-based supports in a
timely manner could lead to “default” to
hospital and LTC beds (Kuluski 2012a,
2012b; Morton-Chang 2015; Williams et al.
2010;2009a).

Expert panelists also emphasized that
H&CC packages had to acknowledge and
support a broader “unit of care” including
PLWD and caregivers. Without such essen-
tial caregiver contributions as 24/7
monitoring and coordination of multiple
providers in the home, H&CC would not be
safe or economically viable.

Part 3: Where We Go From Here
Political theory suggests that “big bang”
policy change is unlikely, and that policy
development usually occurs in small steps.
And, in fact, Canadian policy makers are
responding to population aging and the rise
of dementia, albeit slowly and often in a
piecemeal fashion, relying as much on the
relatively weak policy tools of information
and persuasion as on the more robust tools
of legislation and funding.

At this point, the chances for a unified
national dementia strategy in Canada seem
modest. In October 2014, the former
Conservative Minister of Health, Rona
Ambrose, hosted a meeting of provincial and
territorial health ministers where a national
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plan to help reduce the personal, societal and
economic impact of dementia was discussed,
although with few concrete commitments
(Canadian News Wire 2014). In February
2016, following the election of a Liberal
majority government, a private member’s Bill
promoting a national dementia strategy
(C-233: An Actrespecting a national strategy
for Alzheimer’s disease and other dementias)
was introduced by an opposition Member of
Parliament (MP) with support from a
government MP; however, such bills are
largely symbolic.

Nevertheless, the Senate Standing
Committee on Social Affairs, Science and
Technology has now undertaken a study on
the issue of dementia in Canadian society; it
is currently hearing from witnesses as to
what the federal role should be. Witnesses at
the hearings, comprising both individuals
and organizations, have provided detailed
accounts on the societal effects of dementia,
with many advocating for the development of
a Canadian Alzheimer’s Disease and
Dementia Partnership (CADDP) (ASC
2015a; Parliament of Canada 2016). The
proposed CADDP would bring together
dementia experts, governments, researchers,
healthcare providers, industry and consumer
groups, as well as PLWD and their families to
inform, coordinate and facilitate the develop-
ment and implementation of an integrated,
comprehensive national dementia strategy
(ASC2015a).2

As well, there are other actions, short of a
full-scale national strategy, that the federal
government could take. For example, the
federal government could use its spending
power, possibly through a renewed health
accord, to encourage provincial/territorial
action in the area of dementia care. It might
also use targeted funding to spur the emer-
gence of panCanadian organizations (such as
the former Health Council of Canada) to
conduct research, disseminate information

and build consensus around best practices
and standards of care (ASTP 2006;
Parliament of Canada 2016).

In addition, the federal government has
scope to act in areas outside of healthcare.
For example, it might consider extending its
current enthusiasm for infrastructure
renewal by reinvigorating its historical role in
social housing, a key area of need for PLWD
and others with chronic needs. Examples of
dementia-friendly housing models have been
elaborated by the Canada Mortgage and
Housing Corporation (CMHC) in their
recent series “Housing Options for Persons
Living with Dementia” (CMHC 2015a,
2015b, 2015c¢).

Of course, even in the absence of federal
action, Canadian provinces and territories
are fully capable of developing their own
dementia care strategies. As shown in Table 1,
anumber of Canadian provinces already
have, or are in the process of doing so,
although these vary considerably. While
Table 1 does not provide an exhaustive review
—much of the information is derived from a
special session of the 2015 Canadian
Association of Gerontology (CAG)
Conference in which not all provinces/
territories were represented — it does offer an
instructive snapshot of recurrent themes
(CAG2015).

A first key theme relates to enhanced
awareness, information, education and
research. In addition to initiatives aimed at
connecting older persons, caregivers and
providers to existing knowledge, all aim to
generate new knowledge, leading hopefully
to improved prevention and care.

A second theme speaks to the need to
improve and coordinate “person-centred”
care. As presented in these provincial
initiatives, such care should follow PLWD
through the dementia journey, beginning
with prevention, early intervention, primary
care and home care; moving to acute care
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and crisis management; and finally to end-
of-life care that respects people’s wishes,
dignity and comfort.

A third, albeit less consistent, theme
concerns family and informal caregivers. In
addition to acknowledging caregivers as
essential partners in care planning and
delivery, caregivers are increasingly seen to
merit support in their own right. If not
revolutionary, this increasingly common
perspective in provincial initiatives and in
the international literature highlights an
evolution from conventional models of

provider-centred care (where providers
determine what patients receive); to “client-
or patient-centred” care (where the focus
now shifts to what’s best from the perspective
of the care recipient); to an expanded “unit of
care” (including both the care recipient and
informal caregiver); and to the creation of
supportive neighborhoods and communities
(Peckham 2016, 2014a).

Internationally, three countries, England,
Japan and Germany, have emerged as
frontrunners in promoting such broader
visions of dementia care.

Table 1. Dementia strategy responses for six provinces

Province Initiative Key foci/priority areas
British 2007 Dementia Framework <www.alzheimer. | 1. Collaborative work among stakeholders
Columbia ca/bc/~/media/Files/bc/Advocacy-and- 2. System gaps in dementia care identified
(Zaharia education/ Other-files/2007-09-01%20
2015) BC%20Dementia%20Service %20
Framework.pdf>
2012 Provincial Dementia Action Plan <www. | 1. Support prevention and early intervention
health.gov.bc.ca/library/publications/ 2. Ensure quality person-centred dementia care
year/2012/dementia-actionplan.pdf> 3. Strengthen system capacity and accountability
2015 Three-Year Dementia Action Plan 1. Wandering
(not available online) 2. Increase public awareness
3. Dementia training across the system
4. Commitment to patient and healthcare worker safety
2016 Provincial Guide to Dementia Care in 1. Public awareness and early recognition
British Columbia: Achievements and Next 2. Improve community supports for persons with dementia and
Steps <http://www.health.gov.bc.ca/library/ informal caregivers
publications/year/2016/bc-dementiacare- 3. Improve quality of residential dementia care
guide.pdf>
Alberta 2002 Alzheimer Disease and other 1. Public awareness
(Schalm Dementias: Strategic Directions in Healthy 2. Education and training
2015) Aging and Continuing Care in Alberta <www. | 3. Support for informal caregivers
health.alberta.ca/documents/ 4. Service delivery across the continuum of care
Strategic-Alzheimer-Report-2002.pdf> 5. Supportive environments and
6. Ethical issues
2015 Alberta Dementia Strategy and Action | 1. Acute care and crisis management
Plan <www.ascha.com/PDF_files/rollout/ 2. Caregiver support
2015/ InfoHandoutDRAFTADSAP18Mar2015. | 3. Dementia journey
pdf> 4. Primary care
5. Public awareness
6. Research and innovation
Manitoba 2002 Strategy for Alzheimer Disease and 1. Education
(Weihs 2015) Related Dementias in Manitoba <www. 2. Guidelines for diagnosis and treatment
alzheimer.mb.ca/election/ Strategy%20 3. Standards across all programs and services
Backgrounder.pdf> 4. Family and individual support
5. Programs and services changes
6. Case management and collaboration
7. Equitable access to diagnostic and support services
8. Human and financial concerns
9. Research and evaluation
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Province Initiative Key foci/priority areas
Manitoba 2014 Manitoba's Framework for Alzheimer's | 1. Developing a health workforce strategy
(Weihs 2015) | Disease & Other Dementias <www.gov. 2. Reviewing and enhancing dementia and cognitive impairment
(continued) mb.ca/health/alzframework. html>. 3. Education in health provider education programs
4. Promoting family/caregiver involvement in care
5. Enhancing ongoing delivery of dementia education for staff
6. Reviewing persanal care home standards related to dementia
education
7. Developing a coordinated approach to dementia research.
Ontario 1999-2004 Ontario's Strategy for Alzheimer | 1. Staff education and training
(Morton- Disease and Related Dementias <http:// 2. Physician training (Mentor Programs)
Chang 2015; brainxchange.ca/Public/ 3. Increasing public awareness, information and education
AS0 2016) Resource-Centre-Topics-A-to-Z/ 4. Planning for appropriate, safe and secure environments
Ontario%E2%80%99s-Strategy-for- 5. Respite services for caregivers
Alzheimer-Disease-and-Relat.aspx> 6. Research on caregiver needs
7. Advance directives on care choices (Education)
8. Psychogeriatric consulting resources
9. Coordinated specialized diagnosis and support
10.Intergenerational volunteer Initiative
2004 Three-year Alzheimer Strategy 1. Web-based repository and sharing platform (Alzheimer
Transition Project (not available online) Knowledge Exchange)
2. Regional dementia networks
3. Roundtable on future planning for people with Alzheimer’s
Disease and related dementia
4. Provincial Alzheimer Group (was convened and has since
concluded)
2010 Older Adults Behavioural Support Building on investments from the 1999 strategy, this initiative
System <http://brainxchange.ca/Public/ provides support for older Ontarians whose cognitive impairment
Files/BSO/0lder-Adults-Behavioural- is accompanied by responsive behaviours living at home, in acute
SupportSystem.aspx> care facilities or in long-term care homes
2016 Developing Ontario's Dementia The Ontario Government has committed to developing another
Strategy: A Discussion Paper <https:// provincial dementia strategy with expected implementation in
www.ontario.ca/page/ developing-ontarios- | 2017
dementia-strategydiscussion-paper>
Québec 2009 “Meeting the Challenges of 1. Raise awareness, inform and mobilize
(Bergman Alzheimer's Disease and Related 2. Provide access to personalized, coordinated assessment and
and Vedel Disorders” <www.alzheimer.ca/ treatment services for PLWD and their informal caregivers
2015) en/montreal/About-us/~/media/ 3. Promote quality of life and provide access to home-support
D6DF412C089F4C1995014784D532BAD7. services and a choice of high quality alternative living facilities
ashx> 4. Promote high-quality, therapeutically appropriate end-of-life
care that respects people’s wishes, dignity and comfort
5. Treat family/informal caregivers as partners who need support
6. Develop and support training programs
7. Mobilize an unprecedented research effort
Note: Quebec'’s Primary Care Report established family medicine
groups which are seen as the cornerstone of the Alzheimer
strategy
Nova Scotia 2015 “Towards Understanding: A Dementia 1. Facilitate early diagnosis, treatment, care
(Knowles Strategy for Nova Scotia“<http://novascotia. and support
2015) ca/dhw/dementia/ 2. Enhance health system capacity to provide coordinated care
Dementia-Report-2015.pdf> 2015-2018 and support that is person-centred and culturally specific
“Dementia Strategy Action Plan” <http:// 3. Enhance awareness and understanding
novascotia.ca/dhw/dementia/ Dementia- about dementia
ActionPlan-2015.pdf>

Note: This high-level table has been shaped based on presentation slides at the Canadian Association on Gerontology Supporting Canadians Living
with Dementia Symposium 23 October 2015 for five provincial dementia strategies: British Columbia, Alberta, Manitoba, Québec and Nova Scotia.

No presentation was made for Ontario at this symposium; however, material for this province has been added by the authors in addition to links for all

referenced documents where possible.
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England’s 2009 dementia care plan, titled
Living Well With Dementia: a national
dementia strategy, captured the attention of
former Prime Minister David Cameron, who
is said to have had a personal connection to a
PLWD. It established a strategic framework
for improvements to local services to address
health inequalities related to dementia;
provide advice, guidance and support for the
planning, development and monitoring of
services; and provide a guide to the content
of high-quality dementia care services
(Department of Health 2009). In 2012, the
Prime Minister issued a national challenge
on dementia care, committing his govern-
ment to deliver major improvements in
dementia care and research by 2015. Three
champion groups were set up to drive
improvements in health and care; improve
dementia research; and create demen-
tia-friendly communities. England’s national
Dementia Friendly Campaign, backed by
over £1.8 billion in 2012-2013, has spurred
the emergence of such community-focused
actions as the UK Dementia Friendly
Initiative, which encourages ordinary people
to learn more about dementia and finds ways
of supporting PLWD (Alzheimer Society
United Kingdom (ASUK) 2016b).

Japan’s 2015 New Orange Plan for demen-
tia care, championed by Prime Minister
Shinzo Abe himself, identifies seven pillars or
principles to guide the creation of demen-
tia-friendly communities, support family
caregivers, encourage cooperation and
remove institutional barriers within govern-
ment and between providers, incent
intergenerational projects and give people
with dementia a greater voice. This plan has
stimulated an array of grass-roots innova-
tions, such as dementia training for front-line
bank tellers, grocery clerks and garbage
collectors who interact with PLWD and their
caregivers on a daily basis. It has also spurred
the emergence of dementia open houses in
private homes where PLWD, informal
caregivers and care workers can congregate,

share meals and experiences, socialize,
provide mutual support and learn about
dementia and best practices; open house
hosts have access to professional training and
a24/7 hotline (Hayashi 2015a; Whitehouse
2015). The establishment of professional-free
zones where medical care is not provided
likewise validates and mobilizes informal
social networks, including healthy older
persons who can help their peers as well as
school children who learn to assist older
persons who appear to be lost or in need of
assistance (Canadian Research Network for
Care in the Community (CRNCC) 2015;
Williams et al. 2016).

Germany, as we noted, does not currently
have a national dementia care strategy.
Nevertheless, it does have a growing coun-
try-wide, community-based infrastructure
to support PLWD and their caregivers,
supported and funded by the national
government. By the end of 2016, Germany
aims to have in place over 500 “local alliances
for persons with dementia” (lokale allianzen
fir menschen mit demenz), involving
municipalities, healthcare and social care
authorities, citizens, businesses and educa-
tional institutions aimed at developing
comprehensive community-based approach-
es for improving the lives of people with
dementia and their families permanently.
This approach affirms that local solutions are
the way to go, as the municipality is the place
where PLWD normally live and where
neighbours, decisionmakers employers and
other actors in the civil society, can take
direct action to influence the design of living
conditions (Federal Ministry of Family
Affairs 2016; Federal Ministry for Family
Affairs, Senior Citizens, Family and Youth
2014).

We believe that these international
examples, combined with experiences in
Ontario and across Canada, point not only to
the importance of developing a robust
dementia care policy framework (whether
starting from the local level and building up
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or vice versa), but also to key principles or
pillars to guide the development of such a
framework. Here, we are less concerned
about resolving jurisdictional issues, as it is
clear that all levels of the government need to
be involved, but are more concerned about
how to improve the lives of PLWD and their
caregivers, and, in the process, sustain
increasingly stretched healthcare systems.
Although focused on dementia care, we
suggest that these same principles can
improve care for a growing number of
persons of every age who face the daily
challenges of multiple, ongoing health and
social needs.

Pillar One: Put People First

This most important and basic principle is
embedded in virtually all dementia care
initiatives across Canada and internation-
ally. It affirms both the dignity and worth of
PLWD, and also, to echo the motto of the
UK dementia strategy, the goal of “living
well,” as dementia, at least for the foreseeable
future, is not open to cure. Nevertheless,
PLWD, and those around them, can and
should be able to look forward to fulfilling
lives.

As a series of expert reports and commis-
sions in Canada have emphasized, for the
majority of older Canadians, including
PLWD, living well means living as independ-
ently as possible, for as long as possible
“closer to home.” In turn, this requires
Canadian policy makers, while considering
genuine issues of risk and safety, to avoid
overprotective responses and to reject the
notion that the onset of dementia leads
almost inevitably to residential care beds.
Instead, they, like their counterparts in
countries including Japan, England and
Germany, should now aim to find ways to
strengthen the physical, social and emotional
environments where people normally live.

Nor is this merely a matter of preference; it
constitutes good care. A growing body of
evidence suggests that aging in familiar

surroundings and routines can enhance the
PLWD’s ability to rely on their procedural
(unconscious) and emotional memory
systems and help compensate for progressive
losses. Particularly for PLWD, living in
familiar settings may also provide a large
measure of comfort and a sense of security
and belonging (CMHC, 2015a, 2015b),
enhancing quality of life.

Of course, it needs to be recognized that
this idea of “person-centred” care goes
further than simply providing better care to
PLWD as passive care recipients. It also
implies that PLWD, to the extent possible,
should be active participants in decisions
around their own care. At a personal level,
even when PLWD progress to a point where
they cannot manage routine tasks independ-
ently (e.g., finances, cooking, travelling,
self-care) most can still express preferences
around where and how they live and how care
is provided. At the policy level, the Ontario
Dementia Advisory Group (ODAG) —a group
of PLWD in Ontario, which was formed in
2014 with the purpose of influencing policies,
practices and people to ensure that people
living with dementia are included in every
decision that affects their lives — shows that
ways can be found to facilitate meaningful
and continuing engagement by PLWD and
caregivers in the design of dementia care
strategies (ODAG 2016).

Moreover, particularly during dementia’s
early stages, PLWD may also wish to
continue to help others. As experience in
countries such as Japan shows, more capable
older persons can assist those less capable as
volunteers and peer supporters. Not only
does this help to keep people more active,
maintain self-worth and live longer in their
own community, it can do much to normal-
ize dementia and combat the perception that
PLWD are simply a burden on the rest of
society (CRNCC 2015).

Of course, even if self-evident, “putting
people first,” in principle, can still be hard to
achieve in practice, particularly to the extent
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that itis seen to imply a decline in provider
control and the redistribution of resources
away from bed-based towards commun-
ity-based care. In our case study of Ontario,
for example, successive attempts to bolster
communitybased care for PLWD and older
persons with ongoing needs were hollowed
out by the competing political imperatives of
building institutional beds and solving
problems in the acute care sector. Ironically,
as our Balance of Care in South West Ontario
observed, and as recent expert reports have
confirmed, outcomes have been largely
perverse. Not only do many older persons,
including PLWD, now “default” to costly
hospital and residential beds because of a lack
of before-the-fact community-based care,
hospital ALC rates have shown little
improvement in over a decade (Williams et
al. 2016).

Pillar Two: Support Informal Caregiving
This second pillar highlights the crucial role
of informal caregivers, the family, friends
and neighbors who provide an estimated
70-90% of the everyday care required to
maintain persons of all ages with ongoing
health and social needs safely and appropri-
ately in community settings. As recent
expert reports in Ontario and elsewhere
have observed, it is the contributions of
informal caregivers that allow many older
persons, including PLWD, to continue to live
at home; without these contributions,
formal care systems would not be sustain-
able (Williams et al. 2016, 2015a, 2015b).
Yet, paralleling the current state of
dementia care policy, Canada does not
currently have a national caregiver strategy,
and caregiver support initiatives at the
provincial/territorial levels remain uneven
(Peckham, 2016: 140). Although provinces
like Nova Scotia provide tangible supports in
the form of monthly caregiver allowances
and labour code amendments, which extend
compassionate care leave to 28 weeks

(Government of Nova Scotia 2015a, 2015b),
other provinces like Manitoba concentrate
on affirming the informal caregiver role
through largely symbolic measures such as its
Caregiver Recognition Act (Government of
Manitoba 2016).

This compares to dementia care strategies
in other jurisdictions internationally where
caregivers, families and extended social
support networks are now recognized as
essential partners in care qualifying for a
range of formal supports in their own right.
In the UK, for example, the principle of
“living well” is extended to people caring for
someone with dementia. This includes
having access to support services provided by
knowledgeable professionals; having access
to respite care and time to go out and keep up
activities you enjoy; having support to
manage your own health; and having support
to maintain social relationships and build up
peer support networks (Isden 2016).
England’s recent Carers Strategy likewise
aims to improve caregiver access to a wide
range of tangible resources including
healthcare and social care but also extends to
education, pensions and income support
(Department of Health 2014).

In acknowledging and supporting
informal caregivers, policy makers need to
guard against simply “load shifting” onto
individual family members (the majority of
whom continue to be women) who may
themselves experience a range of physical,
emotional and mental health challenges
because of caregiving activities. Rather than
building informal caregiver capacity and
resilience, this could produce the opposite
outcome of increased caregiver burden and
stress, leading to caregiver burnout and
withdrawal and a decline of caregiver
capacity (Health Quality Ontario 2016;
Williams et al. 2015a, 2015b).

As well, international experience and
practice suggests that the idea of caregiving
should now be broadened to look beyond
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family caregivers, particularly, as traditional
nuclear families are in decline across the
industrialized nations (McNeil and Hunter
2014). In Canada, for example, the numbers
of older persons (those 65 years of age and
older) exceeded numbers of younger persons
(those under the age of 14) for the first time
in 2016, reflecting demographic trends in
other countries (McNeil and Hunter 2014)
and auguring a progressive erosion of the
traditional family caregiver base (Williams et
al. 2015a).

Instead, countries like the UK, Germany
and Japan are now redefining caregiving as a
shared social responsibility and emphasizing
the importance of bolstering broader support
networks including building “dementia-
friendly” communities (ASUK 2016a;
Peckham 2016). In such communities, PLWD
“are supported to live a high quality of life
with meaning, purpose and value” by
“policies, services and physical spaces”
designed to enable people of all ages “to live
in a secure and accessible physical and social
environment” (Webster 2016). In the UK and
Japan, this includes training and equipping
tens of thousands of volunteers — “dementia
friends” — to provide essential everyday
supports to PLWD, including telephone calls,
companionship, peer support and help to
attend medical appointments and social
activities (ASUK 2016a; CRNCC 2015;

Isden 2016).

There are local Canadian examples as well.
In Ontario, for instance, the small town of
Bobcageon recently initiated a “Blue
Umbrella Program,” which brings together
multiple stakeholders (e.g., local businesses,
professionals, bus drivers, volunteers) to
build and strengthen communities by raising
awareness about dementia and creating safe
places for PLWD to continue to interact in
their community (Webster 2016). Age- and
dementia-friendly communities, which
encourage broader preventative and main-
tenance efforts and the creation of supportive
environments for not only PLWD but also

persons of all ages with multiple chronic
needs, seem a logical next step
(MortonChang 2015).

Pillar Three: Enable “Ground-Up”
Innovation and Change

Which brings us to the key policy question:
How best to achieve needed change.

The value of a comprehensive dementia
care strategy at national and/or provincial/
territorial levels seems clear. Such strategies
can establish dementia as a public policy
priority at a time when dementia numbers
arerising. They can also set clear goals for
concerted action, a crucial consideration
given that good dementia care for PLWD and
caregivers is increasingly seen to span not
only a continuum of programs, services and
providers within healthcare but also
programs, services and providers within
diverse fields such as social care, housing,
education and income support. As we have
seen, dementia care strategies internationally
also aim to bolster informal support
networks and build stronger neighborhoods.

However, it is less clear that such strategies
need to be “top down” or heavily prescript-
ive. As we have seen, many promising
initiatives gain traction at the local commun-
ity level, where people normally live. Given
that communities vary considerably in terms
of their needs and capacity, “one size fits all”
solutions are unlikely to work. In Ontario,
and across Canada, the most rapidly aging
communities are in rural and remote areas
characterized by sparse formal care infra-
structures, and by overall population decline
as younger persons (and potential caregivers)
pursue education and jobs in cities. Rather
than requiring that a pre-specified “basket of
services” be present in every community —
an essentially “provider-centric” view — as
this is unlikely to happen, it might be better
to ask how formal and informal resources,
including but not limited to healthcare, can
be organized around people’s needs where
they live.
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In the UK, for example, its national
dementia care strategy has encouraged local
non-governmental organizations (NGO’s)
such as Enfield Age UK to train dementia
care “navigators” in hospitals, as well as
dementia care well-being coordinators in
communities, to work with caregivers and
existing care teams and providers, help access
available services and supports and identify
and fill care gaps (Enfield Age UK n.d.).

In Japan, the New Orange Plan supports
the establishment of an Intensive Support
Team in every municipality by 2018; an
increase in the number of dementia care
community promoters from 175 in 2012 to
700 in 2017; and the mobilization of up to 8
million dementia care “friends” by 2017,
including bank staff, grocery clerks, school
children and younger older persons (Hayashi
2015b; Wake 2016).

In Germany, its emerging country-wide
network of community dementia alliances is
mandated to take action in the following four
fields: science and research; social respon-
sibility; support for people with dementia
and their families; and (re)structuring of
support and healthcare systems (Federal
Ministry for Family Affairs, Senior Citizens,
Family and Youth 2014).

Such approaches do not let senior levels of
government off the hook. Rather, they
commit them to enabling the development of
“ground-up” innovations through the
establishment of clear goals, the reduction of
bureaucratic hurdles and the infusion of
needed resources. In doing so, they also
galvanize political support. Instead of
starting with a national dementia strategy,
Germany is now enabling local communities
to build one “from the ground up.”

Conclusions

While focusing on dementia, we do not see it
as the only challenge now facing older
Canadians, caregivers, communities and
health systems. And we certainly do not
advocate action that would see limited

resources stripped away from other needs
groups, or pit disease-specific organizations
one against the other.

However, dementia is a “game changer” to
the extent that it complicates other health
and social needs and erodes the capacity of
individuals to manage on their own.
Moreover, even if rates of dementia are
nudging downward and most older persons
are living longer and healthier lives, which is
where any dementia strategy should start, an
aging population means that more people
will be touched by dementia, a reality that
has prompted leaders nationally and inter-
nationally to establish dementia care a policy
priority. Moreover, because PLWD are
among those most likely to experience the
effects of multiple chronic health and social
needs, their needs can usefully and appropri-
ately drive the development of more
comprehensive and integrated commun-
ity-based approaches to care for Canadians of
all ages who cannot manage on their own. As
our work in Ontario suggests, the option of
“business as usual” is not a good one: in
addition to the negative impact on the
well-being and independence of PLWD, the
likelihood of caregiver burden and burnout
can be expected to increase, with “default” to
bed-based care eroding the sustainability of
healthcare systems.

Although a Canadian dementia strategy
may be desirable, to the extent it applies
equally to all Canadians, provinces and
territories are fully capable of developing
their own strategies, as many provinces have
already done, and as Ontario is once again in
the process of doing. Nor should provincial
strategies preclude federal action, as the
federal government can establish national
bodies to support knowledge generation and
translation, and it can act with considerable
freedom in such areas as housing which are
key to dementia care.

Moreover, rather than being top-down
and prescriptive, we suggest that strategies
should aim to enable and set clear goals for
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local action against which policy makers at
all levels can be held accountable.

We think three overriding goals are
essential. The first, “person-centred care,”
reflects a growing national and international
consensus that care should focus on what
PLWD need, and that this in turn means
“living well” in familiar settings. The second,
“support informal caregivers,” recognizes
not only that family, friends and neighbors
do most of the heavy lifting in the commun-
ity, but that they often require help in their
own right to “live well” and continue to care.
The third, “enable ground-up innovation and
change,” emphasizes the need for senior
levels of government to create the conditions,
and provide tangible support for local
innovations, which build capacity within and
beyond healthcare to maintain PLWD as
independently as possible, for as long as
possible, “closer to home.”

In conclusion, we want to extend our
thanks to the editors of this journal for giving
us the opportunity to contribute to, and
hopefully stimulate, ongoing discussion
nationally and internationally about the
future of dementia care. We look forward to
hearing the ideas from an excellent group of
commentators.

Notes

1. Interestingly however, another more
generic strategy developed during this
time frame designed to provide a
common policy framework to guide
efforts toward effective prevention and
management of chronic diseases, with
risk factors common to many diseases
(Lee, 2006), was also eventually
allowed to lapse.

2. Three national strategic objectives have
been highlighted by ASC for CADDP:
expanded funding and scope of demen-
tia research; evidence-based strategies
for dementia prevention and health
promotion; and ensuring those who
have dementia are living well with their
condition (ASC 2015a).
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Abstract

In their paper, Morton-Chang et al. (2016) discuss how aging societies are strug-
gling and trying to cope with the rapidly increasing numbers of persons living with
dementia (PLWD). In that sense, the Canadian case is not unique. On the contrary,
it is very similar to other developing countries. Therefore, it is worthwhile to reflect
from another country’s perspective on this unprecedented societal development.

In this paper, | will consider the challenge of dealing with increasing numbers
of PLWD from the European and, in particular, Dutch perspectives. Whereas,
MortonChang et al. pose the question: “How do we get there from here?” | will
address the issues of what the “there” should be and how we get there from my
European/Dutch perspective. | will provide my view on how the roadmap can be
drawn, who needs to be on the tour, who might be the guide and what conditions
need to be in place to arrive at the desired destination.

This article originally appeared in HealthcarePapers 16(2) October 2016 :
57-63.d0i:10.12927/hcpap.2017.25001. <https://www.longwoods.com/content/25001/healthcare-
papers/the-journey-towards-community-based-dementia-care-the-destination-roadmap-guide-

tour-group-and-t>.
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The Journey Towards Community-Based Dementia Care

The Destination
Before I discuss the destination — the
“there,” in terms of Morton-Chang et al.
(2016) — I will first briefly depict my “here,”
The Netherlands. Geographically, The
Netherlands is a small country, with a
population of 17 million, of whom ~260,000
people suffer from dementia (RIVM 2016).
The Dutch spend ~5.3% of their health
budget on dementia (RIVM 2014). As in
other countries, there are some signs that
the prevalence is decreasing, probably
because of improved prevention of vascular
disease and higher levels of education
(Larson et al. 2013; Matthews et al. 2013).
Because of the sheer aging of the population,
however, predictions are that in 2050, the
number of PLWD will be ~500,000 in The
Netherlands (Alzheimer Nederland 2013).
Or, to give an impression of how it will affect
society, in every street, there will be, on
average, two PLWD. No doubt, dementia
will affect the Dutch society to a large
extent, as it will affect the Canadian society.

Acknowledging that there will be no cure
for dementia in the short term, society has to
deal with this reality. It needs to take up the
hazardous journey into developing commun-
ities that can accommodate PLWD. One
argument for this journey is guided by
normative principles: it is a human right that
PLWD find a place in society and can
participate without any discrimination,
irrespective of disease or disability, as stated
in the UN Convention on the Rights of
Persons with Disabilities (UN 2006).
Communities, therefore, should be accessible
to all citizens, irrespective of the kinds of
disabilities or impairments. Therefore,
according to these principles, we need to
develop dementia-friendly communities,
that will be beneficial to other groups of
people with disabilities as well.

The second argument is an economic one.
Calculated over a person’s life, dementia is —
after learning disabilities — the second most

expensive disease or disability (RIVM 2014).
The OECD (2015) recently estimated the
worldwide cost of dementia was US $645
billion in 2010. This is more than the GDP of
Switzerland. As the number of PLWD is
expected to double the next 30 years,
expenses will increase enormously, in
high-income countries, but even more in
middle- and lowincome countries (OECD
2015).

The third, and maybe the most appealing
argument, is the enormous challenge to
support PLWD and their relatives to live a life
with dignity and that it is worthwhile to live.
On average, they live eight years with their
disease, i.e., approximately, one-tenth of
their lives. These should be years with as high
as possible quality of life. The same holds for
their relatives, neighbors and their neighbor-
hoods in which they live. The pressure on
informal carers is large: European data
suggest that in the early stages of Alzheimer’s
disease, more than half of informal carers
spend more than 28 hours per week provid-
ing care. As Alzheimer’s disease progresses,
the burden increases, with half of the carers
spending more than 70 hours per week
providing care (Glendinning et al. 2009). So,
the quality of life is surely a good case for
working on communities that can deal with
dementia.

Thus, whatever argument is taken first, the
destination is clear: we need a demen-
tia-friendly society, with dementia-friendly
communities.

The Roadmap

If a dementia-friendly community is the
joint destination, what should be the
roadmap? As outlined above, dementia has
huge consequences for society. In my view, it
is not merely a healthcare issue. Not surpris-
ingly, a traditionally economy-oriented
organization such as the OECD has recently
extensively addressed the issue on how to
deal with dementia in society at large
(OECD 2015). Along with other more
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healthcare-oriented policies, the OECD calls
for a wide variety of measures to be taken in
and by society: healthy aging strategies for
PLWD, safer communities, more acceptance,
awareness raising, dementia education at
schools, training of people who get in
contact with PLWD, promoting independ-
ence and self-determination through
user-directed support and care coordina-
tion, support of relatives and friends who
take up care tasks, peer-to-peer support
networks, safe and appropriate environ-
ments including alternatives to institutional
care for living with dementia in dignity,
guidance and financial support to help
people to make their homes suitable for
living with dementia and the use of effective
technologies. One can hardly disagree!

Dementia care standard
The issue is how to take this further. In
The Netherlands, we have developed some
strategies, which may also work for other
countries. One is the instrument of the
so-called Care Standards. A Care Standard
is a document that describes what the
important ingredients are for optimum
dementia care and support in a region, based
on the most state-of-the-art (evidence
based) multidisciplinary knowledge and
guidelines for a particular disease or
category of health-related problems. It is
developed by all relevant national stakehold-
ers and experts (Nies et al. in press). The
national Care Standard is translated to the
regional and local communities by care
programs. The Dutch Care Standard for
Dementia resembles the NICE guideline on
Dementia, Disability and Frailty in Old Age
(NICE 2015). It specifies what should be
organized in functional terms without
exactly saying who is responsible for what.
The present standard, however, is pretty
much health-, long-term- and social care-
oriented. It more or less follows the process in
the disease of the PLWD. It describes how to
organize early recognition and prevention,

diagnostics, case management (or care
coordination), treatment, counselling and
support, delivery of care and services, and
organization of integrated services/care. The
regional translation and implementation is a
responsibility of dementia care networks.
These are networks of professional organiza-
tions and/ or professionals (e.g., general
practitioners) in dementia care, as well as
representatives of local or regional
Alzheimer’s associations, representing the
voices of the users. To make dementia care
work at the regional level, the Dutch
Government has issued a large implementa-
tion program to encourage the development
of regional collaborative networks (Nies et al.
2009), and will do so again from 2017 on.
Between regions, differences can exist in how
dementia care is organized and how far it is
implemented (Nies et al. in press).

However, the present approach is not yeta
success in all respects. The present Care
Standard is signed by a great number of
stakeholders, but not by healthcare insurers
and municipalities, two important categories
of stakeholders. The national council of
municipalities did not sign the Standard
because of the political autonomy of local
governments. The healthcare insurers were
reluctant because of financial implications.
At the time the standard was approved, it was
not an obligation to get them on board and
committed. The standard as a quality
instrument was at that time merely seen as a
professional standard, but tested from a user
perspective. A final limitation is that the
current standard is yet a care standard, not a
community standard.

Dementia-friendly communities

A second strategy is that of “demen-
tia-friendly municipalities.” As in other
countries, at present, a number of munici-
palities are profiling themselves as such. The
Dutch Alzheimer Association supports this
development by encouraging municipalities
to join the aforementioned care networks, to
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commission and to develop demen-
tia-friendly services (Alzheimer Nederland
2012). The movement towards demen-
tia-friendly communities (municipalities,
neighborhoods, companies, citizens) is at its
beginning stage. There are quite a number of
good examples, for instance, in encouraging
arts work among PLWD, teaching on how to
interact with PLWD at schools, enabling
police officers to be more aware of dementia,
providing information to citizens, organiz-
ing informal carers’ support and so on.

Innovation

A third strategy is innovation. A number of
services that fit in the concept of “dementia
friendly” are well-developed and grounded
on scientific evidence. For instance, the
dementia meeting centres are — as the name
suggests — a place where the PLWD meet. A
small team of professionals and volunteers
provides support and a social environment
to a group of mildly to moderately impaired
PLWD in a lowthreshold setting. Meeting
centres integrate different types of support
and offer a wide range of activities. Informal
carers are invited to join for information
meetings and discussion groups. The centres
are also open for assistance in practical,
emotional and social problems (Droes et al.
2004, 2006). At this moment, ~150 meeting
centres exist.

Another type of service, and to some
extent similar, are the Alzheimer Cafés
(Jones 2010; Jones and Miesen 2011; Miesen
and Jones 2004). These cafés provide, usually
on a monthly basis, opportunities for
meeting and sharing information for PLWD,
their informal carers and professionals. The
meetings are often accompanied by music
performances and themes on dementia are
discussed and usually inspired by presenta-
tions of one or more experts. The Alzheimer
Cafés are widely spread across the country
and are often run by volunteers or profes-
sionals, or professionals in their leisure time.

Further, the so-called green care farms fit
within the model of dementia-friendly
communities. These are often a form of
collaboration between healthcare and social
care and agriculture. People with dementia
or learning disabilities; those with psycho-
social, psychiatric or (formerly) addiction
issues, and those with burn-out issues and
other problems that make it difficult for them
to participate in society, are working under
guidance at a farm for a given number of days
a week. Hereby, people engage in meaningful
activities and meet other people. Participants
sometimes also have the option of staying
overnight. The mixture of target groups is
diverse, and sometimes, the farms only focus
on people of one of these groups (De Bruin et
al. 2010a, 2010b). The number of care farms
has mushroomed from 214 in 2000 to 1,088
in 2009 (no recent data available) (Federatie
Landbouw en Zorgn.d.). At present, the
continuation of these green care farms has
become critical in some cases because of
recent changes and cutbacks in public
long-term care funding.

The Guide, the Tour Group and

the Conditions

These examples demonstrate that optimum
dementia care and dementia-friendly
communities can be encouraged and guided
by governments; for instance, by establish-
ing an instrument like the Care Standard, by
using a label such as “dementia-friendly
community” or by issuing a significant
implementation program. In our — Dutch

— view, it is a system-responsibility of our
government to ensure healthcare for all
citizens. However, its needs to be taken up
by service users and their representatives,
citizens (including volunteers), service
providers, professionals and authorities.
They need to be actively involved in design-
ing these communities. They constitute the
“tour group” that is heading for the jointly
agreed destination. And if the tour doesn’t

WORLD HEALTH & POPULATION e VOL.18 NO.1

33



34

Henk Nies

take place, our government can be held
accountable for not upholding its
system-responsibility.

The examples also show that creative
entrepreneurship and initiatives of citizens
are helpful. The green care farms, to some
extent, developed because of the difficult
times in agriculture and a number of farmers
had to find new ways to continue their
business. On the other hand, new paradigms
of participation, inclusion and normalization
were adopted by the dementia care providers.
Pioneers are to explore new pathways!

Thirdly, the examples show, that support-
ive conditions need to be in place. It is not
always big money that makes the difference,
but some money is necessary. Skillful people
are also needed to develop and run the right
services, which are attuned to the needs of
PLWD. Moreover, infrastructure is neces-
sary: building homes suitable for PLWD,
running buses to transport people and
constructing local information structures.

The challenge

The journey from “here” to “there” is a
challenge. The destination is clear: a
supportive society that is receptive to PLWD
and enables them to live as full a life as
possible. But what do we mean by saying
this? “A life in good health” could be the
obvious answer. However, “health” has
become a concept that is heavily medical-
ized. The definition of the World Health
Organization (WHO 1948) — “a state of
complete physical, mental and social
wellbeing and not merely the absence of
disease or infirmity” — declares the majority
of people, particularly older people with
multiple conditions, as unhealthy. This
easily contributes to over-medicalization.
Huber et al. (2011: p. 235) introduced the
concept of “positive health,” which is the
“ability to adapt and self-manage in the face
of social, physical and emotional challen-
ges.” Resilience and selfmanagement are key

to experiencing quality of life, well-being
and dignity, although impairments, frailty
and/or multiple conditions exist, which is
the case in PLWD. This concept of “positive
health” implies living a normal life for as
much as possible. It also implies a paradigm
shift away from the traditional dis-
easeoriented healthcare, which is often
dominant in care for PLWD. PLWD are
more than their disease, although their
conditions are limited. Huber et al. (2016)
identified the following six main dimensions
within the concept of “positive health”:
bodily functions, mental functions and
perception; the spiritual/existential dimen-
sion; quality of life; social and societal
participation; and daily functioning.

These dimensions are made up of in sum

32 aspects.

It was established that citizens and
patients value all these dimensions, but the
values of professional carers differ from those
of citizens and patients. However, according
to Huber et al.’s (2016) research, policy
makers, healthcare insurers and researchers
deviate most from the values of citizens
and patients.

The real challenge will be to support
positive health for PLWD. The on-average
eight years are too long to live a life that is
“unhealthy” and dominated by the disease.
Optimizing life alongside the six dimensions
by supporting self-management and resili-
ence is the real challenge; sometimes by
counseling, nursing and treatment, but most
of the time by supporting what makes life
worthwhile. And often that can be done by
providing support to the social and physical
environment. And, in the end, people
constitute their own lives, for good or
for bad.

From a community point of view, condi-
tions need to be created to enable positive
health for PLWD. This community journey
needs a well-designed roadmap. Many
barriers exist that we ourselves have created,

WORLD HEALTH & POPULATION e VOL.18 NO.1



The Journey Towards Community-Based Dementia Care

such as legislation, funding, organizations,
professions, which create their own bound-
aries, whereas the PLWD deserve fully
integrated support. This calls for a guide who
knows how to navigate around these barriers
and to cross the boundaries. It also requires a
tour group that is destined to reach the
“there” and to establish supportive condi-
tions and investments, in terms of money
and infrastructure. Each local itinerary and
each journey can be different and should be
different, be it in Canada or in The
Netherlands. But there needs tobe a
common view: supporting people with
dementia and their dearest to make life
worthwhile and dignified!
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Abstract

A 2019 report by the Canadian Academy of Health Sciences identified the
importance of evidence-informed implementation strategies in reforming
dementia care. Such implementation strategies may be relevant to changing
clinical practice in the wake of Canada’s impending federal dementia plan (initi-
ated by Bill C-233). As this federal dementia plan is elaborated, there may be
value in looking ahead to some of the implementation challenges likely to be
faced “on the ground” in healthcare settings. We thus conducted a rapid review
of provincial and national dementia plans from high-income countries and reviewed
studies on implementation strategies to dementia care. We advance seven key
implementation strategies that may be useful for future dementia care reform.

The Alzheimer Society of Canada (2010)
reports that by 2038 over 1.1 million
Canadians will have dementia. This repre-
sents 2.8% of the total Canadian population,
with 9% of Canadians over age 60 and 50%
of Canadians over age 90 having dementia
(Alzheimer Society of Canada 2010).
Ultimately, this prevalence of dementia will
lead to a cumulative economic burden of
$293 billion per year by 2040 (Alzheimer
Society of Canada 2018). In response to
rising global dementia rates, the World
Health Organization (WHO 2012) has
identified dementia as a global health
priority. In Canada, this priority has been
addressed provincially: beginning with
Ontario in 1999 (MOHLTC 1999), provinces
have gradually developed plans to address
the overwhelming scale, impact and cost of
dementia. While provincial stewardship in
this arena is logical (Flood and Choudhry
2002), calls for a federal dementia strategy
that is complementary to provincial stew-
ardship — involving investment in research,
increasing awareness of dementia risk
factors and supporting and inspiring local
clinicians to improve care practices for
dementia — persist (Alzheimer Society of
Canada 2018).

Canada’s recent passage of Bill C-233, an
Actrespecting a national strategy for
Alzheimer’s disease and other dementias,
suggests that a federal dementia plan may
soon be established. Bill C-233 identified five
priorities for dementia care reform: (1)
developing national objectives, (2) encour-
aging investment in research, (3)
coordinating with international bodies (e.g.,
WHO), (4) assisting provinces with the
development and dissemination of diagnos-
tic treatment guidelines and best practices for
dementia care management; and (5) making
recommendations for standards of care. A
National Dementia Conference (PHAC 2018)
and a report conducted by the Canadian
Academy of Health Sciences (CAHS 2019)
were organized in response to Bill C-233.
Both the conference and report allowed for
diverse stakeholders to share perspectives on
dementia care and support, research and
public education. They also suggested that
implementing a dementia strategy is easier
said than done. Accordingly, the CAHS
recommended that evidence-informed
implementation strategies be considered to
achieve stated goals of dementia care reform
(CAHS 2019). To respond to this final
recommendation —and to support the
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clinic-level objectives identified by Bill C-233
and the National Dementia Conference —

a synthesis of existing implementation
strategies specifically relevant to dementia
care is needed.

In this article, our aims are (1) to highlight
why implementation strategies are essential
components downstream of any dementia
plan, (2) to examine the implementation
strategies referenced in dementia plans of
peer high-income countries and provinces;
and (3) to review and propose evidence-
informed implementation strategies that
national and provincial governments in
Canada may use as they further reform
dementia care at the clinical level. To do so,
we conducted a rapid review as defined by
Tricco etal. (2016), examining provincial
and national dementia plans from around
the world. In addition, we reviewed studies
on implementation strategies that are specific
to dementia care reform. Note that while a
dementia plan should ideally be broad,
including supportive housing, community
programs, caregiver support, dementia-
friendly cities, transportation and
anti-stigma campaigns, this paper will
specifically focus on the healthcare delivery
system for dementia care.

Why Implementation Strategies Matter
The inclusion of implementation strategies
in dementia care reform is important for
countries to reap the benefits — improved
care and reduced cost — of dementia plans
(Milstein and Shortell 2012). Studies have
shown that the dissemination of healthcare
initiatives is challenging. For example,
Damschroder et al. (2009) report that only
one-third of healthcare improvement
initiatives successfully transition from
adoption to sustained implementation
across organizations. Even if implementa-
tion strategies to change clinical practice are
only enacted after high-level policy is
negotiated, understanding implementation

Achieving the Goals of Dementia Plans

challenges likely to be faced by healthcare
professionals is relevant to the negotiation of
funding mechanisms and resource alloca-
tion by federal and provincial governments.

Whereas many implementation strategies
are applicable to any healthcare policy,
specific implementation strategies matter for
dementia because of the complex nature of
dementia diagnosis, care and affected
population. First, dementia is notoriously
underdiagnosed in primary care, with rates
between one-half (Bradford et al. 2009) and
two-thirds (Valcour et al. 2000). The
challenges of primary care physicians to
diagnose dementia stem from a lack of
confidence (Foley et al. 2017) and/or uncer-
tainty about whether the diagnosis of an
incurable disease such as dementia will
improve the care or quality of life of a patient
(Borson and Chodosh 2014). Second,
optimal dementia care requires a wide range
of personnel and services, which change as
the needs of dementia patients evolve
(Borson and Chodosh 2014). Third, patients
with dementia suffer from high degrees of
comorbidity, with one-third of patients
experiencing five or more additional chronic
conditions (Mondor et al. 2017). Acute
exacerbations of these co-existing diseases
often make dementia care too rare of a
priority. Finally, optimal dementia care
requires engaging both the patient and their
caregiver(s), which is specific to dementia
care (Borson and Chodosh 2014).

Shedding Light on the Lack of
Implementation Strategies in
Published National and Provincial
Plans for Dementia

National and provincial plans for dementia
have been published in 29 countries and
eight Canadian provinces, according to
Alzheimer’s Disease International (2018).
We analyzed the 24 strategies that were
written in either English or French (16
countries plus all eight Canadian provinces).
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These reports generally share a common
form: the reports define dementia and
describe its prevalence and impact, under-
score the purpose for a national or provin-
cial dementia strategy and outline strategic
priorities for dementia reform. These
priorities typically include (1) increasing
awareness and understanding of dementia,
(2) promoting timely diagnosis through
workforce development; and (3) improving
dementia management and care. Of the

24 national and provincial plans for demen-
tia examined, only 12 addressed the imple-
mentation strategies for the programs. The
plans either introduce implementation

strategies throughout the documents (i.e.,
tying individual strategies to specific
objectives) or through explicit “stand-alone”
chapters on implementation strategies,
typically located towards the conclusion of
the documents (Table 1).

More critically, even among the national
and provincial plans for dementia that
include sections on implementation strat-
egies, very few plans actually articulate
strategies for the diffusion or implementa-
tion of dementia care reform. They tend to
state objectives but not how such objectives
will be achieved or measured (e.g., “educat-
ing more people earlier about the risks of

Table 1. A list of reviewed national and provincial dementia plans, and how they

address implementation strategies

Country

Australia

Finland

France

Greece

Indonesia

Ireland

AR N NN

Israel

[taly

Korea

Luxembourg

Malta

Netherlands

Norway

Switzerland

United Kingdom

United States
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Table 1. continued
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Canadian Province

Alberta

British Columbia

Manitoba v .

Newfoundland & Labrador

Nova Scotia

Ontario

Quebec v °
Saskatchewan %4 .

developing dementia”). The few implementa-
tion strategies that have been articulated
remain vague. Strategies like “investing in
research” (United Kingdom) (United
Kingdom Department of Health 2009),
“diversifying pedagogical approaches”
(France) (Ministére des Affaires sociales,

de la Santé et des Droits des femmes 2014)
and “involving individuals living with
dementia and their caregivers” (Switzerland
and Malta) (Office fédéral de la santé
publique 2013; Scerri 2014) form inadequate
foundations upon which governments can
orchestrate targeted and consequential steps
towards achieving dementia plan goals.

A Review of Successful Implementation
Strategies in Dementia Care

The literature suggests that any implementa-
tion of dementia reform, like any innova-
tion, should target both individual adopters
(healthcare professionals and informal
caregivers) and whole organizations
(Greenhalgh et al. 2004). Individual
adopters benefit from pragmatic guidelines
that target the confidence and expertise of

individuals, address their concerns and
encourage them to engage with dementia
reform over an extended period.
Implementation strategies should also be
conceived at the organizational level, where
integrating reforms with the current
organizational context, identifying and
valourizing a “champion” of dementia
reform and providing additional resources
and incentives may facilitate improved
dementia care.

Successful Strategies at the Individual
Level: Putting People First

Disseminating pragmatic guidelines
and training through active, concise and
varied formats

Traditional didactic and passive strategies
(lecture-style meetings, printed materials
and guidelines) are usually ineffective
strategies for increasing healthcare profes-
sionals’ knowledge of dementia and their
confidence in managing patients
(Aminzadeh et al. 2012; Burgio et al. 2001;
Gifford et al. 1999). Healthcare professionals
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benefit most from problem-based and
solution-focused dementia training (Yaffe
et al. 2008). Whatever the intervention,
strategies that focus on pragmatic benefit
and usability should be developed
(Aminzadeh et al. 2012). Guidelines must
recognize the importance of the patient—
caregiver dyad, which is specific to dementia
(CAHS 2019). For example, caregivers
benefit from specialized training including
practice opportunities, personalized
feedback and collaboration with practition-
ers (Chesney et al. 2011; Mazmanian and
Davis 2002; Soumerai 1998). Guidelines to
healthcare professionals and informal
caregivers should be communicated in
succinct and synchronized trainings to
minimize “guideline fatigue” (Aminzadeh
et al. 2012). These guidelines should also
include recent recommendations from the
Fourth Canadian Consensus Conference on
the Diagnosis and Treatment of Dementia
(Gauthier et al. 2012). Finally, guidelines
should be encompassing of the comorbidity
associated with dementia that often com-
pounds physicians’ difficulty with diagnos-
ing and providing care for dementia and
patients’ difficulty with living with the
disease while managing other chronic
conditions (Borson and Chodosh 2014;
Mondor et al. 2017).

Promoting confidence and expertise
Implementation strategies must be designed
to target the confidence of healthcare
professionals who feel ill-equipped to
diagnose and care for dementia in Canada
(Aminzadeh et al. 2012). Confident health-
care professionals are more likely to take a
keen interest in dementia and dementia care
reform and to diagnose dementia in a timely
way (Aminzadeh et al. 2012; Moore and
Cahill 2012). Confidence and expertise may
be self-initiated, but governments can also
furnish this capacity by providing funding
and resources to train additional staff, such

as geriatric nurses, who can collaborate and
mentor closely with other clinicians
(Aminzadeh et al. 2012).

Addressing concerns of potential adopters
Similarly, many healthcare professionals
approach dementia diagnosis and care from
a nihilist perspective (Pentzek et al. 2009).
Family physicians are concerned about
whether a diagnosis will improve the quality
of life of a patient (Borson and Chodosh
2014) and whether dementia care interven-
tions will result in improved care (Black and
Fauske 2007; Netting and Williams 1999;
Seddon and Robinson 2001). Studies show
that when healthcare professionals maintain
negative attitudes towards dementia inter-
ventions, the interventions are less likely to
be adopted (Khanassov et al. 2014). A final
unique barrier remains the reluctance of
some family physicians to be trained in
dementia care by non-physicians (Cameron
et al. 2010).

Encouraging adopters to engage with the
intervention over an extended period
Interventions take time to implement, and
practices take time to change. This is
especially true in dementia care, which
mobilizes multiple health and social service
organizations. Accordingly, benefits of
dementia diagnosis and management take
time to emerge. Persistence with interven-
tions is thus particularly important in the
context of dementia care. When healthcare
professionals engage with new dementia
programs for longer durations, their
adherence to, and confidence in, the
interventions increases (Cherry et al. 2004;
Gladman et al. 2007; McCrae and Banerjee
2011; Netting and Williams 1999; Van Eijken
et al. 2008). Eventually, as outcomes become
perceivable, healthcare professionals feel
increased self-worth and accomplishment
(Grinberg et al. 2008).
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Successful Strategies at the
Organizational Level: Teamwork and
Resources

Integration with current context

Dementia interventions that are imple-
mented in ways that are compatible with the
current healthcare structure are more likely
to be well-received by healthcare profession-
als (Khanassov et al. 2014). This can be
challenging, since dementia care is often
time-consuming, especially for solo practi-
tioners (Hinton et al. 2007). Team-based
care, with a clear division of labour, is
needed. For example, nurses (referred to as
infirmiéres pivots, “pivot nurses”) are
particularly suited to conduct cognitive
screening, assessment and functional
evaluation (Bergman 2009).

Identifying and valourizing a “champion”
of dementia reform

As is usually the case for any policy or
program implementation, a critical pre-
dictor for the successful implementation of a
strategy is the presence of a physician or
nurse who serves as a “clear champion” for
dementia reform (Gifford et al. 1999). This
champion, who recognizes the potential
benefits of new recommendations, including
timely diagnosis of dementia and interdisci-
plinary management, takes an active role in
convincing other colleagues to use the
guidelines (Gifford et al. 1999). If the
champion is knowledgeable in dementia
management, they may also provide support
and guidance to peers. Championing
dementia reform can be individual- or
team-based.

Resources, incentives and culture
Governments must also fund and support
dementia-specific resources beyond the
clinic: home-based care, community
services, transportation, long—term care and
assistive devices. Healthcare professionals

Achieving the Goals of Dementia Plans

should be trained to know which of these
options or services are available in the
region, how efficient and organized these
resources are and how to refer patients to
them (Yaffe et al. 2008). Governments
should also consider personal incentives
(such as remuneration and other motiva-
tions) and cultural differences (unique
perceptions of dementia and caregiving,
especially in rural, Northern or immigrant
communities) when developing strategies for
implementation (Braun and Browne 1998;
Khanassov et al. 2014; Martindale-Adams et
al. 2017).

Limitations

This rapid review serves as a brief overview
of the current state of dementia plans,
vis-a-vis implementation strategies, across
Canada and other high-income countries.
However, our analysis is limited. First,
untranslated dementia plans (written in
languages other than English or French), or
those not available in the public domain,
were not examined. Also, this review was
limited to national and provincial plans.
Grey literature (including future policy
enforcement documentation) was not
examined. Accordingly, we may have missed
more applied guidelines (including imple-
mentation strategies) in subsequent years.

Summing Up: Implementation
Strategies for Dementia

Even if implementation strategies are not
included in national and provincial demen-
tia plans, they will ultimately be relevant to
transforming dementia care practice “on the
ground.” This article advances several
dementia-specific implementation strategies
that can be leveraged to improve the
diagnosis and management of dementia.
These strategies should be considered as
future dementia plans are translated from
policy to action.
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Abstract

In 2012, the World Health Organization estimated that the number of people living
with dementia worldwide was approximately 35.6 million; they projected a doubling
of this number by 2030, and tripling by 2050. Although the majority of people
living with a dementia live in the community, residential facility care by nursing
providers is a common part of the dementia journey in most countries. Previously
published research confirms that caring for people living with dementia in such
facilities often creates moral distress for nursing care providers. In this paper, the
authors share additional findings from a two-year, two-phase, mixed methods study
of moral distress as experienced by nursing caregivers of residents with dementia

This article originally appeared in Nursing Leadership 30(4) December 2017 : 45-59.d0i:10.12927/
cjnl.2017.25449. <https://www.longwoods.com/content/25449/nursing-leadership/mitigating-moral-
distress-in-dementia-care-implications-for-leaders-in-the-residential-care-sector>.
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in residential care settings in a Western Canadian province. The findings relate to
strategies to reduce moral distress in this caregiving group, with a particular focus
on the role of supportive and responsive leadership. Important implications for
practice and for leadership in the residential care sector are presented.

Introduction

In 2012, the World Health Organization
estimated that the number of people living
with dementia worldwide was approximately
35.6 million; they projected a doubling of
this number by 2030, and tripling by 2050
(WHO 2012). Although the majority of
people living with dementia live in the
community, residential facility care by
nursing providers is a common part of the
dementia journey in most countries.

Indeed, literature from around the world
confirms that of those people requiring
supportive living environments such as
long-term care (LTC) or assisted living (AL),
nearly half are living with some form of
dementia (Global Observatory for Ageing
and Dementia Care 2013). In one study in a
Canadian province, Strain etal. (2011)
reported that 58% of AL residents lived with
a diagnosis of dementia, as did 71% of
residents in LTC. Research has also shown
that caring for persons with dementia can be
emotionally, physically and ethically
challenging on a daily basis (Bolms;jo et al.
2006) and that turnover in nursing staffin
these settings tends to be high (McGilton et
al. 2013b; Utley et al. 2011).

Findings for this paper were derived from
amixed methods study of moral distress
among nearly 400 nursing staff caring for
people with dementiain LTC and AL
facilities (collectively referred to as residen-
tial care facilities or RCFs) in one Western
Canadian province. Nathaniel (2004)
defined moral distress as the pain or anguish
affecting the mind, body or relationships in
response to a situation in which the person is
aware of a moral problem, acknowledges

moral responsibility, and makes a moral
judgment about the correct action; yet, as a
result of real or perceived constraints, cannot
do what is thought to be right. In this paper,
we report findings that specifically relate to
the mitigation of moral distress in dementia
care, and most particularly on the role of
leadership in such efforts.

Background

Much of the background for this paper
resides in our own previously published
findings. Therefore, a brief overview of those
original findings is warranted here
(although the reader is directed to these
publications for full details) (Pijl-Zieber et
al. 2016; Spenceley et al. 2017).

In this two-year, mixed method study, we
found high levels of moral distress in all
levels of nursing care staff (registered nurses,
licensed practical nurses and unregulated
healthcare aides) providing care to people
living with dementia. The top five causes of
severe and frequent moral distress are in
Table 1. Canadian research has revealed that
unregulated workers such as healthcare aides
(HCAs) (also called nurses’ aides, nursing
attendants or personal support workers)
provide 75-80% of direct care to LTC
residents (Estabrooks et al. 2015). We found
that invariably, the severity and frequency of
moral distress increased with proximity to
the provision of bedside care, with HCAs
reporting the highest levels of moral distress
(Table 2). We also found that all providers of
all designations reported consequences of
feeling morally distressed. Indeed, at least
weekly, approximately 49% of participants
reported feeling frustrated, 44% reported
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feeling physically exhausted, 42% reported
feeling emotionally drained, 39% reported
feeling powerless and 33% reported engaging
in coping behaviours that were not healthy
(Spenceley et al. 2017). In relation to job
satisfaction, we learned that despite approxi-
mately 40% of the sample reporting that
moral distress reduced their job satisfaction
by either a large or extremely large amount,
and over 25% of the sample indicating that
moral distress contributed to them wanting
to quit their job in either a large or extremely
large amount, approximately 85% of the
sample indicated that they did not intend to
quit their job in the next year (Pijl-Zieber et
al. 2016). Qualitative findings also painted a

Mitigating Moral Distress in Dementia Care

compelling picture of a nursing workforce
feeling stuck in conflicting expectations
around care in a resource-strapped environ-
ment, in a context that privileged tasks over
touch. These findings also revealed feelings of
unheard outrage and powerlessness in
nursing providers who reported seeing
repetitive failures around accountability for
the care delivered by colleagues, and failures
of leadership to advocate, listen, follow up
and manage performance issues (Spenceley et
al. 2017). Within the context of these find-
ings, we found ourselves repeatedly circling
back to the notion of leadership in residential
care settings, particularly as a factor to
consider in the mitigation of moral distress.

Table 1. Top five situations that caused the most severe and frequent moral distress

Situation

Seeing the care of residents with dementia suffer because there
are not enough staff to do the work

Severity

% Who
experience
large or
very large
amount

Frequency

% Who
experience
daily or
weekly

Mean (SD)*
3.84(1.39) 719

Mean (SD)*
2.61(1.28) 58.2

Having to rush the care of residents with dementia because of
lack of time —even though | know it might upset them

3.44(1.61) 59.6 2.44(1.41) 539

Seeing the care suffer for residents with dementia because
families do not provide basic necessities such as clothing and
other supplies

3.38(1.48) 53.8 2.04(1.28) 35.1

residents with dementia without the supports | need to feel safe

Seeing a low quality of life for residents with dementia because | 3.30(1.62) 52.7 2.56(1.43) 59.4
there are not enough activities
Having to provide care to aggressive 2.89(1.95) 497 1.66(1.46) 33.0

SD = standard deviation. *Scale 0-5. §Scale 0—4.

Literature Review

In the existing literature, there have been
numerous calls for leadership development
in RCFs resulting from the rising demand
for residential care services and the “stagger-
ing” turnover in staff (Utley et al. 2011: 212),
the heavily regulated environment, the
predominantly non-professional workforce
(Davis 2016) and the importance of

competent leadership for monitoring,
maintaining and improving the quality of
care in RCFs (McGilton et al. 2013a).
Further, it has been observed that there is a
growing, and often “hidden complexity” to
care in these settings: the vast majority of
residents have dementia, resources are
scarce, environments are often not physic—
ally well set up for the population needing
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Table 2. Frequency of causes of moral distress by role designation (RN, LPN, HCA)

%
Weekly Test

Situation ordaily Mean SD statistic df Post hoc test®
Telling the resident with RN 72 416 2.15 1.329 18.589 2 RN < HCA™
dementia things that are not
true so he/she won't get upset LPN 53 604 2.58 1379

HCA 249 69.5 290 1.253

Total 374 2.7 1.315
Having to make a resident with | RN Al 324 1.59 1.430 42.200 2 | BN<HCA™
dementia wait for care because RN <LPN"
another resident needs me just LPN 53 528 242 1379
as much, at the same time HCA 250 69.2 285 1305

Total 374 2.55 1.422
Having to rush the care of RN 72 319 1.68 1.402 25.863 2 RN < HCA
residents with dementia RN < LPN*
because of lack of time — LPN 5 481 245 1.353
even though | know it might HCA 250 616 265 1.357
upset them

Total 375 244 1.413
Having to provide care that | RN 72 8.4 92 1.097 10.631 2 RN < HCA
think is against the wishes of RN < LPN*
the resident with dementia LPN 52 230 150 1.321

HCA 246 292 1.49 1.363

Total 370 1.38 1.326
Having to provide care to RN 72 18.0 1.13 1.288 13.476 2 | RBN<HCA™
aggressive residents with
dementia without the supports LPN 52 289 165 1.399
I need to feel safe HCA 247 389 1.84 1.496

Total 3N 1.68 1.468
Having to work without the RN 72 19.4 1.19 1.307 6.395 2 | RN<HCA
supports | need to prevent
residents with dementia from LPN 52 289 1.52 1.407
hurting other residents HCA 247 316 167 1.443

Total 3N 1.56 1.421
Seeing the care suffer for RN 72 19.4 1.46 1.198 20.886 2 RN < HCA
residents with dementia
because families do not provide LPN 53 264 191 1.148
basic necessities HCA 249 M4 224 1282

Total 374 2.04 1.282

df = degrees of freedom; HCA = healthcare aide; LPN = licensed practical nurse; RN = registered nurse; SD = standard deviation
§ Post hoc tests with Bonferroni correction reveal which designations had the more frequent causes of moral distress.

<005
* 50,001

care, and care providers often report being empowering leadership and supportive

torn between the espoused and the enacted mentoring.

philosophies of care (Cammer et al. 2014: Studies exploring the connection between
1013). Among the contextual factors moral distress and leadership in RCFs are
identified as critical to helping staff navigate  very rare. In one such study, de Veer and

this growing complexity, Cammer and colleagues (2012) explored individual and
colleagues (2014) noted the importance of job characteristics associated with moral
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distress in nursing staff in nursing homes,
elder care homes, home care and acute care
hospitals in the Netherlands. Situations
found to be associated with the most moral
distress included being caught between the
expectations of family, the physician and the
wishes of the person in terms of desired care
and working with staffing levels perceived as
unsafe. Itis also notable that the highest
mean level of moral distress was found in
nursing home staff (de Veer etal. 2012). As
part of their study, two aspects of leadership
were explored: supportive leadership
(employee-oriented, considerate, approach-
able and friendly) and instrumental
leadership (focusing on tasks, setting
boundaries, targets and standards). It is
interesting to note that instrumental
leadership was found, more often, to trigger
moral distress, whereas a more supportive
leadership style tended to buffer the intensity
of moral distress. Further, de Veer and
colleagues (2012) noted that nursing staff
could benefit from being able to talk to and
reflect with other nurses about the problems
they face, and encouraged managers to
empower staff by creating opportunities for
staff to talk with each other and with
management about their views and
experiences.

In this paper, we will first describe the
design and methods of a two-year, mixed
methods exploratory study of moral distress
experienced by nursing care providers. Next,
we will share the findings from that study
that were specifically related to potential
mitigation strategies for moral distress, with
a particular focus on the role of leadership. It
is our purpose to offer insights into the role
of leadership in relation to its importance in
helping to address the morally distressing
challenges faced by those providing nursing
care to some of the most vulnerable citizens
in Canadian society. Finally, we will offer a
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discussion of the implications of our findings
for leadership in residential care
environments.

The Study

Setting and sample

The study was conducted in one health
authority of a Western Canadian province,
serving the healthcare needs of approxi-
mately 298,000 people. The region has two
main population centers with populations of
95,000 and 62,000, situated within a largely
rural geography in the southern part of the
province. The study was conducted in RCFs
including LTC and AL facilities. LTC
facilities are homes for the most medically
complex, and these residents are cared for by
a mix of regulated and unregulated nursing
staff. AL facilities house older people with
moderately complex health needs, who are
cared for in a home-like setting, with
scheduled support by home care nurses and
unregulated nursing providers (Strain et al.
2011). We also included AL sites that
provided care to individuals with dementia
or other mental illnesses who required a
secured environment. The study encom-
passed 30 different care facilities across both
rural and urban settings.

The nursing staff we sampled in this study
included registered nurses (RNs), licensed
practical nurses (LPNs) and HCAs (Table 3).
Approximately two-thirds of the sample was
constituted by HCAs, reflecting their
prevalence in the residential care workforce
in Canada. Indeed, it is estimated that HCAs
constitute approximately 75-80% of the
long-term care workforce (Roulston 2008).
Although comparable proportionate data are
unavailable related to AL settings, it would be
reasonable to assume that unregulated
nursing staff provide an even higher propor-
tion of direct care in AL settings — given that
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Table 3. Demographics of sample

Characteristic n* %
Gender of nursing staff

Female 356 925
Male 29 15
Professional designation of nursing staff

RN 72 18.9
LPN 53 139
HCA 255 67.1
Years of experience in dementia care

Less than 10 years 233 60.7
10-20 years m 289
More than 20 years 40 10.4
Total 389 100

*Totals may not match in each category because of missing data.

staffing levels are lower and a smaller
proportion of the staff is constituted by
regulated nursing providers in these settings
(Maxwell et al. 2015).

Methods

We conducted a mixed methods, exploratory
sequential study in two phases to explore the
nature, causes, prevalence and intensity of
moral distress as experienced by nursing
staff providing dementia care in RCFs. First,
we used a qualitative exploratory descriptive
approach with staff in six RCFs and three
home care sites (central offices for home care
RNs serving one or more care facilities).
Purposeful sampling of nursing caregivers at
these sites who were interested in participat-
ing was undertaken, such that we obtained
participants across all three designations,
different genders and with varying years of
experience providing dementia care. Trained
research assistants collected qualitative data
through semi-structured interviews of
60-90 min in length with 18 nursing care
providers; it was at this point that we noted
no new information emerging. The inter-
views began with a discussion of the

meaning of moral distress, followed by
prompting questions asking participants to
recall specific events or times when they
were providing care to a resident with
dementia and they experienced moral
distress, how they felt during and after an
experience, what effects they experienced
that they could attribute to moral distress
and what helped, or could help, to reduce
moral distress. Thematic analysis of qualita-
tive data and review of the existing literature
informed the development of the Moral
Distress in Dementia Care Survey (MDDCS;
instrument available from the researchers).
The MDDCS was piloted in seven sites with
a 62% response rate (n = 68). Data from the
pilot helped us assess the validity and
reliability of the MDDCS and informed
minor changes to the survey prior to its final
distribution to the remaining 23 sites, where
it was completed by approximately 400
nursing care providers (Pijl-Zieber et al.
2016; Spenceley et al. 2015).

Data analysis
In phase one, transcribed interview data
were subjected to a descriptive, data-near
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qualitative thematic analysis (Clarke and
Braun 2014). Categories of response were
identified in the data, including sources of
moral distress, consequences for care

providers and potential mitigating strategies.

Thematic coding within each of these
categories was undertaken. Three rounds of
team discussion resulted in a final list of
themes in each category of response, and the
resulting list of themes and their definitions
were verified in individual follow-up
discussions with each interviewed partici-
pant. Subsequently, the team developed
survey items that reflected these themes,
staying as close as possible to the language
used by participants. This rigorous qualita-
tive analysis and participant validation
helped to ensure content validity; further
confidence in the instrument was also
gained by having two nursing experts in the
field assess the first version of the instru-
ment for clarity, comprehensiveness and
appropriateness to the setting.

In phase two, quantitative data were
gathered from participants using the
MDDCS in the areas of sources of moral
distress, its consequences, as well as potential
mitigating strategies. Research assistants
entered the data from the completed surveys
and the research team as a whole analyzed
the data using statistical software (Statistical
Package of the Social Sciences (SPSS), v. 21.
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The overall Cronbach’s alpha for the MDDCS
tool was found to be 0.95. Intraclass correla-
tion coefficients revealed a high Cronbach’s
alpha for frequency of moral distress (0.938),
severity of moral distress (0.924), effects
(0.928) and mitigating factors (0.825). A full
discussion of findings is published elsewhere
(Pijl-Zieber et al. 2016).

Ethical considerations and approval
Ethical approval for the study was obtained
through two university research ethics
boards in the province. All participants gave
written, informed consent prior to inter-
views, and full information was provided as
part of the survey instrument, with comple-
tion being accepted as implied consent.

Findings: Mitigating Moral Distress

Qualitative findings: Phase one

Several themes emerged in each of the three
data categories (sources of moral distress,
consequences for care providers and
mitigating strategies) in phase one. Please
see the qualitative thematic overview
provided in Table 4. Of particular relevance
for our purposes in this paper are the
themes that emerged related to mitigation
strategies for moral distress; these are
reported in greater depth here.
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Table 4. Major themes

Sources of moral
distress

Managing dementia behaviors (e.g., conflict regarding the need for medication; providing care to aggressive
residents without supports)

Lack of resources (e.g., lack of staff; time; activities; education about dementia care)

Inconsistent care expectations (e.g., inconsistent care planning; delayed care; inconsistent follow-up on
with staff who do not meet expectations; inconsistent staffing patterns)

Seeing residents treated disrespectfully (e.g., like children; doing the fast thing instead of the right thing)

Family issues/reactions (e.g., disagreements between staff and families regarding aspects of care; bearing
brunt of family anger)

Impacts of moral
distress

Emotional reactions (e.g., powerlessness; guilt; anger; frustration sadness; anxiety)

Physical reactions (e.g., physical exhaustion; body pain)

Relationship effects (e.g., taking out frustration on own family members; withdrawing from residents)

Quitting (e.g., wanting to or planning to quit working at the RCF)

Sick time (e.g., taking sick time to cope with moral distress)

Factors to reduce
moral distress

Increased administrative/leadership support (e.g., having leadership that understands the work and who
connect with staff; leaders that listen and follow up on issues)

Increased education (e.g., on dementia care)

Peer support (e.g., venting with other staff; sharing humour)

More resources for care (e.g., more manageable resident assignments and case loads; more staff)

Attention to self-care (e.g., laughter, exercise, positive thinking)

Five themes emerged from thematic to have more people. Because some-
analysis around those things that may ease times not enough staffing is, it’s so bad
moral distress: more resources for care, ... and it’s hard. It’s so emotionally
increased leadership support and followup, taxing, and physically taxing to take
increased opportunities for peer support, care ... they just really need to make
increased training/education for staff around sure that they have appropriate
dementia care, and attention to physical amount of staff ... my number one for
self-care. sure. (HCA participant)

Resources for care Further, participants were clear that they
This theme was broadly represented in counted on their leaders to have their fingers
the data, with numerous variations on on the pulse of what was going on in the

these words:

workplace, understand the work and keep
their eye on things by “more closely monitor-

... because they try to get by with as ing their people, and people in their facilities
little people to do the job as they can. and if they need better staffing.” (LPN
You just have to bite the bullet and pay participant)
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Leadership support

The support of leadership was perceived
when care leaders in positions of power took
the time to connect with, and listen to the
concerns of staff:

Not all managers are accessible. Or
you know, willing ... there’s a power
thing. But if you connect at the right
time with the right person, the right
manager, the right powers that be, you
feel better. Because at least you are
sharing ideas or you are suggesting
well, why don’t we try this? Or could
we try this? ... because then it kind of
pumps you up again, and you think
“okay, we could do something here.”
(RN participant)

This was perceived as supportive even
if the leader could not address the
concern raised:

I'll go and talk to my boss even if she
doesn’t do anything about it. At least I
got it off my chest ... I'm not worrying
about it every day. She knows about it.
She has to deal with it, because it’s not
my job ... (LPN participant)

Staffalso reported that it reduced their
moral distress when managers stepped in
to assist with resident care, as noted by an
LPN participant:

[it helps to have a manager helping
with ...] each different floor ...
[taking] a certain number of residents
... deal with all their needs so that
you’re not dealing with almost a whole
facility worth of residents. So kind of
dividing things up a little more to
make it easier to make sure everybody
has what they need ...

Peer support
The power of connecting in positive ways
with co-workers was another resonant
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theme in the data. The opportunity to share
feelings, experiences, ideas and sometimes a
laugh were described as powerful ways to
reduce moral distress:

One of the best things about our

office is we’re a great group of nurses.
So I think that that helps us some-
times, because we do like vent, and
talk to each other and there’s a lot of
support there from co-workers. We do
support each other and so that’s really
nice and I do appreciate that a lot. (RN
participant)

... we sit around the table and some-
times we vent. Sometimes we throw
around ideas, sometimes we throw out
there certain issues that are going on.
Just kind of getting it out ... talking
about it with your peers that are there.
They witness it, they see it. (LPN
participant)

I think that my coworkers really help
for sure ... and there’s always kind of a
lightheartedness and goofiness about
the coworkers ... Everyone that I've
worked with in this setting, is kind of
a little bit quirky or has like a weird
sense of humor and ... you just need
to bring kind of a lightheartedness ...
(HCA participant)

Education

This theme emerged particularly in relation
to the work of HCAs, who perform the bulk
of direct care in RCFs, and have the least
education. In particular, the notion was
shared that HCAs were being placed in
situations for which they were not well
prepared, as was the belief that more
“hands on” training was needed:

And I think that more hands on ...
practicum type settings ... those
would be a lot better ... I just think
that a lot of people don’t really get
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trained for what they are coming in
for. Like when people are coming out
of the college and just finishing their
HCA program they really have no idea
what the actual job is like. I feel like
there is a really big disconnect
between the books and the real job.
(HCA participant)

... maybe some more training [is
needed for HCAs] on how to deal with
the residents that are a little more
aggressive ... someone needs to talk to
them and ask them what their reasons
are for not wanting to help these
residents and work with them to show
them that the care does need to be
done and how to go about it properly,
and that sort of thing.

(LPN participant)

Self-care

Finally, although less widespread in the data,
a theme emerged related to the value of
self-care strategies in mitigating moral
distress.

I run a lot on my own at home. So
that’s probably like my meditation
time where I’ll probably be a bit

Table 5. Strategies to reduce moral distress

wound up until I go home and take
the dogs out for a run. Come home,
have a shower, and I'll be ready for

tomorrow again. (LPN participant)

I go to the weight room and really
that’s how I deal with things.
Sometimes I just go and lift weights.
And that’s a pretty good release for
me. Or running ... exercise I find is
the best release. (HCA participant)

Quantitative data: Phase two

From the survey data in phase two, we
discovered the strategies that were reported
to have the greatest impact on moral distress
for participants. Strategies to reduce moral
distress by a large or extremely large
amount, as suggested by over half of the
sample, are summarized in Table 5. Of
particular note, the top three strategies
selected by more than three-quarters of the
participants were: “Having enough staff to
provide good care for residents” (87.9% of
participants); “Sharing laughter and
humour with colleagues” (82.4%) and
“Having a manager who will listen to my
concerns, look into them and get back to me
with possible solutions” (78.2%).

%

“Extremely

% “Large BT
Strategy amount” amount” % Total
Having enough staff to provide good care for residents 22.2 65.7 87.9
Sharing laughter and humour with colleagues 32.8 49.6 82.4
Having a manager who will listen to my concerns, look into 34.4 43.8 78.2
them, and get back to me with possible solutions
More education and training of staff about how to better care 29.6 41.3 70.9
for people with dementia
Co-workers that you can talk to and vent to 39.5 29.2 68.7
Better management policies and procedures for reporting and 28.9 38.5 67.4
disciplining poor staff performance
A manager that listens to your difficulties and frustrations, even 29.7 229 52.6
if not able to do anything about them
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The experience of moral distress was
amplified with increasing proximity to the
bedside. Thus, HCAs were most likely to
experience frequent and severe moral
distress. LPNs experienced moral distress,
but not to the same degree as HCAs. RNs
experienced the lowest rates of and least
severe moral distress, compared to LPNs and
HCAs. These differences were statistically
significant. For example, “Having to make a
resident with dementia wait for care because
another resident needs me just as much, at
the same time” was a source of high levels of
moral distress for HCAs (73.8%, mean =
3.25), to alesser extent for LPNs (70.0%,
mean = 2.82) and to a much lesser extent,
RNs (39.4%, mean = 1.89). These differences
by role designation were statistically signifi-
cant (p <0.01).

Discussion

Overwhelmingly, participants in this study
told us that not having enough staff to
provide what they believed to be good care
to residents was a frequent situation, and
associated with very high levels of moral
distress. This finding has surfaced repeat-
edly in relation to moral distress and in
many different healthcare settings.
McAndrew and Garcia (2011) surveyed
critical care nurses about their experiences
with moral distress and found that circum-
stances such as inadequate staffing and
inadequately prepared/trained staff were
associated with moral distress. Cummings
(2010) noted that nurses in acute care
settings experienced moral distress when
they went unheard in decisions around
staffing, workflow and patient care struc-
tures and processes — noting that these
decisions were often made by people without
clinical knowledge, who often made osten-
sibly cost-reducing decisions that actually
ended up being a “detriment to the bottom
line” (p. 39). The current study informs us
that these findings are applicable to residen-
tial care settings as well.

Mitigating Moral Distress in Dementia Care

Participants in our study also indicated
that they felt powerless, with little to no
ability to enact change in their work environ-
ments that could improve the quality of care.
This finding is consistent with those in other
healthcare sectors. Cummings (2010) noted
that moral distress was an everyday occur-
rence for many nurses and was caused in
many instances by care decisions beyond the
nurse’s control that caused patient suffering
despite the nurse’s efforts to advocate for the
patient. Edmonson (2015) also discussed the
problem of moral distress in acute care
environments, and cited the most common
causes of moral distress as feeling trapped in
providing futile and/ or poor quality care,
and feeling unsuccessful in advocacy for
patients and families. Edmonson (2015)
further cited a gap in the literature related to
what he saw as an essential step in addressing
the issue of moral distress — developing
supportive and responsive leaders who could
nurture moral courage in healthcare
environments. This gap is an important one
that highlights the work needed to be done
around enabling a culture of empowerment
in the workplace and the role of leadership in
creating opportunities for staff to become
involved in developing strategies to mitigate
moral distress.

The notion that supportive and responsive
leadership could provide an effective means
by which to mitigate moral distress is
strongly supported by our findings.

Participants indicated that having
managers listen to concerns and follow up
with possible solutions, or simply listen even
in the absence of the ability to address the
concern, were actions that would help them
mitigate feelings of moral distress. This is
consistent with the research of McAndrew
and Garcia (2011), who found that, in
addition to perceived collaborative relation-
ships with other staff and physicians, and
having adequate resources to provide good
care, moral distress was mitigated when staff
felt supported by a visible and responsive
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leader with high standards. In addition,
Lachman (2016) noted that morally resilient
nurse leaders influence those they lead and
can nurture resilience in specific ways by:
creating opportunities for interprofessional
dialogue about morally complex cases;
formulating policies to support and require
staff to share their concerns in such cases;
and creating an ethical work environment
where leaders model consistency in words
and actions that support staff to navigate
complex moral issues. Cummings (2010)
further noted the importance of nurse
leaders listening and acknowledging the
causes of moral distress, providing safe
outlets for staff to express their feelings and
providing opportunities for ethical reflection
and input into making positive change in the
practice environment.

Finally, as researchers, it is always exciting
when a finding emerges that is unexpected or
novel. For us, this was the significant
proportion of participants (82%) who
indicated that “Sharing laughter and humour
with colleagues” would be an effective
strategy to help mitigate their experience of
moral distress. We believe this finding is
associated with two factors: care providers’
desire to have positive and enjoyable relation-
ships with colleagues and their need to
release stress and tension through the
therapeutic use of laugher and humour. It is
well documented that laughter and humour
can provide a safe and effective means by
which to reduce the negative effects of stress
and improve health and well-being (Lefcourt
etal. 2012; Romero et al. 2006). In addition,
previous research has also demonstrated that
the quality of workplace relationships in LTC
facilities has a direct and meaningful
influence on care staffs’ ability to provide
high-quality, individualized care (Caspar
and O’Rourke 2008).

There are limitations to this study. For
example, we found limitations in the tool as a
measurement device, i.e., a high degree of
multi-collinearity, particularly in the first

scale of the instrument. We assessed this
limitation as likely an outcome of construct-
ing the items in the first scale to reflect, as
completely as possible, the situations nursing
care providers told us caused moral distress.
These situations are inherently complex and
have overlapping elements, which may limit
conclusions that can be drawn “per situa-
tion” but accurately capture (in our view) the
complex construct of moral distress in this
context. Also, this study is descriptive and
geographically limited. However, despite
these limitations, we believe that the findings
provide valuable lessons and contain
important practice implications for leaders in
the residential care sector.

Conclusion

In our experience, it is an all-too-common
mindset that “nothing can be done” about
workload and staffing levels in this sector.
Perhaps to a degree this is the case in all
sectors of care; indeed, perhaps this is also a
cause of moral distress in those who are
charged with making the resource allocation
decisions. However, it appears to us that too
often, this care sector is more likely to go
unheard in the debates around resource
allocation. We speculate that one factor
contributing to this situation is the relative
lack of status accorded to HCAs — the
majority of the residential care workforce. In
a sector that cares for some of society’s most
vulnerable, complex and frail citizens, we
believe it must be a priority for leaders,
decision-makers and policy makers to listen
to the voices of those providing care, and
advocate persistently for adequate resources
to make it possible for staff to consistently
provide good quality care to this growing
segment of our population.

The findings of this study also give us
confidence in asserting the value of support-
ive and responsive leadership in confronting
and addressing moral distress in the residen-
tial care sector. Our findings indicate that
leadership focused on creating a culture
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where all providers of care feel empowered,
connected to one another and heard when
they have concerns, is a significant part of
addressing moral distress, and that this is
true regardless of sector, and regardless of
status in the care provider hierarchy. We also
assert that the development of innovative
initiatives aimed at increasing the experience
of joy, laughter, connection and teamwork
among care team members in residential care
facilities may prove to be an additional
effective means by which to mitigate the
negative effects of moral distress in these
settings. Finally, from the perspective of this
study, perhaps the most important message is
that the voices and perspectives of those
providing care need to be consulted and
authentically engaged as leaders seek strat-
egies to address the issue of moral distress.

References

Bolmsjg, I., A. Edberg and L. Sandman. 2006.
“Everyday Ethical Problems in Dementia Care:
A Teleological Model.” Nursing Ethics 13(4):
340-59. do0i:10.1191/0969733006ne8900a.

Cammer, A., D. Morgan, N. Stewart, K.
McGilton, J. Rycroft-Malone, S. Dopson

and C. Estabrooks. 2014. “The Hidden
Complexity of Long-Term Care: How Context
Mediates Knowledge Translation and Use of
Best Practices.” Gerontologist 54(6): 1013-23.
doi:geront/gnt068.

Caspar, S. and N. O’Rourke. 2008. “The
Influence of Care Provider Access to Structural
Empowerment on Individualized Care in
Long-Term-Care Facilities.” Journals of
Gerontology Series B: Psychological Sciences &
Social Sciences 63(4): S255-65.

Clarke, V. and V. Braun 2014. “Thematic
Analysis.” In A. C. Michalos (Ed.) Encyclopedia
of Quality of Life and Well-Being Research. New
York, NY: Springer.

Cummings, C.L. 2010. “Moral Distress and the
Nursing Experience.” Nurse Leader 8(6): 37-39.
doi:10.1016/j.mnl.2010.03.014.

Davis, J.A. 2016. “The Need for Leadership
Training in Long-Term Care Settings.” Leadership
in Health Services 29(4): 354—57. doi:10.1108/
LHS-08-2016-0035.

Mitigating Moral Distress in Dementia Care

de Veer, A. J. E., A. L. Francke, A. Struijs and
D. L. Willems. 2012. “Determinants of Moral
Distress in Daily Nursing Practice: A Cross
Sectional Correlational Questionnaire Survey.”
International Journal of Nursing Studlies 50(1):
100-08. doi:10.1016/j.ijnurstu.2012.08.017.

Edmonson, C. 2015. “Strengthening Moral
Courage Among Nurse Leaders.” Online Journal
of Issues in Nursing 20(2): 9. doi:10.3912/OJIN.
Vol20No02PPTO1.

Estabrooks, C.A., J.E. Squires, H.L. Carleton,
G.G. Cummings and PG. Norton. 2015. “Who
is Looking After Mom and Dad? Unregulated
Workers in Canadian Long-Term Care Homes.”
Canadian Journal on Aging 34(1): 47-59.
doi:10.1017/S0714980814000506.

Global Observatory for Ageing and Dementia
Care. 2013. World Alzheimer Report 2013:
Journey of Caring—An analysis of Long-Term Care
for Dementia. London, UK: Alzheimer’s Disease
International.

Lachman, V.D. 2016. “Ethics, Law, and Policy.
Moral Resilience: Managing and Preventing
Moral Distress and Moral Residue.” MEDSURG
Nursing 25(2): 121-24.

Lefcourt, H.M. and R.A. Martin. 2012. Humor
and Life Stress: Antidote to Adversity. New York,
NY: Springer.

Maxwell, C.J., J.E. Amuah, D.B. Hogan,

M. Cepoiu-Martin, A. Gruneir, S.B. Patten
etal. 2015. “Elevated Hospitalization Risk

of Assisted Living Residents with Dementia

in Alberta, Canada.” Journal of the American
Medical Directors Association 16(7): 568-77.
doi:10.1016/j.jamda.2015.01.079.

McAndrew, N.S., J.S. Leske and A. Garcia.
2011. “Influence of Moral Distress on the
Professional Practice Environment During
Prognostic Conflict in Critical Care”. Journal of
Trauma Nursing 18(4): 221-30. doi:10.1097/
JTN.0b013e31823a4al2.

McGilton, K.S., J. Profetto-McGrath and A.
Robinson. 2013a. “Implementing the Supportive
Supervision Intervention for Registered Nurses in
a Long-Term Care Home: A Feasibility Study”.
Worldviews on Evidence-Based Nursing 10(4):
238-47. doi:10.1111/wvn.12004.

McGilton, K.S., A. Tourangeau, C. Kavcic
and W.P. Wodchis. 2013b. “Determinants
of Regulated Nurses’ Intention to Stay in
Long-Term Care Homes.” Journal of Nursing
Management 21(5): 771-81. doi:10.1111/
jonm.12130.

WORLD HEALTH & POPULATION e VOL.18 NO.1

59



60

Shannon Spenceley et al.

Nathaniel, A.K. 2004. “A Grounded Theory of
Moral Reckoning in Nursing.” Grounded Theory
Review 4(1): 45-58.

Pijl-Zieber, E.M., O. Awosoga, S. Spenceley,
B. Hagen, B. Hall and ]. Lapins. 2016.
“Caring in the Wake of the Rising Tide:
Moral Distress in Residential Nursing Care
of People Living with Dementia.” Dementia.

doi:10.1177/1471301216645214.

Romero, E.J. and K.W. Cruthirds. 2006. “The
Use of Humor in the Workplace.” Academy

of Management Perspectives 20(2): 58—69.
doi:10.5465/AMP.2006.20591005.

Roulston, S. 2008. Labour Market Study:
Recruitment and Retention of Health Care Aides
in Long Term Care. Edmonton, AB: Alberta
Continuing Care Association. Retrieved January
20, 2018. <http://www.ab-cca.ca/uploads/files/
PDF/HCA_Labour_Market_Study_Package.
pdf>.

Spenceley, S., B. Hagen, B. Hall, O. Awosoga,
C. Witcher and R. Ikuta. 2015. Moral Distress in
the Care of Persons with Dementia in Residential
Care Settings in Southern Alberta: Project Final
Report. Retrieved January 15, 2018. <htep://
www.moraldistress.ca/about-the-study/study-1-
archive/>

Spenceley, S., C.S. Witcher, B. Hagen, B. Hall
and A. Kardolus-Wilson. 2017. “Sources of
Moral Distress for Nursing Staff Providing Care
to Residents with Dementia.” Dementia 16(7):
815-34. doi:10.1177/1471301215618108.

Strain, L.A., C.J. Maxwell, D. Wanless and

E. Gilbart. 2011. “Designated Assisted Living
(DAL) and Long Term Care (LTC).” in Alberta:
Selected Highlights from the Alberta Continuing
Care Epidemiological Studies (ACCES) (174
pages). Edmonton, AB: ACCES Rescarch Group,
University of Alberta.

Utley, R., R. Anderson and J. Atwell. 2011.
“Implementing Transformational Leadership
in Long-Term Care.” Geriatric Nursing 32(3):
212-19. doi:10.1016/j.gerinurse.2011.02.001.

World Health Organization (WHO). 2012.
Dementia: A Public Health Priority. Retrieved
January 21, 2018. <http://www.who.int/mental _
health/publications/dementia_report_2012/en/>.

Announcement

HEALTHCARE

POLICY

Politiques de Santé

HEALTHCAREPOLICY.NET

Longwoods Publishing Corporation

It is with great pleasure that Longwoods Publishing
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has led the journal for more than 10 years, building
its reputation and strengthening its readership.

We encourage you to communicate to Prof. Zelmer,
President and CEO at The Canadian Foundation for
Healthcare Improvement, your thanks and graticude
for her successes with the journal.

Please also join Longwoods in welcoming Jason to
the role of Editor-in-Chief. We look forward to his
leadership and implementing his renewed vision
for the journal.

Thank you,

i

MATTHEW HART, CEO, LONGWOODS PUBLISHING
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Abstract

The Bridges to Care for Long-Term Care research project aimed to facilitate
improvements in outcomes for long-term care residents through the provision
of knowledge-to-practice and quality improvement resources by trained facilita-
tors. Point-of-care staff reported improved communication and collaboration,
improved use of scope of practice and implementation of best practice knowledge.
Overall, participating long-term care homes demonstrated an enhanced
capacity for common care issues of the elderly (pneumonia, falls, bacteriuria and
behavioural and psychological symptoms of dementia) and the ability to effect-
ively engage in quality improvement processes with efficient and effective use of

healthcare resources.

The long-term care (LTC) sector is a cru-
cial component of our healthcare system and
has distinct challenges. Physicians and LTC
health professionals are increasingly chal-
lenged in responding to higher-acuity and
more advanced disease processes. An addi-
tional concern is how to best minimize

the occurrence of common safety issues

and risks, such as nosocomial infections
(Wagnar and Rust 2008). Research

has revealed that the context of LTC homes
in Ontario may include stagnant approaches
to care, a lack of teaching resources, sub-
optimal quality of resident life and a

lack of positive nursing role models (Gates
et al. 2009).

A review of the literature combining the
major headings of LTC, nursing homes and
quality improvement (QI) revealed 140
scholarly publications. The search was
refined to focus on research that had targeted
issues such as professional roles, general
methodologies for QI in LTC and reducing
the potentially avoidable use of emergency
rooms and acute care hospitals. Despite
variability in topic areas and methodologies
for implementation, there were common
themes that influenced the design and
implementation of the Bridges to Care
initiative:

+ There is an opportunity and willing-
ness for process and practice
improvement within LTC
(Ouslander et al. 2009).

+ The uptake of comprehensive
evidence-based tools and multiple
risk-based processes may be prob-
lematic (ColonEmeric et al. 2006;
Ouslander et al. 2009).

+ Change must be supported and
endorsed at all levels of care within
facilities (Capezuti et al. 2007).

« LTC staff and practitioners need
additional supports in both initiat-
ing and incorporating new QI
strategies into their normal work
processes for sustainable change
(Davies and Cripacc 2008).

The Centre for Studies in Aging and
Health (CSAH) at Providence Care provided
project leadership. This project was designed
to foster improved care within LTC through
facilitated introduction of evidence-based
resources within a resident-centred
collaborative care model linked to a QI
framework. The project research question
was, what is the effectiveness of a QI
model for knowledge-to-practice resource
delivery on collaborative practice, staff
satisfaction, knowledge translation and
resident outcomes?
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Ethics Approval

The Queen’s University Research Ethics
Board, Providence Care Research Review
Committee, Kingston, Ontario, and
Research Ethics Boards of Lakehead
University, Thunder Bay, and the University
of Ottawa approved the project.

Methods

The research project was divided into five
broad phases: (1) the recruitment of LTC
homes, (2) the preparation of knowledge-to-
practice resources (preliminary phase), (3)
the learning collaborative (first workshop),
(4) the initiation of the change process
(action) and (5) the sharing of results
(second workshop). Six LTC homes were
recruited within three LHINs: South East,
Champlain and North West, Ontario. Each
site identified its internal QI team: a point-
of-care staff caregiver (non-regulated), a
regulated staff member and a manager. Each
site also identified external facilitators to its
QI initiative. Funds were supplied for
appointment of a local resource consultant
to facilitate the improvement initiative at the
LTC home level and to liaise and coordinate
interactions between local teams and CSAH.

The QI projects were defined for each
home, and plans evolved to create resource
tool kits for each topic (preliminary phase;
topics included pneumonia, falls, bacteriuria
and behavioural and psychological symp-
toms of dementia [BPSD]). Resource tool kits
included recommended assessment and
decision support tools, best practice guide-
lines, evidence summaries, fact sheets and
electronic informational links to other
resources. The tool kits were created in both
electronic and hard copy formats, with
selected resources translated into French,
with this need determined by the homes that
would use them.

The first workshop was held in Kingston
over two days in November 2009, and all
invited LTC home teams participated. The
focus was to share information and training

Table 1. Quality indicators as selected
by long-term care homes for individual
projects

Pneumonia

Hospitalization rates of residents with pneumonia

Time from identification to treatment of pneumonia

Staff and family satisfaction surveys

Behaviours and psychological symptoms of dementia

Quality and content of communication and collaboration
among staff around behaviours associated with dementia

Staff and family satisfaction surveys

Frequency of occurrence and type of undesired behaviours
associated with dementia

Compliance with a post-falls assessment tool and
implementation of physiotherapy assessment and treatment
after a fall

Falls rate over a three-month period, from January to March
2010

in best practices for the core topic areas and
in QI methodologies, and to begin a process
of a creating a learning collaborative network
for the project.

Over a three-month period (action phase),
LTC home teams applied the QI strategies
designed for their topics. Each team refined
aim statements for their QI projects, outcome
targets, processes to achieve these outcomes
and metrics to monitor progress to targets
(Table 1). They applied rapid-cycle improve-
ment methodology using the Plan-Do-
Study-Act cycle. Feedback and discussion
occurred between participating LTC homes,
facilitators, resource consultants and the
CSAH team through monthly videoconfer-
ences, webcasts and teleconferences.

The second workshop was held in March
2010 in Kingston, with representatives
from all participating LTC homes. Homes
demonstrated QI in action by presenting
highlights, challenges and successes for their
individual projects.

Results
The Collaborative Practice Assessment Tool
(CPAT) is a standardized and validated tool
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Table 2. Average Collaborative Practice Assessment Tool scores

Workshop 1(n=35) Workshop2(n=21) Difference pValue
Goals, mission 5.7 6.1 +0.4 .020*
Relations 6.0 6.3 +0.3 343
Leadership 5.7 6.0 +0.3 185
Roles and responsibility | 5.4 52 -0.2 154
Communication 5.7 58 +0.1 516
Community linkages 5.4 5.6 +0.2 .b54
Decision-making 5.1 5.1 0.0 964
Patient involvement 6.3 6.2 0.1 564

*Statistically significant at p< .05 level.

Table 3. Average scores from the Bridges to Care workshop evaluation

First Workshop Second Workshop

(n=27) (n=18) pValue
Goals, mission 6.1 +0.4 .020%
Relations 6.3 +0.3 .343
Leadership 6.0 +0.3 185
Roles and responsibility 52 -0.2 154
Communication 58 +0.1 516
Community linkages 5.6 +0.2 .554
Decision-making 5.1 0.0 .964
Patient involvement 6.2 0.1 .564

BPSD = behavioural and psychological symptoms of dementia.
*Statistically significant at p< .05 level.

(Schroder et al. 2010) that measures levels of
collaboration between members of a
healthcare team. The CPAT results showed
increases in six of the eight domains of
collaborative practice, with a statistically
significant increase in the area of “goals,
mission and meaningful purpose” (Table 2).
For all four topics combined, there were
overall improvements for all three domains
of knowledge: general knowledge, ability to
identify and application to practice (Table 3).
However, when each topic area was
considered separately, differences were
noted. Statistically significant increases were
seen in all three domains for pneumonia, for
two domains (knowledge and application to
practice) for falls and a single domain
(application to practice) for bacteriuria.
Although there were trends to improvement

in BPSD, they did not reach statistical
significance. Project participants reported
significantly better knowledge of the

QI process, as would be expected, but no
increased confidence. There was also a
significant increase in participants’
likelihood of recommending LTC to others
as a place of work, and significance (p =.061)
in their own increased workplace
satisfaction.

Five of six participating LTC homes
reported on the process and outcomes at the
second workshop (Table 4). One LTC home
was unable to report due to a number of staff
changes, resulting in a disruption of the
original QI team. Each of the five reporting
LTC homes met or exceeded its QI target.

Al LTC homes reported ongoing sustainable
activities.
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Table 4. Ql strategies and outcomes

Site Area of

Promoting Quality Improvement in Long-Term Care

0l Focus Aim Statement Process Outcome at Three Months
Pneumonia Reduce hospitalization with Implement Alberta Care Plan and No hospitalizations with pneumonia
pneumonia by 30% within three Assessment Tool despite five diagnosed cases
months
Educate registered staff, PSWs,
family, residents and staff
BPSD Educate 100% in use of three Educate staff and implement use Stream-lined communication at
question template of three question template at daily daily reports
reports Increased staff satisfaction
Established secondary Ql initiative
at mealtime
BPSD Improve atmosphere in dining room | Turn off the radio during mealtimes | Improvement in dining room
at meal times atmosphere by 75%
Repaint the dining room
Improved awareness of resident-
Nutrition and dementia information/ | specific needs by 60%
staff training
delivered to resident care and dining | Reduction of stress level in dining
room staff room by 75%
Eliminate stress factors such as
drug trolley
Falls Reduce number of harmful falls in Introduce PFAT 100% completion of PFAT at 3/12
one year months
Improve post-fall documentation
and care plan PT assessment and treatment linked
to PFAT
Falls Reduce number of harmful falls by Implement PFAT and PFOT with post- | 100% completion of PFAT and PFOT
6% in three months fall medication and PT assessment | at 3/12 months
55% reduction of harmful falls

BPSD = behavioural and psychological symptoms of dementia; PFAT = post-fall assessment tool; PFOT = post-fall observation tool;
PSW = personal support worker; PT = physiotherapy; QI = quality improvement.

Qualitative data from focus groups
supported that the roles and responsibilities
of team members as adopted in the QI change
processes were effective in ensuring success.
There were three key themes from the LTC
home teams:

1. The fact that they worked in “real
teams on real issues,” as opposed to
using “fictitious” case studies, was
very pertinent to their ability to
apply their knowledge in their own
working environments.

2. Project processes enabled a safe
environment where there was a
“meeting of equals” to share ideas
and design team-built strategies in a
spirit of mutual respect.

3. Group facilitators were highly
credible, and physician engagement
augmented the team’s ability to move
forward in their local QI processes.

Finally, staff satisfaction surveys were
completed by two of the LTC home teams.
The results showed that most staff members
on each of the teams were highly satisfied
with knowledge of their team’s projects, the
usefulness of the tools they chose and the
implementation of those tools, and the levels
of education and communication surround-
ing changes made as part of the project.
Open-ended comments from staff showed a
belief that the changes made led to improved
communication and early identification and
treatment of patients with particular need.
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Discussion

At the end of three months, all participating
LTC homes reported significant improve-
ments in sustainable collaborative resident-
centred care processes within the focus of
their QI initiatives. These improvements
were associated with improved resident care
outcomes in terms of reductions in hospital-
ization with pneumonia, serious falls and
troublesome behaviours associated with
dementia.

These benefits are first attributable to the
homes being strongly engaged in the develop-
ment of their QI learning and applications
from onset. They identified their own
projects, their own teams, many of their own
resources and the way and means of imple-
menting best practices that would work
within their own environments. They also
identified and refined the measures and
targets to determine their own successes.
They worked with their teams on real issues
and expressed feelings of ownership concern-
ing their project.

Benefits are also attributable to the
provision of combining facilitated know-
ledge-to-practice and QI processes through
the use of internal champions, resource
consultants and external facilitators. Home
participants repeatedly stated that this
personal contact and support were key to
their success in moving resources from a
“shiny tool kit gathering dust on a shelf” to
successful changes in collaborative care
practices. A number of complementary
improvements in both collaborative care
processes and the working environment were
demonstrated:

+ Increased knowledge, attitudes and
skills of the participating individuals
were confirmed in common care
issues of the elderly in LTC and in QI
processes.

WORLD HEALTH & POPULATION e VOL.18 NO.1

+ All homes reported that participants

were empowered to use their new
skills and to act as a both a resource
and support to other staff members
in improved collaborative care
practices. The unregulated staff
reported feelings of empowerment
and being active contributors to the
QI processes.

There was evidence of an increased
inter-professional approach to
resident care in terms of clarification
of scopes of practice and in both
team and improved inter-organiza-
tional communication and collabor-
ation. Respective roles and scopes of
practice of champions within the
process appear to have been
enhanced beyond the team mem-
bers’ usual respective areas of
influence.

Improved health and safety out-
comes for residents resulted within
the three QI topic areas. This was
likely a result of both access to and
the expanded use of evidence-based,
residentcentred, collaborative
practice resources offered through
the project. Participants accessed
these resources through a variety of
formats, including a web-based
repository.

There was evidence of efficient and
effective use of both onsite and
external health human resources
through the transfer of evidence into
relevant care plans that optimize
clinical decision-making and care
delivery skills of a variety of health-
care providers.

Sites that collected data reported that
staff, family and resident satisfaction
improved concerning the quality of
care within LTC. This included an
increased appreciation by staff that
LTC homes are desirable places in
which to work.



Promoting Quality Improvement in Long-Term Care

The Bridges to Care initiative was
conceptualized and designed as a pilot
project; this limits some of the general-
izability of the results. The small
sample of LTC homes limits the
analysis and generalizability of the
findings, although three distinct
geographical communities were
included. In addition to this, the
relative contributions of the various
components of the process have not
been examined as independent vari-
ables. Future research might examine
the relationships between the different
components and levels of support
provided and the outcomes examined
through this initiative.

Conclusions

The participating LTC homes were positively
influenced in the education and training of
staff, with commitments for sustainability
and spread within their sites and throughout
their regions. All participating LTC homes
reported success in achieving their primary
QI outcomes.
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Abstract

Collaborative Memory Clinic Model

Primary care collaborative memory clinics (PCCMCs) address existing challenges
in dementia care by building capacity to meet the needs of persons living with
dementia within primary care. This paper describes the strategic implementation
of the PCCMC care model in two regions within Ontario. Evaluation of this initia-
tive included the completion of individual interviews (N = 32) with key informants
to identify impacts associated with the PCCMCs and tracking of all referrals and
assessments completed in the first nine months of clinic implementation. The
qualitative analysis of interview transcripts generated five major themes: (1) earlier
identification of dementia and intervention; (2) increased capacity for dementia
care within primary care; (3) better patient and caregiver experience with care;

(4) improved continuity, integration and coordination and improved care; and (5)
system efficiencies. Across both regions, 925 patients were referred to PCCMCs,
of which 631 (68%) had been assessed during the evaluation period. Strategic,
regional implementation of PCCMCs provides a significant opportunity to support
better integrated and coordinated dementia care.

Introduction

To address the well-documented challenges
associated with managing dementia in
primary care (Aminzadeh et al. 2012;
Bradford et al. 2009; Pimlott et al. 2009), the
primary care collaborative memory clinic
(PCCMC) care model was created to
increase capacity within primary care to
assess and manage persons with memory
concerns (Lee et al. 2010, 2017a). PCCMCs
are family physician-led interprofessional
teams that provide comprehensive evidence-
informed assessments and person-centred
care management plans for persons living
with dementia and other memory disorders
and for their family members. PCCMCs
support referring family physicians to
provide quality dementia care through a
shared-care collaborative approach. The goal
of this program is to build capacity and
skills for primary care practitioners to better
manage memory disorders within the family
practice setting, efficiently streamlining

appropriate referrals to specialist care for
cases that are the most complex. Partnerships
with local community services such as the
Alzheimer Society ensure timely patient and
caregiver access to education, support
services and system navigation. More
information about this care model is
presented elsewhere (Lee et al. 2010, 2014b,
2017a).

The first PCCMC was created and
implemented in 2006 in the Centre for
Family Medicine Family Health Team, in
Kitchener, Ontario, Canada, and following
its success, an accredited training program
was developed to support the establishment
of new clinics in other primary care settings
(Lee etal. 2013; McLeod et al. 2016).
Currently, there are over 100 PCCMCs across
Ontario (Lee et al. 2017a). The establishment
of new clinics has primarily been based on
the desire of individual practice settings to
meet the dementia care needs of their unique
patient populations with limited planning
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for coordination and integration with other
local geriatric services for older adults. In
some areas, this has resulted in the clinics
working in isolation, rather than in concert,
with other geriatric services.

Two regions in Ontario were interested in
implementing the PCCMC care model using
a strategic, systematic implementation plan,
thereby facilitating region-wide planning and
collaboration among various existing
agencies and specialized services for older
adults. In Ontario, local health integration
networks (LHINs) are regional health
authorities responsible for healthcare service
planning and funding; the two regions
involved in this project were the Central East
LHIN (CELHIN) and the Champlain LHIN.
The purpose of this paper is to describe the
strategic implementation of the PCCMC
model of care within these two regions in
Ontario, describing their rationale for
adopting a systematic approach to establish-
ing clinics in their region and key lessons
learned in the regional implementation of
the clinics.

Strategic Implementation in
Two Regions

Champlain LHIN
The Champlain LHIN is located in eastern
Ontario, Canada, bordering Quebec,
covering five sub-regions in and surrounding
the nation’s capital, Ottawa. Demographic
and health service information for this
region is presented in Table 1. The process of
developing and implementing the clinics is
summarized in Table 2. Both tables are
available at longwoods.com/content/25938.
In 2012, the increasing number of persons
in the Champlain region living with demen-
tia was a key issue driving the region’s interest
in improving dementia care in primary care.
Key organizations involved in dementia care
(Champlain Dementia Network, the Regional
Geriatric Program of Eastern Ontario
[RGPEO], Geriatric Medicine and Alzheimer

Societies of Ottawa and Renfrew County and
Cornwall and District) began planning a
regional approach to identifying sustainable,
collaborative and capacity-building dementia
care models in primary care. There was an
interest in moving more specialist care as
provided by geriatricians into the community
while recognizing the lack of community
infrastructure to support specialist care. The
PCCMC model was identified as potentially
meeting this need.

A planning and implementation team was
created to guide this initiative. The RGPEO
invested in an advanced practice nurse role to
facilitate this process. Planning was informed
by a review of the literature, review of the
primary care landscape and leveraging
lessons learned from existing dementia
initiatives. Strategies to inform this process
included discussions with practice adminis-
trators to determine the potential fit of the
PCCMC model, a site visit to observe the
Centre for Family Medicine memory clinic
team in practice and presentations on the
PCCMC model to invested primary care
practices and key regional stakeholders.

A funding proposal was submitted to the
Champlain LHIN outlining a number of
initiatives to support dementia care across
the continuum. Three complementary
capacity-building models, including the
PCCMC model, were selected to meet the
unique needs and resources available to

the different primary care delivery structures
in the region.

The Champlain LHIN provided three
consecutive one-time/one-year funding
envelopes to support the training of 15
PCCMC:s in the region as well as ongoing
funding for dedicated staff from the
Alzheimer Society to participate in all
PCCMCs (Table 2). The RGPEO committed,
in kind, the services of an advanced practice
nurse to lead the planning and coordination
of the clinics and support capacity-building
needs across clinics. An awareness-raising
campaign was launched to inform primary
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care settings in the region about the potential
opportunity to establish a PCCMC. A formal
readiness assessment process was established
to ensure that the PCCMC model was a good
fit for interested practices. Fifteen sites were
selected across the region representing urban
and rural, academic and non-academic and
Francophone and Anglophone practices.
Because 13 of the 15 clinic settings were in
team-based primary care structures (Family
Health Teams and Community Health
Centres), these clinics were able to recruit
their own interprofessional team of health-
care providers (HCPs) to construct their
PCCMC team, including nurse practitioners,
registered nurses/practical nurses, pharma-
cists, social workers, health promoters and
dietitians. Two of the PCCMC settings were
Family Health Organizations; thus, in-kind
partnerships with local community, hospital
services and the RGPEO provided the social
work, pharmacist and additional nursing
resources required to complete their team.
In-kind support from local Alzheimer
Society staff was provided to all 15 PCCMC
teams. To support the goal of implementing
15 PCCMCs in the region over three years, a
plan was put in place to target the training of
five clinic teams per year starting in February
2014, and by April 2016, all 15 clinics were
established with 137 HCPs who had complet-
ed training. All of the clinics accepted
referrals from within their practice settings,
in total supporting 152 family physicians
with a combined patient base of 167,923
(Table 2).

To provide ongoing regional support to
the PCCMC:s, the advanced practice nurse
works with teams to identify and address
concerns that arise with clinic implementa-
tion, develops processes to facilitate
geriatrician support, identifies processes for
integration with Specialized Geriatric
Services to facilitate seamless transitions for
patients and supports learning needs through
coordination of continuing education events.
Over time, the number of geriatricians

Collaborative Memory Clinic Model

providing support to PCCMC:s in this region
has increased from four to seven. Because the
role of specialists within this care model
represented a new way of working with
family physicians, a collaborative framework
was developed to highlight strategies to foster
specialist integration into the clinic team and
to optimize specialist collaboration and
support for the memory clinic team, with the
ultimate goal of optimizing the care of
patients and families.

Central East LHIN

The CELHIN includes urban and rural areas
in central east Ontario. Demographic and
health service information for this region is
presented in Table 1. The system of care for
older adults living with frailty is coordinated
and implemented through the Seniors Care
Network, a network of health service
programs and organizations that collaborate
to deliver Specialized Geriatric Services in
this region.

“Grass-roots level” interest was initiated
by several physicians who approached the
Seniors Care Network to explore opportun-
ities for implementation of PCCMCs in this
region. Leveraging existing resources and
expertise in dementia care in the region, a
planning group was formed consisting of
representatives from the local Alzheimer
Society chapter, Seniors Care Network and
various Specialized Geriatric Service
providers.

Funding was provided by the LHIN for the
memory clinic training program, which was
attended by not only the health professionals
who would be working in the memory
clinics, as is usually the case, but also health
professionals in all of the relevant dementia
care-related services in the region. The
training was proposed as an educational
opportunity and served to facilitate “buy-in”
for the introduction of PCCMCs from all
relevant community programs by fostering a
common understanding of the scope and role
of PCCMCs. This common understanding
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helped to overcome the initial resistance to
the introduction of this new service, which
was primarily related to lack of understand-
ing of the capacity and complementary role
of PCCMCs within the continuum of care
for seniors.

As all of the PCCMCs were being estab-
lished in practice settings without access to
the required interprofessional HCPs, a shared
interprofessional “mobile team” was created
to support the PCCMCs. In-kind contribu-
tions of space and staff were made by the
Alzheimer Society and PCCMC family
practice settings. The mobile team consists of
two registered practical nurses, additionally
trained in mental health, addictions and
dementia as Behavioural Supports Ontario
(BSO) program staff; two social workers; and
two occupational therapists. (BSO is a
province-wide program aimed at providing
care for older adults exhibiting, or who are at
risk of exhibiting, responsive behaviour [e.g.,
aggression, wandering, physical resistance,
agitation] related to cognitive impairment
due to mental health problems, addictions,
dementia or other neurological conditions
[Gutmanis et al. 2015].) Many of these HCPs
were recruited from existing local commun-
ity geriatric services, which helped to
integrate all relevant dementia care programs
into the PCCMC care model. These included
the Alzheimer Society First Link program
(McAiney et al. 2012), the BSO program and
local Geriatric Assessment and Intervention
Network teams (Seniors Care Network 2015).
Integration of team members from these
programs facilitated access to various
community services and improved
communication and coordination of care
through PCCMCs. To help foster relation-
ships between interprofessional HCPs and
physicians who had not previously worked
together with an interprofessional team, and
to support the logistical requirements of
mobile clinical work, which included home
visits, the PCCMC program manager role
was created. This program manager supports

implementation across participating primary
care practices and connects via a formalized
committee structure to specialized geriatric
services to collaborate in planning, coordina-
tion and regional quality improvement
initiatives, aligning local and regional
services.

In total, 70 individuals completed the
memory clinic training program in March
2016, 33 representing primary care and 37
representing the Specialized Geriatric
Service programs coordinated by the Seniors
Care Network and Alzheimer Society staff.
Following completion of the training
program, four new PCCMCs were created.
Three of the clinics are supported by the
mobile team, and one clinic created its own
interprofessional team supplemented with
HCPs from the Seniors Care Network’s local
Geriatric Assessment and Intervention
Network team. All four clinics have an
assigned geriatrician to provide consultative
support; these geriatricians attended the
memory clinic training program. Two of the
clinics accept referrals for patients rostered
within their practice settings, whereas the
other two additionally accept referrals from
outside of their practice setting. In total,
these clinics support a very large number of
medical practices in the regions (Table 2).

Evaluation Methods

Up to 16 months following the establish-
ment of their PCCMCs (10—12 months in
the CELHIN; 12—-16 months in the
Champlain LHIN), all team members,
initiative leads and partners were invited to
participate in individual telephone inter-
views to gather their perceptions regarding
how dementia care in the region has
changed as a result of the PCCMC:s (e.g.,
What do you think are key impacts of the
memory clinics on the system of care for
persons with dementia in your region?

In what ways has the care for persons with
dementia in the region improved with

the development of the memory clinics?).
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Table 3. Primary and secondary outcomes by referral status

Percentage (#)

Central East LHIN Champlain LHIN

Tracked data (N =4 clinics) (N =15 clinics)
Total number of referrals 409 516

Number of urgent referrals” 11(2.7%) 23(4.5%)
Number of patients assessed” 273 (66.6%) 358(69.4%)
Number of patients awaiting assessment” 111(127.1%) 98(19.0%)

Wait time for assessment™ (months), mean, standard deviation 1.1(1.3) 12(1.4)
Referrals for specialist consultation™ 30(11.0%) 48(13.4%)

* Percentage is based on the total number of referrals in each region.
#* Calculated as the difference between the date of referral and date of assessment.
#** Percentage is based on the total number of patients assessed in each region.

A total of 32 interviews were completed
(CELHIN, N = 13; Champlain LHIN,

N =19). Across both regions, interviews
were completed with physicians (N = 11),
allied health professionals (N = 12) and
initiative leaders/partners (N = 9).
Interviews ranged in length from 14 to 51
minutes (average = 27 minutes).

Interviews were completed by one author
(L.M.H.) to ensure consistency, digitally
recorded and transcribed. Within each
region, saturation was achieved (little or no
new information was gathered from the latest
interviews). Transcripts were analyzed using
a qualitative naturalistic inquiry approach to
develop an understanding of impacts at both
patient and health system levels (Lincoln and
Guba 1985). Transcripts were analyzed by
one author (L.M.H.) and then reviewed by a
research assistant to confirm reliability in the
emerging themes; this process required
several iterations to achieve greater clarity in
the final themes generated.

Team members from each clinic tracked
all referrals and assessments completed in the
first nine months of clinic implementation,
collecting information on number of
referrals, urgency status (urgent, non-
urgent), number of patients assessed, number
awaiting assessment and number of assessed
patients who were referred to specialists for

further consultation. Wait time for assess-
ment was calculated as the difference
between the date of referral and date of
assessment. A key outcome indicator for this
initiative is the number of established clinics
that continued to operate nine months
following launch.

This study was approved by the Hamilton
Integrated Research Ethics Board, McMaster
University.

Results
In the Champlain LHIN, 14 of 15 clinics
continue to operate in the longer term (some
up to four years). One clinic chose to
suspend acceptance of new referrals, though
they continue to see patients already
assessed for follow-up; a number of reasons
influenced this decision, including the low
number of referrals, a younger demographic
within the practice setting and quick access
to specialist consultation. In the CELHIN,
all four established clinics continued to
operate in the longer term (two years).
Across both regions, 925 patients were
referred to PCCMCs, of which 631 (68%)
were assessed and 209 (23%) were awaiting
assessment (Table 3). Across both regions,
the average wait time for assessment was
one month (1.2 months; SD = 1.4 months);
87% (N = 548) of the patients were assessed
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within three months of referrals, whereas
38% (N = 242) were assessed within a month
of referral. Across both regions, 12% of the
patients assessed were subsequently referred
for specialist consultation.

Regarding impacts associated with the
PCCMCs, the qualitative analysis of inter-
view transcripts generated five major themes:
(1) earlier identification and intervention;

(2) increased capacity for dementia care in
primary care; (3) better patient and caregiver
experience with care; (4) improved continu-
ity, integration and coordination and care;
and (5) system efficiencies. These themes
were common across both regions. Table 4,
available at longwoods.com/content/25938,
presents a description of these themes with
illustrative quotes.

Discussion

The PCCMC implementation experiences in
the CELHIN and the Champlain LHIN
highlight the value of a strategic system-wide
approach to implementation, which allowed
for the integration of the model within the
system of existing services for older adults
across sectors, ensuring alignment with
regional strategic plans and visions for
seniors’ healthcare. The process built on,
complemented and enhanced the strengths
of the region’s current service offerings and
contexts and expedited assessments, while
also avoiding competition and duplication
with existing established services. For
example, in the CELHIN, the planning
committee provides a practical forum for
identifying the best service to be the lead,
or primary, service provider for particular
patients based on unique patient needs.

The different services build on the work of
each other so that if a patient is transferred
between services, they avoid repeating
assessments completed by the previous
service.

Strategic implementation also allowed
each region to capitalize and make efficient
use of existing staff, programs and strategies
for seniors and dementia care. These

improved efficiencies have the potential to
result in cost savings to the system. Across
both regions, a number of factors supported
improved integration of dementia care
services. In the Champlain LHIN, assigning
several geriatricians to support PCCMCs
fostered a strong sense of specialist support of
this initiative and positive relationships
between primary care and specialist care,
establishing the foundation for true collabor-
ation. In the CELHIN, the creation of a
mobile team with team members drawn
from various existing regional programs
served to improve integration and coordina-
tion of care with other services. Participation
of the PCCMC:s in the regional operations
committee has strengthened and entrenched
this service within the system of Specialized
Geriatric Services. In both the Champlain
LHIN and the CELHIN, the role of the clinic
coordinator was critical to the successful
strategic implementation of PCCMCs.
Integration of HCPs from the existing
geriatric services in both LHINSs also proved
to further support and develop the clinical
capacity of the PCCMC. A growing body of
literature on integrated care provides
evidence that collaboration between health-
care professionals can be enhanced through
development of a structure for team work,
sharing of team resources and organizational
supports (administration, facilities) and
mechanisms for communication and
coordination (San Martin-Rodriguez et al.
2005). Interprofessional team-based care,
with ongoing care coordination, communi-
cation and information sharing amongall
care providers, is the mainstay of person-
centred care (American Geriatrics Society
Expert Panel on Person-Centered Care 2016)
and has been identified as essential for
integrated care (Gonzalez-Ortiz et al. 2018).
Community-based integrated systems of care
for older adults have demonstrated improved
quality, coordination and continuity of care
and health outcomes for older adults
(Bernabei et al. 1998; Johri et al. 2003;
McAdam 2008). Engagement of local services
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in service planning and implementation is
important to the success of new health
innovations. In this instance, the bringing
together of key players from various
community programs (Alzheimer Society,
BSO, Specialized Geriatric Services)
supported by clinic coordinators contributed
to better system navigation, integration and
care coordination. Consistent with the
findings of other studies (Lee et al. 2014a),
collaboration and communication across
multiple organizations and programs in the
Champlain LHIN and the CELHIN facilitat-
ed improved access to community services
and better, more seamless transitions
between services for patients and caregivers.
Effective implementation of new health
innovations to affect system change has been
demonstrated to require consideration of
facilitating factors at micro (individual),
meso (organizational) and macro (commun-
ity and system) levels and how these levels
interact and collaborate to affect change
(Chaudoir et al. 2013; Durlak and DuPre
2008; Wandersman et al. 2008). The findings
from this study demonstrated that both
regions were able to affect change at all levels
to improve dementia care. Consistent with
the literature on effective practice change, the
memory clinic training program has
demonstrated its ability to facilitate practice
improvements through multiple and best
teaching practices (Lee et al. 2013, 2014c) and
drawing on principles of effective program
planning (Caffarella 2002; Kern et al. 2009).
These training strategies have included
case-based learning, feedback and practice
and mentorship opportunities (Bell 2002;
Bero et al. 1998); access to guideline-based
interventions (Colon-Emeric et al. 2004);
and access to expert resources and ongoing
support (Stolee et al. 2015). Facilitating
factors within practice settings that have
enabled practice change and memory clinic
implementation have included selection of
highly motivated team members
(Mazmanian and Davis 2002), access to
enabling resources such as clinical support

Collaborative Memory Clinic Model

tools (Bloom 2005; Mazmanian et al. 2009)
and clinic flow templates (Berwick 2003),
organization and management support
(Bradley et al. 2003; Broad 2005; Stolee et al.
2005), and support and commitment from
identified champions, physicians and
interprofessional team members (Resnick et
al. 2004). At a system level, clinic implemen-
tation in both regions was facilitated by
cross-sector and service collaborative
partnerships; these types of partnerships
have been identified as important to the
effectiveness of interventions that affect
health system changes (Mitchell et al. 2015;
Mitchell and Shortell 2000; Nicholson et al.
2013) and particularly important to the
development of a comprehensive system of
care for dementia (Hogan et al. 2008;
Patterson et al. 2001).

Communities of practice (CoP), groups of
individuals with shared interests, represent a
significant opportunity for healthcare
improvements (Endsley et al. 2005;
Ranmuthugala et al. 2011; Wenger et al.
2002) and can break down silos of care.
Regional implementation supported the
development of CoP by having local teams
train and attend “Booster Days” together,
which are annual refresher days that provide
an opportunity for PCCMC clinicians to
network and learn from one another, further
supporting cross-service and cross-sector
collaboration (Lee et al. 2017b). Relationships
between clinic coordinators and local teams
as well as the PCCMC model being endorsed
as part of a regional dementia strategy served
to foster the CoP connectedness. As
mentioned above, strategic regional imple-
mentation can facilitate greater
opportunities for integration and alignment
with existing regional programs particularly
when establishing clinics on a large scale.
This is important for sustainability and
further development, efficient use of limited
system resources and potential inclusion of
PCCMCs in other health system initiatives,
such as coordinated intake systems for
specialized geriatric services, as was the case
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in at least two regions in the province.

In both regions, the majority of patients
(>67%) referred to the PCCMCs were
assessed during the evaluation period.
Although the number of patients awaiting
assessment in Champlain at the end of the
evaluation period likely had wait times for
assessment consistent with those who were
assessed, wait times for awaiting assessment
(N = 111 for assessment across four clinics) in
the CELHIN were likely longer. This reflects
asteady increase in referrals over time as the
capacity of the memory clinics to assess and
manage memory concerns became better
understood and as some referrals to special-
ists were redirected to the memory clinic.

On occasion, some of the clinics would hold
an extra clinic per month to manage the
increasing wait list and reduce wait time

to assessment.

Across both regions, the rate of referrals to
specialists (12%) is consistent with ideal
models of chronic disease management
where the majority of care for chronic
conditions is managed within primary care
(Scott 2008) and only the most complex of
cases are referred for specialist management;
this 12% referral rate represents a substantive
reduction from the estimated rate of referral
of up to 82% to geriatric specialists for
memory concerns in typical family practice
(Pimlott et al. 2006). Given this rate of
referral to specialists, it could be estimated
that the PCCMCs across both regions have
the potential to avert 758 referrals (82% of
925 referrals to PCCMC) that would other-
wise have been made to specialists. Anecdotal
evidence, collected in the key informant
interviews (Table 4), has also suggested
system efficiencies related to reduced
emergency department visits due to early
identification and intervention and proactive
approaches to care that prevent crises that
can lead to use of acute care and institution-
alization. While outcomes related to
improved patient care, reduced rates of
referrals to specialists and potentially

reduced emergency department visits are
consistent with those of PCCMCs across the
province (Lee et al. 2010, 2017a), the strategic
implementation processes in the Champlain
LHIN and the CELHIN appeared to contrib-
ute to other outcomes such as improved
integration and coordination with services
and sectors across the regions.

While specialists integrated into the
PCCMC care model in these regions have
been geriatricians, there is growing recogni-
tion that geriatric psychiatrists and cognitive
neurologists have unique and important
roles to play in dementia care. An initiative is
currently underway to establish and evaluate
atriad of specialist support for memory
clinics (geriatricians, geriatric psychiatrists
and cognitive neurologists); this will provide
greater opportunities for integration and
coordination with specialist services and for
capacity building among the PCCMCs.

A number of key lessons were learned in
the regional implementation of PCCMCs.
Across regions, there was strong organiza-
tional buy-in for the PCCMC model and
readiness for change, particularly as meas-
ured in the Champlain LHIN, both of which
have been identified as key factors impacting
successful implementation of new innova-
tions (Dijkstra et al. 2006; Scott et al. 2003).
Both regions also had well-established
Specialized Geriatric Services for older
adults, and implementation of PCCMCs
provided a greater recognition among these
services of the capacity that exists in primary
care for quality dementia care. Designated
PCCMC coordinators in each region were
important to facilitating, strengthening and
sustaining the PCCMC initiative. This vital
role was credited with driving and overseeing
all stages of planning, development and
ongoing implementation; serving as the
PCCMC “point person” to whom all inquir-
ies could be directed; and reinforcing system
efficiencies with continuous quality improve-
ment efforts aimed at refining, evolving and
growing the PCCMC initiative. Access to
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standardized training and continuing
education was viewed as critical to imple-
menting the PCCMC model, and in the
CELHIN, inclusion of professionals working
in other services served to increase under-
standing of the role of primary care in
dementia care, which in turn increased
buy-in for the model and supported collabor-
ative efforts across sectors. Moreover,
inclusion of specialists in the training served
to solidify support for the model, as they
better understood the role of the PCCMC
within the system of dementia care in the
region and increased their understanding of
the learning needs of the PCCMC teams,
further contributing to collaboration
between primary care and specialists.
Implementation of the PCCMCs within
both regions was not without challenges.
Space needs and administrative support for
the clinics were underestimated. Policies and
procedures for privacy and clinical docu-
mentation needed to be developed for mobile
interprofessional teams to practice in
locations where they were not employees. In
both regions, team members who were not
employees of the organization hosting the
memory clinic were required to sign confi-
dentiality agreements to access and
document in the electronic medical record.
In many instances, these team members had
to learn multiple documentation systems as
these were not consistent across all clinic
settings. Within two practice settings in the
Champlain LHIN, a memorandum of
understanding regarding the roles of
non-employees working within the clinics
was developed and is signed on an annual
basis. In the Champlain LHIN, further
development of the collaboration between
the specialist and primary care will continue
to evolve in supporting an upstream
approach to early detection and intervention.
The issue of sustainability of the clinics has
been an ongoing challenge that includes not
only the need for a sustainable operational

Collaborative Memory Clinic Model

funding model but also the training and
recruitment of new PCCMC team members
to manage clinic expansion and staff
turnover.

From a funding perspective, a regional
approach to implementation can assure
accountability for achieving deliverables
pertinent to the delivery of dementia care,
support equitable access to health services,
enable economies of scale when considering
training costs and foster coordination among
clinics and integration with existing special-
ist services through the allocation of
dedicated clinical resource personnel. A
strategic approach to implementing
PCCMCs organizes services at a system level
and can promote sustainability, which is
particularly relevant as Ontario engages in
building a cohesive dementia care strategy.

The usual system of care for dementia has
been criticized for its limited integration and
coordination between various medical, social
and community services (Bruce and Paterson
2000; Samsi and Manthorpe 2014; Tan et al.
2014). Efforts to improve care coordination
have typically been aimed at the patient level
with the use of individual case management
models (Bass et al. 2015; Khanassov and
Vedel 2016), with less attention paid to
coordination and integration across health
sectors. The PCCMC care model aims to
address these limitations by implementing
interprofessional team-based care manage-
ment that is rooted in primary care but
linked to specialist care and services. The
PCCMCs continue to evolve with the
structured integration of geriatric medicine,
geriatric psychiatry and cognitive neurology
to further develop collaborative working
relationships and improve care capacity and
integration.

There are a number of limitations to the
evaluation of memory clinic implementation.
Interviews were conducted with clinic team
members and leaders; the perspectives of
practice setting management and health
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system leaders are not known. Interview
questions focused on the identification of
practice improvements and impacts associat-
ed with the clinics, which may have biased
the findings. Measurement of outcomes and
impacts were primarily based on anecdotal
evidence. Further research is needed to better
delineate the health system and efficiencies
afforded by the PCCMCs, namely, the impact
of early identification and intervention by the
PCCMCs on utilization and cost of health
services, specifically emergency department
visits, hospital admissions and long-term
care placements, and how better integrated
and coordinated care can impact health
service utilization and health outcomes.
More research, with rigorous methodologies,
such as case-controlled, time-series methods,
and multiple case-study designs, is needed to
further our understanding in this area.

Conclusion

This paper offers insight into a coordinated
and systematic approach to implementing
the PCCMC model region-wide. Strategic,
regional implementation of PCCMCs
provides a significant opportunity to
support better integrated and coordinated
dementia care across services and sectors. In
two regions in Ontario, regional implemen-
tation has fostered a higher level of collabor-
ation between PCCMCs, Specialized
Geriatric Services and community services,
and thereby led to a stronger CoP than
would otherwise be possible. Lessons
learned from this initiative can inform the
implementation of other primary-care-
based initiatives for complex chronic
conditions of older adults.
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Abstract

As the Canadian population ages, healthcare systems have become increasingly
interested in exploring new ways to deliver services to frail older adults, and in
particular older adults with dementia. The Specialized Seniors Clinics (SSCs) are
an innovative integrated network of six outpatient clinics in BC's Fraser Health
Authority that utilize interprofessional teams to provide comprehensive geriatric
assessments and care planning for frail older adults. The SSCs provided approxi-
mately 19,000 appointments in the past fiscal year, and clients and primary care
physicians are highly satisfied with the model. This article describes the SSC model
and provides reflection on the model development, implementation and standard-
ization processes.

This article originally appeared in Healthcare Quarterly 17(3) October 2014 : 55-60.d0i:10.12927/
hcq.2014.24021. <https://www.longwoods.com/content/24021/healthcare-quarterly/innovative-model-

of-interprofessional-geriatric-consultation-specialized-seniors-clinics>.
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Introduction

As the Canadian population ages, the health
of older adults is becoming an increasingly
important focus for healthcare systems.
Frailty is generally used to describe vulner-
able older adults who have limited health
reserves and are at increased risk for adverse
health outcomes (Hamerman 1999).
Dementia shares a complex relationship with
frailty and they are often found together as
comorbid conditions (Sampson 2012).
Dementia is currently a major concern for
healthcare systems, and by 2038, it has been
estimated that more than 1 million
Canadians will have some form of dementia
(Smetanin et al. 2009). For dementia, early
diagnosis, treatment and follow-up are key
to providing effective care (Leifer 2003);
however, challenges in managing and
diagnosing dementia may be encountered
such as needing appointments of longer
duration and difficulty accessing specialists
(Hinton et al. 2007).

Fraser Health Authority has developed a
Specialized Seniors Clinic (SSC) model,
which is a secondary outpatient healthcare
delivery model. The SSC model has been
developed to support primary care and meet
the needs of frail older adults who have
dementia or multiple/complex healthcare
needs. There are three key components to the
SSC model: integrated care, interprofessional
teams and comprehensive geriatric assess-
ment and care planning. The development of
the SSC model was unique in that it involved
taking six already existing clinics providing
similar services and standardizing them into
an integrated network. Important enabling
factors for this process included having
strong leadership, capitalizing on windows of
opportunity for change and the use of
information technology. Challenges that
were encountered included resistance to
change and differing care philosophies,
competition for resources and the equity of
resources among clinics (e.g., differences in

staffing). The purpose of this article is to
share the SSC model and provide reflection
on the development of the model.

Setting and Policy Context

Fraser Health Authority is responsible for
providing healthcare services to more than
1.6 million people living in the province of
British Columbia (BC), of which approxi-
mately 16.1% (249,250) are aged 65 and over
(Health & Business Analytics, Fraser Health
Authority 2012). The age-specific prevalence
rate for dementia in Fraser Health in
2008/2009 was estimated at 6.1%, amount-
ing to approximately 17,000 people
(Decision Support Services 2010).

For 2014-2017 Fraser Health has identified
ten priority actions to guide organizational
improvements, including capacity and
patient centeredness (Fraser Health 2014).
The SSCs are one way that Fraser Health is
working towards meeting these strategic
priorities, and these goals fit within the wider
provincial objective of the BC Ministry of
Health for dementia care and increased
integration of primary and community care.

Conceptual Background
Increasingly, in recent years, healthcare
systems have been turning to the concept of
integrated care to improve their delivery of
services through strategies aimed at increas-
ing the continuity and collaboration
between services/care providers. For older
adults with dementia, Callahan et al. (2009)
have recommended the use of integrated
care for a number of reasons including
existence of comorbid conditions and
requirement of large amounts of healthcare
resources. The SSC model combines a
number of the strategies of integrated care,
most notably of which are the use of
interprofessional teams and comprehensive
geriatric assessments.

Interprofessional collaboration “involves
the continuous interaction of two or more
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professionals or disciplines, organized into a
common effort to solve or explore common
issues, with the best possible participation of
the patient” (Barrett et al. 2007: 1). The
American Geriatrics Society has recom-
mended the use of interdisciplinary care for
older adults with complex needs (Geriatrics
Interdisciplinary Advisory Group 2006).
Comprehensive geriatric assessments are
useful for older adults because they often
have complex, multi-system conditions that
require a range of biopsychosocial interven-
tions (Stuck and Iliffe 2011). Comprehensive
geriatric assessments have been found to
produce a number of benefits for older adults,
including increased likelihood of remaining
in the home, decreased functional decline
and improved cognition (Ellis et al. 2011).

SSC Model

The SSCs are secondary outpatient services
that provide interprofessional consultation
services for frail older adults. The focus of
SSC services includes early diagnosis of
dementia, assessment of complex medical
and comorbidities, and development of an
interprofessional Health Improvement Plan
(HIP). Currently there are six SSCs operated
by Fraser Health (Abbotsford, Delta,
Mission, New Westminster, Surrey and
White Rock). All of the SSCs are co-located
with, or have a close working relationship
with, a nearby acute care hospital. The Older
Adult Program within Fraser Health is
responsible for overseeing the management
and operation of the SSCs, and four SSC
managers are responsible for the clinics. The
clinics vary in size, resources and the
composition of their interprofessional
teams, but they all share the same principles
and goals, and operate under the same
service delivery model. The SSC model

is based on four principles of care:

(1) client-centred care, (2) evidence-based
clinical practice, (3) integrated care and

(4) elder-friendly environment.

Target Population

The target population for SSC services are
frail older adults with undiagnosed cogni-
tive impairments or other complex medical
conditions. The majority of referrals to SSCs
come from primary care physicians (PCPs)
who require specialized geriatric expertise
for their clients. The primary reason for
client referral to the SSCs is memory/
cognitive changes, accounting for more
than 60% of referrals.

Interprofessional Teams

The core members of the teams are a
geriatrician/care of the elderly physician,
patient care coordinator, registered nurse
and clerk. Composition of the SSC inter-
professional teams varies by location, and
additional team members may include
geriatric psychiatrist, occupational therapist,
physiotherapist, social worker, pharmacist
and dietician. The patient care coordinator
is responsible for organizing the interprofes-
sional team and managing day-to-day
operations of the SSC. The patient care
coordinator is also responsible for screening
and triaging the clients who are referred to
the clinic. New clients undergo a compre-
hensive geriatric assessment and a HIP is
then developed. Follow-up visits will be
provided if required; however, during the
period that the older adult is an SSC client
regular, primary care is still delivered by
their PCP. Figure 1 provides an overview

of the SSC service delivery model.

Special Features of SSC Model

Capacity to Serve a Large Volume

of Clients

The larger SSCs are open Monday through
Friday, from 8:30 am to 4:30 pm (excluding
statutory holidays). The smaller satellite
clinics are open one to two days a week. For
the fiscal year 2012-2013, the total number
of attended appointments was approxi-
mately 19,000.
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Figure 1. Care delivery model - Specialized Seniors Clinics

Guiding Principles: Client-centred, Sel-Co-Management Support, Inter-professional Collaboration, Communication, Care Planning, Capacity and Flow
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Therapist), RPN (Registered Psychiatric Nurse),

CM (Case Manager), PCP (Primary Care Physician/NP), CC (Case Conferencing), NP (Nurse Practitioner)

Integrated Network of Services

The six SSCs currently operate together as
part of an integrated network of services
designed to support primary care. Extensive
work has been undertaken to standardize
operations within the clinics so they all
currently operate under the same service
delivery model. This has enabled the SSCs to
maximize efficiencies by allowing staff to be
floated between sites and also the co-loca-
tion of positions. All of the clinics share the
same electronic medical record system
(Meditech), and clients can potentially

receive services at any clinic. The integrated
network also allows the different SSC
locations to collaborate with each other, and
members of the different professions meet
one or two times a month to discuss topics
related to their practice.

The SSCs are also integrated within the
wider healthcare system in Fraser Health.
The SSC network has formed relationships
with acute care, other Fraser Health
programs, primary care and Divisions of
Family Practice, external partners (e.g.,
community organizations, academic
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Figure 2. SSC model

Clients

institutions, etc.) and ancillary services (e.g.,
laboratories, medical imaging, etc.; Figure 2).
For example, a partnership is currently being
developed between the SSCs and the Mental
Health and Substance Use Program
community geriatric mental health services
at some locations to enable enhanced
integration and communication on

shared clients.

Client-Centred Care

The SSCs are committed to providing
client-centred services by focusing on the
needs of both clients and their families.
Clients and their families play an important
role in the development of the HIPs at the
SSCs. In addition, the SSCs have recently
introduced a client-focused screening
questionnaire, and work is being done to
develop chronic disease self/co-management
programs to increase the involvement of
clients in their care.

Educational Opportunities
The SSCs provide educational opportunities
for their interprofessional team members

and other health professionals. For the SSC
teams, a regional clinical nurse educator
provides educational training, orientations
and information on clinical decision support
tools and organizes workshops.
Interprofessional team members also have
opportunities to collaborate with and learn
from each other, for example, through
participation in complex care rounds.

The SSCs serve as educational sites for the
University of British Columbia Faculty of
Medicine. Lectures, rotations for residents
and fellows and clinical placements for
other health professionals are offered at
some SSC sites.

Model Development, Implementation
and Standardization

Model Development

The catalyst for the development of the SSC
model was the introduction of Program
Management to Fraser Health, which
occurred over the fall 2009/winter 2010
period. This led the six clinics, which had
previously been separately managed and
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unlinked, to fall under the management of
the Older Adult Program. The decision was
made to standardize the clinic models and
give them the name Specialized Seniors
Clinics, with the vision of creating an
integrated network of services. The SSC
model was grounded in evidence, and was
based on resources such as the BC Expanded
Chronic Care Model (Ministry of Health
2013) and consultations with the SSC teams.
The SSC model cemented the SSCs as
specialized secondary care providers, and
strengthened the care planning and evalua-
tive components of the service.

Model Implementation

Within the Older Adult Program, there was
support from the Program Executive
Director, Program Directors and Medical
Director from the beginning, and leadership
teams were established at various levels
within the Older Adult Program to assist
with the visioning and implementation
process. It was also necessary to ensure that
the physicians and interprofessional teams
already working within the clinics supported
the vision and had input in the planning.
The Program Medical Director engaged with
the physicians to ensure they were aware of
the developments and provided feedback on
the model development (later on a Regional
SSC Physician and Clinical Leadership
Committee was established). In the clinics,
the interprofessional teams were consulted,
and during the implementation phase, a
clinical nurse specialist and clinical nurse
educator spent a large amount of time
working in the clinics to provide mentoring
and ensure that the processes were working.
Instituting change can be a difficult process,
and while there was some resistance to
change at first, this was overcome primarily
through explanation and demonstration of
the proposed changes. In addition, there was
also a need to be flexible and allow for minor
variations in the model, as the clinics had
different resources in terms of space, staffing
and technology.

Model Standardization

Standardization of the clinics was a key step
for implementing the SSC model. A
Frontline Leaders Group (consisting of the
SSC managers, the clinical nurse specialist,
the clinical nurse educator and the patient
care coordinators) played a key role in this
process. The first step for the clinics was to
standardize their communication and
referral processes. The movement of the
Surrey SSC to the Jim Pattison Outpatient
Care and Surgery Centre (JPOCSC) in the
summer of 2011 was an important enabler
for the standardization and introduction of
new information technology to the SSCs.
Resources were available in Fraser Health at
this time to facilitate the opening of the new
centre. At JPOCSC there were plans to
introduce information technology such as
community-wide scheduling and Meditech
charting, which made it possible to intro-
duce these at all the SSCs. When standardiz-
ing forms and information technology
systems, it was necessary to at the same time
be planning ahead for future data collection
and evaluation needs, and forms had to be
customized to collect specific evaluation
data. From the summer of 2011 to the end of
2012, the staggered implementation of the
SSC service delivery model took place. The
SSC model has now been successfully
implemented in all six of the SSCs, though
there still remains some minor standardiza-
tion work to be done

Ongoing Operational Evaluations
Ongoing operational evaluations are
currently being conducted at the SSCs. For
example, continuous monitoring of the
number of client appointments is occurring
and targets are being set for yearly increases.
In addition, the Plan-Do-Study-Act cycle is
being used to guide the development of
quality improvement initiatives.
Implementation of the SSC model and
standardization of the clinics was only
completed recently, so system-level utiliza-
tion impacts are not yet being measured for
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clients, but collection of these data will be
the next priority for the clinics. Examples of
system-level impacts that have been previ-
ously explored in the literature on dementia
patients and may be used to evaluate the
SSCs include physician and specialist visits,
hospitalizations, emergency department
visits and use of community services and
supports (Weber et al. 2011).

However, as many SSC clients are in the
early stages of dementia, having a diagnosis
and the appropriate supports provided may
be the main benefits of SSC services. For
these clients, system-level impacts may not be
measureable until later stages of the dementia
disease trajectory. The other benefits that
may be derived from early dementia diagno-
sis and care planning include earlier
initiation of acetylcholinesterase inhibitors
therapy, providing clients with the oppor-
tunity to participate in planning for their
future care, referral to community support
services and exercise programs, relieving
feelings of anxiety and uncertainty, allowing
for future safety risks to be anticipated and
mitigated and educating and preparing
caregivers for their role (Leifer 2003). An
important priority for the SSCs is to provide
positive client experiences and client-centred
care, and ongoing work is being done to
measure the impacts of the SSCs at the client
level. Recently, both client and PCP surveys
were conducted and showed high levels of
satisfaction with the SSCs.

In February 2013, 234 client satisfaction
surveys were distributed to clients/family
over a 12-day period, and 215 were returned.
More than 90% of the clients were mostly
satisfied or very satisfied that their care team
listened to and understood their needs, were
skilled and knowledgeable and involved the
client and their family in decisions about
their care. Being provided with a diagnosis
and the tools and resources needed to
manage their condition made clients feel
more confident about managing their health.

One client commented “My concerns and
questions were answered. I left the appoint-
ment feeling positive, informed and knowing
my next steps.” Currently a client-focused
screening questionnaire is also being trialed
in the SSCs with the purpose of better
addressing clients’ health concerns, and these
questionnaires will be linked with quality-of-
life evaluations.

The PCP surveys were distributed to PCPs
in Fraser Health through the SSCs. A total of
450 surveys were distributed and 172 were
returned over the period of May 1 to July 10,
2013. In the surveys, 91% of PCPs who had
used the SSCs were very satisfied or satisfied
with the service, and generally, PCPs found
the SSCs to be a valuable resource.

Conclusion

The SSC model is built upon three key
components that are strongly supported in
the literature as crucial components for
healthcare services for frail older adults:
integrated care, interprofessional teams and
comprehensive geriatric assessment and care
planning. Now that the SSC model has been
fully implemented, focus for SSC model
development has primarily moved past
standardization and towards sustainability,
evaluating the model and finding opportun-
ities for quality improvement. Three new
innovations that are currently being trialed
in the SSCs are: a partnership with the
Mental Health and Substance Use program,
development of chronic disease self/
co-management programs and a trial of the
client-focused screening questionnaire. In
addition, clinics are developing slots for
urgent referrals which would reduce acute
congestion by pulling clients from emer-
gency and/or allowing early discharge.

In the future with aging populations,
healthcare systems will be looking for
innovative ways to provide services to frail
older adults with dementia or other complex
conditions. The SSC model is an example of
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a successful way to support primary care
and provide positive client outcomes by
providing interprofessional geriatric
consultation for frail older adults.
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Abstract

Transitions between hospital and community are particularly challenging for
vulnerable adults experiencing behavioural and psychological symptoms (BPSD)
of dementia. Too often, miscommunication results in triggering a recurrence of
disruptive behaviours leading to frustration of staff and families. As part of the
implementation of Health Quality Ontario (HQO) Quality Standards, this project
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involved improving transitions using an electronic-based care plan on a 23-bed
geriatric dementia unit in a mental health hospital. “My Dementia Careplan,” is an
interprofessional care plan that was developed in the electronic medical record
(EMR) to enhance communication of information between healthcare providers
when patients are being discharged to the community. It is written from the
patient’s perspective in collaboration with the family and interprofessional team.
It describes strategies to manage behavioural challenges along with the standard-
ized tools to objectively monitor progress. This care planning will help to support
transition of knowledge between hospital and community.

Background

Improving transitional care in adults with
dementia has been identified as a priority for
improving health system outcomes
(Chenoweth et al. 2015). Transitional care is
defined as, “the actions involved in coordin-
ating care for patients as they move through
the health care system” (Epstein-Lubow et
al. 2010). Research has found that care
transitions in adults with dementia are
associated with an increase in poor out-
comes such as early readmission, mortality,
change in behaviour or functional status and
caregiver satisfaction (Tsilimingras et al.
2009). Despite the need to identify ways to
improve transitional care for adults with
dementia, there have been few transitional
care practices developed for this population
(Fortinsky and Downs 2014).

As dementia progresses, impaired
cognition reduces an individual’s ability to
communicate their needs or comprehend
what is going on around them, making these
patients very vulnerable during transitions
(Kable et al. 2015). Risk increases when there
are multiple transitions from hospital to
community because of the need for symptom
management for behavioural and psycho-
logical symptoms of dementia (BPSD) such
as verbal agitation, intrusiveness, wandering,
resisting care or physical aggression (Ray et
al. 2015). For these reasons, it has been found
that the complex nature of dementia requires
transitional care with both higher levels of

coordination and improved communication
during the discharge process to improve
outcomes (Chenoweth et al. 2015; Epstein-
Lubow et al. 2010).

Electronic medical records (EMR) have
been found to enhance communication
during transitions in care (Tsilimingras and
Bates 2008). The use of an EMR-based
interprofessional plan of care has been
suggested as a tool that can improve
communication during transitions (Dykes et
al. 2014). Traditionally, the plan of care has
been developed by a single discipline within a
specific healthcare setting and as patients are
transferred from one setting to another, a
new plan of care is developed (Dykes et al.
2014). During these transitions, gaps in
communication including incomplete,
inaccurate or delayed information are
associated with threats to patient safety
(Dykes et al. 2014; Tsilimingras et al. 2009).
The use of an EMR-based interprofessional
plan of care has several advantages because it
is developed by multiple disciplines and can
pull together various elements that are
relevant to the new care setting (Dykes et al.
2014). This provides information to the new
setting that is accurate and readily available.

Health Quality Ontario (HQO) has
developed Quality Standards for the
Behavioural Symptoms of Dementia care for
patients in hospitals and residents in long-
term care homes (Health Quality Ontario
2016). This quality standard identifies 14 key
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quality statements as having a significant
potential for improvement in the quality of
care for older adults living with dementia and
experiencing symptoms of agitation or
aggression. In 2016, Ontario Shores Centre
for Mental Health Sciences committed a
corporate goal to implement the HQO
Quality Standards for the Behavioural
Symptoms of Dementia Care. As part of this
larger project, there was a focus on creating
dementia-specific strategies to enhance
seamless communication in an effort to
improve transitional care of older adults with
dementia as they are discharged back to the
community. To achieve this goal, two HQO
quality standards were used to provide the
benchmark to improve transitional care;
Individualized Care Plan and Transitions in
Care. The objectives to meet these standards
were to: (1) customize the EMR to create a
dementiaspecific interprofessional care plan;
and (2) use the EMR to facilitate an accurate
and timely transition of information to
community healthcare providers. This case
study describes the development of these
objectives in a specialized mental health
hospital to meet the HQO Quality Standards
and improve transitional care in adults with
dementia experiencing BPSD. Key success
factors and challenges to implementation
will be presented.

Intervention

Ontario Shores Centre for Mental Health
Sciences (Ontario Shores) is a public
teaching hospital that specializes in a range
of specialized assessment and treatment
services to individuals experiencing complex
mental illness. In 2009, Ontario Shores
implemented an electronic medical record
(EMR) and has since become the first
Canadian hospital to achieve HIMSS
(Healthcare Information and Management
System Society) Stage 7 status. HIMSS
developed an eightstage Electronic Medical
Record Adoption Model (EMRAM) to
reflect the EMR capabilities in hospitals

ranging from completely paper-based (score
0) to highly advanced digital patient record
(score 7) (Van Poelgeest et al. 2015). The
Geriatric Dementia Unit (GDU) at Ontario
Shores is a 23-bed inpatient unit that
specializes in the mental health needs of
individuals living with dementia and
experiencing challenging behaviours such as
agitation and aggression. Ontario Shores is
guided by the overarching philosophy of the
Interprofessional Collaborative Recovery
Model based on the principles of empower-
ment, hope, recovery, collaboration, identity,
responsibility and meaning in life (Oades et
al. 2009).

A documentation working group was
established to focus on meeting the two HQO
standards. It reported to an overall advisory
group that was responsible for implementing
all 14 of the HQO standards. The documen-
tation working group comprised an
interprofessional team of eight individuals,
including: professional practice leaders (2),
clinical nurse specialist in dementia (1),
nursing (RN/RPN) (2), decision support (1),
social work (1) and a clinical manager (1).
The other working groups involved in the
overall implementation of the HQO stan-
dards focused on: physician processes,
education and training, outpatient and
behavioural approach.

Objective 1: Dementia-specific
interprofessional care plan

One of the key goals of the team was to
design one dementia-specific care plan that
could be documented against by the entire
interprofessional team, including physicians,
nurses (RN and RPN), occupational therapy
and others. This was a change from the
previous care plan functionality that
because of the EMR design limited docu-
mentation accessibility to nursing and allied
health professionals. The previous care plan
also had multiple care plans for different
types of medical and psychiatric goals. The
aim of having an interprofessional care plan
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was to promote effective communication
among the team and enhance consistency in
interventions. In addition, by integrating all
medical and psychiatric care into one care
plan, it would be simpler for staff to use

and navigate.

To inform the content of a dementia-
specific care plan, the working group
reviewed and appraised the recommenda-
tions from The National Institute for Health
and Care Excellence (NICE) guideline for,
“Dementia ... supporting people with
dementia and their carers in health and
social care” (National Collaborating Centre
for Mental Health [UK] 2007). Specific
recommendations from this guideline were
selected by the working group relevant to the
needs of patients in a tertiary care specialized
dementia unit (i.e., recommendations related
to prevention or early identification were not
reviewed). A gap analysis compared current
care plan content and processes to the NICE
guideline recommendations. Current care
plan content and processes that were not
aligned with the NICE recommendations
were identified and a plan was developed to
address these gaps and to implement them
into the EMR.

A second area of focus was to integrate
standardized clinical practice guideline
(CPG) assessment tools into the care plan.
Although the use of standardized assessment
tools was well established on the unit, they
were still stand-alone templates in the EMR
or paper form. By customizing the EMR to
integrate standardized assessment tools
scores into the care plan, the results of the
standardized assessment tools could directly
inform the care plan. Based on the CPG
assessment, standardized tools were identi-
fied, and permissions were obtained to
reproduce them in the EMR. Requirements
for the frequency of tool completion were
built into the EMR based on the individual
tool specifications and the working group
consensus where appropriate (e.g., Cornell
scale is assigned a frequency for completion

Mending the Cracks

of every 7 days). This design provided a
prompt whereby clinical staff would be
notified when a standardized tool required
completion.

A third focus of the care plan development
was to develop a structured process to
include family and Substitute Decision
Makers (SDMs) in the phases of plan
development, plan review and information to
be transferred at discharge. Prior to this
project, families and SDMs were key inform-
ants in the development of care plan goals;
however, the working group determined that
this process needed to be formalized with the
use of the EMR to ensure consistency. As a
result, an EMR template was developed to
guide family meetings and to document their
input and consent into the care plan.

Objective 2: Ensure the accurate and
timely transition of knowledge to
community healthcare providers

To provide the most accurate information, a
new prompt needed to be added to the EMR
to notify the interprofessional team to
update the care plan just prior to discharge.
Coordination of the discharge required a
template to be built into the EMR with
accountability for completion assigned to
the social worker who was already the most
involved in the discharge process. This
template was designed primarily for docu-
mentation and communication of key care
plan details regarding the transition between
the team, community long-term care (LTC)
and family/SDM in the form of an in-person
or telephone conference. It also prompted
the transfer of the care plan immediately
upon discharge to enrolled community
LTCs and the family/SDM through the
Patient Portal.

Results
Objective 1: Dementia-specific

interprofessional care plan
“My Care Plan: Dementia” was the name
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Table 1. My care plan: dementia assessment and care planning domains

My behavioural needs

My physical health issues

My risk needs

My activities of daily living (ADL) needs

My quality of life/risk

My caregiver needs

My transition to the community status

Care plan reviewed

Care plan updated

Table 2. My care plan: dementia standardized assessment tools

Standardized assessment tools incorporated into my

care plan: dementia

Barthel Index

Description

Activities of daily living

PAINAD Pain
Choking Choking risk
Falls Falls risk

Braden scale

Predicting pressure ulcer risk

Holden Communication scale

CAM Delirium screening

Cornell Depression in dementia
NPI-NH Neuropsychiatric symptoms
Zarit Caregiver burden

given to the new EMR interprofessional care
plan that can be accessed and documented
by the entire interprofessional team (nurses,
allied health professionals and physicians).
It is built as a single document that incor-
porates assessment and care planning within
seven domains (Table 1). To align with the
Interprofessional Recovery Model, the care
plan was written in the first person to
empower individuals with dementia to
actively identify and participate into their
care plan. The care plan is reviewed by
nursing staff each shift and by the inter-
professional team every 28 days during
pre-scheduled patient conferences.

The gap analysis relative to the NICE
guidelines, identified several areas that
required action to be in aligned with same.

The additional items that were relevant to the
development of the care plan included:

+ expansion of admission
documentation;

+ creation of an incontinence
template;

+ addition of pain assessment;

+ cognitive testing;

+ build of interprofessional consult
referral;

+ carer assessment.

Several other items in the NICE guidelines
such as capacity assessment, medical
investigation and mental status exam had
previously been integrated into the EMR and
did not require any further action.
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Standardized tools were reviewed and chosen
by the working group based on evidence of
reliability and validity, feasibility, ability to
reproduce in the EMR and cost. After
receiving permissions, several standardized
tools were reproduced in the EMR and
integrated into the assessment (Table 2).

A family meeting template was developed
to capture relevant information from family
meetings and to collaborate in the care plan
and treatment goals. In addition, the family
meeting template provides an area to
document that the care plan has been
reviewed with family/SDM. Family meetings
are conducted within the first two weeks of
admission, as needed for the duration of
hospitalization and then again prior to
discharge.

Objective 2: Ensure the accurate transition
of information to community healthcare
providers

A new pre-discharge order set was developed
in the EMR that includes a repeated list of
standardized assessment measurement to
inform readiness for discharge. The scores
from the repeated standardized assessment
tools are automatically updated in My Care

Plan: Dementia and sent to the LTC
facility by printed form, by fax or by patient
portal.

This process provides LTC providers with
accurate and updated patient information.
The transition process is initiated early in
admission with a meeting (telephone or
in-person) scheduled with the discharge
facility to begin planning for discharge.
Another meeting is arranged 1-2 weeks prior
to discharge with the patient, family, LTC
and community supports (Community Care
Access Centre [CCAC], Ontario Shores
Community Outreach Team, Psychogeriatric
Resource Consultants). This final meeting
provides an opportunity to transfer know-
ledge, progress, interventions and care
strategies, and to identify proactive
approaches to ensure a smooth transition.

Mending the Cracks

To facilitate discharge, a new discharge
checklist template was created. The discharge
checklist is completed by the social worker
with prompts to have a predischarge confer-
ence if required (including LTC and family/
SDM) and to share information with family
and the LTC providers. Completion of the
checklist triggers the Health Information
Management (HIM) department to send a
current copy of My Care Plan: Dementia to
the LTC facility and prompts the sending of
physician discharge summaries.

Discussion

This case study describes the development of
a dementia-specific care plan and transition
process using the EMR to improve com-
munication during transitions from hospital
to community. Improving communication
between healthcare facilities has been
identified as an important mechanism to
reduce gaps when transitioning individuals
with dementia (Chenoweth et al. 2015).
Although models of transitional care have
been developed for other chronic health
conditions, they rely on the patient to be an
active participant in the process (Chenoweth
et al. 2015; Farris et al. 2017). With the
limited cognitive capacity of individuals
with more severe dementia, this is not
possible and often the responsibility to
inform care transitions falls to the family
(Chenoweth et al. 2015; Grealish et al. 2013).
By customizing the EMR, the care plan and
transition process can be adapted to enhance
communication and better meet the specific
needs and challenges of individuals with
dementia.

There were several key factors that were
important to successfully develop the
dementia specific care plan and effectively
inform the transition process. Other diagno-
sis specific care plans were subsequently
developed within the organization using
these principles. The key considerations for
success in this work include:
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1. Establishment of a governance
structure: This project had senior
leadership support as a corporate
goal and the commitment of key
resources within the organization.
The governance structure with
Advisory Group Leadership, inter-
professional working groups and
subgroups expedited decision-mak-
ing and the clear division of respon-
sibilities. The inclusion of both
administrative and clinical staff in
the working groups and subgroups
created a better understanding
of the impact of EMR changes
on clinicians.

2. The development of an interprofes-
sional care plan placing the patient at
the centre with the entire team
working together to achieve the
patient’s goals: Having one inter-
professional care plan also consoli-
dates care plan information provid-
ing greater consistency in approaches
to care by team members.

3. The integration of assessments and
interventions into one care plan: By
using an EMR, standardized tools
were integrated into the assessment
process and informed the identifica-
tion of interventions. Creating
frequencies (gshift, qweek, q28 days
etc.) provided a structured process
for re-assessment, tracking progress
and re-evaluation of interventions.
Prior to discharge, all the standard-
ized assessments are repeated to
provide another measure of patient
progress and benchmarks that help
to identify any changes that occur
during the transition progress.

4. Strong communication between
hospital and LTC facilities using
both an EMR-based care plan and a

provides a comprehensive approach
to the transfer of knowledge: In
addition, transferring the inter-
professional care plan alleviates the
need to develop an entirely new care
plan and promotes consistency in
approach.

. To align with Ontario Shores

recovery philosophy, the care plan is
written in the first person: By
writing the care plan in the first
person, people with dementia are
given a voice in the identification of
goals and interventions. It also
allows staff to consider the daily care
and management of BPSD from the
patient’s perspective. This reinforces
the individualization of the care
plan, an important part of the HQO
Quality Standard.

There were some key challenges associated

with the implementation of this project.

1. As with any new clinical process,

change management is a vital
component. Although staff was
engaged early in the project and part
of the change management process,
competing projects often imposed
increase work demands. In the case
of this project, temporary increases
in staffing levels were used to
manage the change process.

. Evaluating the effectiveness of

transitional care is challenging
because no objective measures are
available (Coleman 2003). The team
has now engaged our research
department and will begin a study to
measure the efficacy of incorporat-
ing video clips along with the care
plan to support transitions in care.

Conclusion
This case study describes a mental health
hospital’s use of the EMR to develop a

transition process that includes
conferences with patients, family/
SDM and community providers, and
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dementia care plan and transition process.
As the healthcare system continues to find
new ways to meet the needs of a growing
population of adults with dementia, using
technology is an important means to
facilitate and inform care.
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