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RESUME

Nous présentons le développement d'une stratégie régionale en matiere de démence au sud-ouest de 1'Ontario (Canada).
Des collaborations rassemblant des parties prenantes d"une autorité de santé régionale ont permis d’élaborer une stratégie
en matiere de démence. Des entretiens ont été menés avec des personnes atteintes de démence et leurs proches soignants
(n = 26), ainsi qu’avec des administrateurs de soins de santé et des décideurs politiques (n = 33). Une enquéte sur la
définition des priorités a aussi été réalisée (n = 64). Les deux groupes de participants ont identifié la compassion, le
professionnalisme et les soins prodigués par les prestataires de soins aux premiers stades de la démence comme étant les
points forts du systéme. Les deux groupes ont également souligné la nécessité d’une intégration et d’une coordination
accrues, de soins davantage axés sur la personne, d"un soutien aux proches soignants et d"une plus grande souplesse dans
la prestation et la réception des services. Les priorités les plus reconnues étaient les suivantes : améliorer le soutien aux
proches soignants, Iacces aux soins et leur qualité a 1’échelle du systéeme. Ces forces, besoins et priorités ont été intégrés
dans un cadre stratégique intitulé "Whole Person, Whole Journey". Les organisations ceuvrant sur des stratégies en matiere
de démence pourront utiliser ce modéle comme tremplin pour leurs propres activités.

ABSTRACT

We present the development of a regional dementia strategy in Southwestern Ontario, Canada. We worked with
stakeholders in a regional health authority to develop a dementia strategy. We conducted interviews with persons with
dementia and their care partners (n = 26) and health care administrators and policy makers (1 = 33); and administered a
priority-setting survey (1 = 64). Both participant groups identified provider compassion, professionalism, and care in the
early stages of dementia as system strengths. Both groups also highlighted a need for more integration and coordination, a
need for more person-centred care, support for care partners, and more flexibility in the provision and receipt of services.
The highest-ranked priorities were improving care partner support, improving access to care, and improving system-wide
quality. We integrate these strengths, needs, and priorities in a strategic framework, “Whole Person, Whole Journey”.
Organizations developing a dementia strategy may use this framework as a springboard for their own work.
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A Regional Dementia Strategy

Introduction

Canada, like many countries, is facing a rapid increase in
the number of persons living with dementia. At present,
there are more than 400,000 older Canadians living with
dementia, with nearly 80,000 new cases diagnosed each
year (Government of Canada, 2019). By 2038, direct care
costs are expected to rise from $15 billion to $153 billion
dollars annually (Alzheimer Society of Canada, 2010).
These figures catalyzed the development of a National
Dementia Research and Prevention Plan (Rockwood &
Keren, 2010), as well as efforts to develop strategies to
guide a coordinated response to dementia. Dementia
strategies are created to “help governments ensure that
health and social care systems are adequately structured
and funded to ensure high-quality care and support is
available to people living with dementia” (Pot & Petrea,
2013, p. 5). National dementia strategies have prolifer-
ated (Edick, Holland, Ashbourne, Elliott, & Stolee, 2017;
Fortinsky & Downs, 2014), with more than 30 countries
having adopted a national action plan (Guillette et al.,
2018). The World Health Organization strongly endorses
the concept of dementia strategies, as part of its Global
Action Plan on the Public Health Response to Dementia
(World Health Organization, 2017).

Provincial efforts across Canada are inconsistent: five
provinces (Nova Scotia, Quebec, Ontario, Alberta, and
British Columbia) have dementia strategies, whereas
others, such as New Brunswick, are developing seniors
strategies that will have dementia embedded (Alzheimer
Society of Canada, 2019). We conducted our research in
Ontario, which in 1999 was the first province to develop
and adopt a dementia strategy (Canadian Academy of
Health Sciences, 2019). Ontario introduced a second
provincial dementia strategy in 2017 (Alzheimer Society
of Canada, 2018b), and Canada launched its first national
strategy in 2019 (Government of Canada, 2019).

Although there is a need for a strategic response to
dementia (Alzheimer Society of Canada, 2010; World
Health Organization, 2017), a one-size-fits-all strategy
will not be adequate to address the unique needs of the
populations within each jurisdiction, and regions within
those jurisdictions. Internationally, countries and health
regions have been working to develop their own region-
specific dementia strategies (Burns, 2010). These strat-
egies are often available in the grey literature (Dewing &
Dijk, 2016), and not necessarily in peer-reviewed jour-
nals, limiting the potential sharing of lessons learned.
Furthermore, different levels of dementia strategies serve
distinct purposes. Within the realm of dementia strat-
egies and action plans, there is a place and role for those
at the national, provincial, regional, and organizational
level (Guillette et al., 2018). Whereas a national dementia
strategy is positioned to work on issues such as public
awareness campaigns, funding research, and guiding
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education policy (Guillette et al., 2018), regional strat-
egies will be more focused on issues related to local
programming and service delivery.

Regional dementia strategies must be rooted in the
local context and the specific needs of the unique
populations that they serve (Canadian Academy of
Health Sciences, 2019). This focus on unique regional
populations is important, as many national and inter-
national plans have not taken into consideration the
needs of specific groups, including Indigenous per-
sons, rural populations, linguistic minorities, and per-
sons with intellectual disabilities (Guillette et al., 2018).
In Canada, only the Manitoba and Alberta plans expli-
citly consulted with and focused on the needs of rural
populations and their access to care (Guillette et al.,,
2018). Morgan (2018), Morgan et al. (2011), Morgan,
Innes, and Kosteniuk (2011), and Constantinescu, Li,
Yu, Hoggard, and Holroyd-Leduc (2018) have empha-
sized the need for stronger dementia care in rural and
remote communities in Canada. In this article, we
present the development of a regional dementia strat-
egy for a regional health authority — the South West
Local Health Integration Network (SW LHIN) — which
includes both urban and rural areas in Ontario.

Many factors, such as stage and type of diagnosis, or the
personal and system context, can influence the demen-
tia journey, making it a highly individualized experi-
ence (Steelman, De Casterlé, Godderis, & Grypdonck,
2006). In the process of developing and implementing a
dementia strategy, it is important to understand that the
dementia experience is more than the presentation of
symptoms. Across Canada, regions developing demen-
tia strategies have recognized, almost unanimously,
that persons with dementia and their care partners must
be consulted in this process (Canadian Academy of
Health Sciences, 2019).

Peer-reviewed literature on the development of regional
and provincial dementia strategies, however, is scarce
(Edick et al., 2017). Most peer-reviewed manuscripts
have focused on the content of dementia strategies,
rather than on the processes used to inform them
(e.g., Edick et al., 2017; Fortinsky & Downs, 2014; Naka-
nishi et al., 2015). As Guillette et al. (2018) note in their
literature review “we did not find scientific articles on
actors who participated in drafting provincial action
plans, except for a brief outline of the situation in Que-
bec” (p., 27).

In this article, we present the development of a regional
dementia strategy in Southwestern Ontario, and we
share the processes used to engage with a range of
stakeholders. We focused on the lived experiences and
perspectives of key stakeholders, including persons
with dementia and their care partners. With a focus
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on both the person with dementia and the care partner,
our work is both “person-centred” and “patient- and
family-centered” (Johnson, Abraham, & Shelton, 2009).

Methods

Our research team, The Geriatric Health Systems
Research Group, worked with stakeholders in the SW
LHIN to develop a dementia strategy for their region.
This mixed-method, multi-component study draws on a
range of qualitative approaches (Creswell, 2007). We
utilized a combination of an environmental scan, sur-
veys, and interviews. Our work included a review of
existing provincial, national, and international dementia
strategies (Edick et al., 2017) and an environmental scan
to understand the current state of dementia in the SW
LHIN (Geriatric Health Systems Research Group, 2016);
the development of community advisory groups;
in-depth interviews with a variety of stakeholders; and
a priority- setting survey. Our work is grounded in the
perspectives and opinions of persons with dementia, and
as such, our approach to this study was also guided by
the growing body of literature on patient engagement
(Domecq et al., 2014) and patient-oriented research
(Canadian Institutes of Health Research, 2016a). Collect-
ively, this research led to the development of a regional
dementia strategy, and a framework titled “Whole Per-
son, Whole Journey.” In this article, we focus on the
stakeholder-driven results from the interviews and
priority-setting survey and the resultant framework.

Setting and Context

The SW LHIN is the regional health network responsible
for care provision in a 21,639 km? region, serving nearly
1,000,000 residents (South West Local Health Integration
Network, 2018). We developed a project advisory group
(PAG) (with four health care leaders from the LHIN) and
a community consultation advisory group (CCAG) (with
51 representatives from local agencies and service pro-
viders) to help guide this research project. These advis-
ory groups consisted of health care providers and
administrators from throughout the SW LHIN, but did
not include persons with dementia or care partners.
Through regular meetings and e-mail, both advisory
groups assisted with study design, recruitment, survey
and interview guide development, and review of pre-
liminary findings, via plain language reports. This study
received ethics clearance from the University of Waterloo
Office of Research Ethics. We were especially mindful of
acquiring informed consent from persons with dementia,
and where appropriate, obtaining consent from care
partners (Kim, 2011). Our consent forms clearly outlined
a participant’s right to withdraw at any time, and
noted that all interviews would take place in a private
and confidential setting of the participant’s choosing.
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Recruitment

We worked with the PAG and CCAG to develop our
recruitment strategy, which was purposive and further
detailed subsequently. The recommendations made by
these groups supported: (1) a holistic perspective of the
dementia journey (including different types and stages of
dementia), (2) a broad community perspective of demen-
tia care, and (3) a consultation process that was as
representative as possible of the local health care system
and population. In an effort to be representative, we
purposively recruited persons living with different types
and stages of dementia, participants living/working in
both urban and rural settings, and participants with
dementia concurrently living with disabilities.

Six local chapters of the Alzheimer Society aided in the
recruitment of persons living with dementia and their
care partners. Eligible participants were persons who
were (1) diagnosed with, or cared for someone who has
been diagnosed with, a dementia and (2) connected
with the Alzheimer Society/Outreach Service. After
initial contact with the Alzheimer Society, we followed
up with a letter of information. Informed consent was
provided by each participant; where required, consent
was provided by care partners (Kim, 2011). The PAG
and CCAG recruited the health care providers and
administrators. We continued recruitment until we
reached theoretical saturation (Morse, 2015) from all
participant groups; meaning that data were both com-
prehensive in scope and that data from a range of
participants had essential characteristics in common
(Morse, 2015). Processes for determining saturation are
outlined in the data analysis section.

Participant Characteristics

We conducted semi-structured interviews with care
partners (n = 14), and six dyads (n = 12, 6 persons with
dementia and 6 care partners), for a total of 26 partici-
pants. We also completed interviews with 33 participants
from the health care system. Participant characteristics
are summarized in Table 1. All participants were able to
complete an interview in English, which is largely reflect-
ive of the region in which we were working (City of
London, 2019). The SW LHIN has separate initiatives to
support Indigenous and French-speaking citizens
(SW LHIN, 2019). A dementia strategy for urban Ontario
(e.g., the ethnically diverse Greater Toronto Area) would
require a more linguistically inclusive approach to data
collection. No participants withdrew from the study.

Data Collection: Interviews

Our data collection team was led by two Ph.D.-trained
interviewers with extensive experience (> 30 years, and
> 7 years) conducting qualitative research, prior
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Table 1: Interview participants summary

Person with Dementia (n=6)

Demographics Types of Dementia Care Partner (n=20) Health Care System (n=33)

* Primarily male * Many reported no specific diagnosis apart from * Primarily female * Policy makers

* Age range: 59-94 dementia * On average 10 years  * Health care providers
* Maijority age * For those reporting a diagnosis, equal represen- younger than person * Administrators from 6 counties
range: 75-84 tation of: with dementia * Represent several sectors (family health

° Alzheimer’s disease
° Vascular dementia

* Age range: 56-80
* Majority age range:

teams, behavioural health services, long-term
care, memory clinics, the SW LHIN, and

° Mild cognitive Impairment
* Fronto-temporal dementia was present in all cases
of mixed dementia. The mixed dementias that were
mentioned included: Alzheimer’s disease, vascular
dementia and fronto-temporal dementia and Alz-
heimer’s disease and fronto-temporal dementia

several community-based organizations)
* 3 men, 30 women

65-74

* Care partner rela-
tionships:

° Primarily spousal
(wives)
° 4filial care partners

experience interviewing individuals with dementia,
and with a deep understanding of the local health care
system. Both had previously worked as formal evalu-
ators within the local health care system, with a focus on
geriatrics and care for older adults. These two lead
interviewers were accompanied by masters and
undergraduate-level research assistants, who served as
note-takers during the interviews. Each interview had
one lead interviewer and one note-taker. Note-takers
used a consistent field note template (Emerson, Fretz, &
Shaw, 2011), in which they were asked to record details
about data collection (e.g., length, setting, who partici-
pated, tone), begin a preliminary analysis (e.g., noting
key words, high-level themes, powerful quotes) and
reflect on the data collection process (e.g., what ques-
tions worked well, issues or concerns with data collec-
tion). The lead interviewers and note-takers verbally
“debriefed” after each interview (Emerson et al., 2011),
and notes from these discussions were added to the field
notes. Note-takers were instructed to type up their notes
within 24 hours of the interview, and all field notes were
added to the data analysis files (detailed subsequently).

For persons living with dementia and their care part-
ners, the interview objective was to gain the perspec-
tives of those with lived experience in the dementia care
system, specifically perceived system strengths and
weaknesses. Members of our research team travelled
throughout the South West region to complete in-depth
interviews in participants’” homes. In the interviews
with care providers and administrators, we sought to
understand the role of service providers and adminis-
trators in dementia care, perceived system strengths
and gaps, and suggestions for improving dementia
care. Sample interview questions are included in
Table 2, and the interview guides were developed in
consultation with the PAG and CCAG. Both the PAG
and CCAG reviewed draft interviews, made revisions
and suggested specific areas of inquiry/questions.
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Interviews with participants from the health care system
lasted an average of 32 minutes (min: 11, max: 77), and
were either completed in private offices or over the tele-
phone. Interviews with care partners and persons with
dementia lasted an average of 57 minutes (min: 37, max:
93). Interviews were digitally recorded and transcribed.
No participants requested a non-recorded interview, and
consistent with our consent forms and ethics application,
all identifying information (e.g., the names of individuals,
clinics, organizations) was removed from the transcripts
as they were transcribed. The students who assisted with
data collection were trained by the lead interviewers to
complete the transcriptions. All transcriptions were
randomly spot-checked by another team member
(i.e, another student), comparing and contrasting the
typed transcription with the audio recording.

Data Analysis: Interviews

We wused QSR NVivo 10 software (www.
gsrinternational.com) to aid in our analysis of the inter-
views, simultaneous to data collection. We analysed the
transcripts from each informant group separately,
which allowed us to compare the system strengths
and weaknesses identified by each group. We employed
emergent thematic analysis (Bradley, Curry, & Devers,
2007), and this consisted of two phases: initial and
focused coding. During initial coding, the lead interview-
ers and note-takers read the transcripts line by line to
determine initial codes (Saldafia, 2016) for each inform-
ant group. We also used regular team meetings and
team field notes during data collection to reflect on
recurrent and dominant interview themes, with features
in common across different sets of participants (Morse,
2015), to determine the point at which we believed
theoretical saturation had been reached (Morse, 2015).

Field notes were uploaded in NVivo, and these prelim-
inary notes assisted with the initial identification of
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Table 2: Sample interview guide questions

Interview Guide Questions: Care Partners and Persons with Dementia

Can you please tell me about the services, support and care that you have received since you have been diagnosed with dementia? (probes:

community supports, specialist care)

Can you tell me about any experiences that you’ve had within the health care system that have gone particularly well?

a. What was it that made this experience so positive?

b. Who was involved? What did they do to make the experience positive?

Can you tell me about any experiences that you’ve had with the health care system that did not go so well?

a. What was it that made these experiences negative?
b. What could have been done to improve your experiences

Do you think that having dementia (or the person you care for having dementia) has influenced your health care system experiences?

How do you think it differs from health care of those without dementia?

What do you think can be done to make the wider community, things that are outside of the health care system, more supportive of people with

dementia?

Interview Guide Questions: Health Care Providers

Can you tell me about your role (and the role of your organization/ program) in the care for persons with dementia?

What do you feel is currently being done particularly well in the way that care/ support is provided to persons with dementia and their caregivers as they move

throughout the hedlth care system?

What do you think could be done to improve the care of persons with dementia and their caregivers as they move throughout the health care system?

Are there any gaps in the current system of dementia care? If yes, what are they?

What do you think could be done to make the wider community (i.e., beyond the health care system) more supportive of persons with dementia and their

caregivers)?

codes. Our entire research team, including the lead
interviewers, student note-takers/transcribers, and sev-
eral graduate-level research assistants, contributed to
the analysis after the initial coding. To facilitate this
team-based approach to data analysis (Guest & Mac-
Queen, 2008), we held a 1-day in-person analysis work-
shop. Prior to the workshop, all team members were
assigned three transcripts to read, and were asked to
review the initial coding in NVivo. The workshop team
included four undergraduate and co-op students, four
Master’s level students/staff, an administrative assist-
ant, and one Ph.D. student, and was led by two Ph.D.-
trained qualitative health researchers.

In the analysis workshop, we printed off anonymized
data excerpts from each transcript and all of the codes.
We collectively then clustered these codes and quotes
into what we viewed as higher-level themes, and dis-
cussed and debated this clustering activity. After clus-
tering the codes into high-level themes, we worked
together to identify names for each theme. This naming
activity combined our familiarity with the dementia
strategies literature (Edick et al., 2017) and the verbatim
quotes themselves. In the workshop we also created a
working definition for each higher-level theme, to assist
with our interpretation and further coding. After the
workshop, the lead interviewers and note-takers then
revisited the data in NVivo to organize the coding
nodes into our agreed upon themes.
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Interviewers also engaged in memoing (Charmaz, 2015)
and reflexivity (Patton, 2002), ensuring that the analysis
remained true to participant voices; specifically, we
compared and contrasted our theme names and defin-
itions with verbatim quotes to ensure our faithful rep-
resentation of the data. The language that we use in our
themes is consistent with that used in the interviews,
and reflective of our familiarity with the global demen-
tia strategy literature. We provide an overview of the
analysis process, from initial codes, to themes, descrip-
tions, and framework placement, in Table 3.

Data Collection: Priority-Setting Survey

After the interviews, we also used a priority-setting
survey to validate what we heard in the interviews,
and to help us articulate a clear set of priorities for the
SW LHIN in the dementia strategy. We compared the
high-level themes that emerged from the interviews
with themes that were identified in our review of exist-
ing dementia strategies (Edick et al., 2017). Repetitions
or similar themes were combined, and this resulted in a
list of 13 potential priority objectives for inclusion in the
dementia strategy. The lead interviewers and note-
takers developed this list of priority objectives, and it
was also shared with the PAG and CCAG to ensure that
the language and concepts would resonate with the
intended respondents. We included these 13 priorities
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Table 3: Data synthesis: From initial codes to framework
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Initial Code(s) Theme Description® Example Quote® Placement in Framework
Caregiver: Caregiver Caregivers experience alongand ~ “As a caregiver, | concentrate on Al individuals involved in care are
Support stressful journey, and many of her. | dont think about me. And placed at the centre of our

* Stresses them experience burnout. Their | think it was one of my doctors framework, with figures repre-
* Programs/ needs are varied and can who said, ‘We know what her senting providers, persons with

Supports change as they assist the indi- concern is, now we have to dementia, and caregivers.
* Burnout vidual with dementia along the concentrate on you.”"
* Roles continuum, requiring different (Caregiver)
* Own hedlth supports at different stages.

Awarenessand  There is a need for more educa-  “Educating the public and taking ~ We perceive education, aware-

* Education for providers education tion to reduce the stigma and the stigma away from the word ness, and the reduction of

on dementia

* Education for judicial
system/ police on
dementia

improve the quality of care with
partners within and external to
their immediate circle of care.

‘dementia’; and making people
less afraid to use the term and
discuss it.” (Family physician)
“Training in universities. There
needs fo be more education

stigma to be drivers of demen-
tia care, and as such are placed
along with other drivers (e.g.,
research, technology) within the
framework.

* Reduce stigma in public
* Education & supports
for family

around dementia... there’s a
little blip mentioned in the text-
book around seniors and
dementia.” (Social worker)

Note. “We have detailed themes, descriptions, and example quotes for the entire data set, available upon request.

in an online priority-setting survey (see supplementary
material). We distributed the survey, via e-mail, to
interview participants (including health care providers,
persons living dementia, and care partners) and mem-
bers of our project advisory boards. In total, 52 pro-
viders/administrators and 12 persons with dementia/
care partners completed the survey. All 64 participants
were asked to rate each priority on a scale of 1-10, with
1 = Not important at all and 10 = Extremely important.
Health care providers and administrators were also
asked to rate the priorities in terms of their expected
impact (scale of 1-10) and ideal time frame for imple-
mentation. The expected impact and ideal time frame
results are not reported here, but are available upon
request. The ranked priorities, associated outcomes,
and time frames were included in our full report to
the leadership of the SW LHIN (Geriatric Health Sys-
tems Research Group, 2016).

Data Analysis: Priority-Setting Survey

We conducted the priority setting survey online (fluid-
survey.com). The results were then downloaded into a
spreadsheet; descriptive statistics were calculated in
Excel and SPSS (version 22.0) to rank the priorities from
each informant group. Standard deviations for each
rating were small (1.3-2.0), indicating consensus (von
der Gracht, 2012); standard deviations are not reported.

Data Synthesis: Framework Development

Upon completion of data collection and preliminary
analysis, our team engaged in a 1-day data synthesis
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forum; this included the same members who partici-
pated in the team-based analysis workshop. In the
development of this framework, we employed several
of the heuristics recommended by Jaccard and Jacoby
(2010), including (1) thinking visually about the data
(e.g., we mapped and graphed data elements of the
model with post-its, printed themes and definitions,
whiteboards, and chart paper); (2) discussing what
pushed our “hot buttons” and examining our emotions
(e.g., talking about the themes, quotes, and elements that
made us feel passionate, upset, or moved to take action);
(3) collectively applying the “what” and “why” ques-
tions to our framework (e.g., continually pushing one
another to justify our changes to the emerging frame-
work); and (4) trying to fit our data onto existing social
science theories (e.g., we tried to see if our data fit into a
modified socio-ecological model (Bronfenbrenner, 1977)).
We also compared and contrasted the concepts in our
framework to our literature review on existing global
dementia strategies (Jaccard & Jacoby, 2010).

Through these team discussions, data reviews, and
brainstorming sessions, we synthesized the results into
a single image and strategic framework, titled “Whole
Person, Whole Journey” (see Figure 1). The intent of this
strategic framework is to consolidate our recommenda-
tions for a holistic and person-centred approach to
dementia care within the SW LHIN. The elements of
the framework, and their relationships to one another,
are detailed subsequently. We then shared the frame-
work and sample quotes with the PAG and CCAG. We
circulated the framework via e-mail to all members of
both groups, and discussed the framework at an
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Figure 1: Strategic Framework: Whole Person, Whole Journey

in-person meeting with each group. Both the PAG and
CCAG endorsed the framework; neither group
requested any changes.

Strategies for Rigour and Knowledge Translation

We employed several techniques to ensure methodo-
logical rigour, including the recording of decisions
made throughout data collection and analysis, peer
debriefing among members of the research team, and
memo writing (Cutcliffe & McKenna, 2004; Richards &
Morse, 2007). Also, we regularly shared draft data
collection tools, preliminary findings, and drafts of the
dementia strategy with members of the PAG and
CCAG. The findings resonated (Tracy, 2010) with these
stakeholders. Finally, we shared the findings of this
research both with the SW LHIN and other stakeholders
in the region (e.g., local chapters of the Alzheimer’s
Society, local memory clinics). We provided a copy of
the dementia strategy to the LHIN for review. We also
hosted a presentation and roundtable discussion of the
strategy and our findings at an annual meeting focused
on geriatric care with more than 150 providers; again,
findings, which are further detailed, resonated with
attendees.

Results

In this section, we present: the system strengths and
system gaps/needs identified in the interviews, the
priorities that were identified and then ranked by par-
ticipants, and the final dementia strategy framework.
We share additional verbatim quotes to support these
sections in Tables 4 and 5.

System Strengths

Persons with dementia and their care partners identi-
fied three system strengths, and providers, administra-
tors, and policy makers identified five (see Table 4).
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These participants highlighted the professionalism and
compassion that persons with dementia receive from
care providers.

System Gaps and Needs

Persons with dementia and their care partners identi-
fied five areas of concern within the local health care
system; representatives from the health care sector
identified six (see Table 4). Both groups, persons with
dementia and their carers and care providers, high-
lighted a need for more integration and coordination,
a need for more person-centred care, support for care
partners, and more flexibility in the provision of ser-
vices. Participants in rural areas cited gaps in the avail-
ability and accessibility of local programs and supports,
transportation issues, and the need for more specialized
care in non-urban settings.

Priorities

Themes from interviews were used to create a list of
13 priorities (see Table 6). Participants were asked to
rate these priorities in terms of their expected impact, on
a scale of 1-10. Overall, all 13 priorities were rated high,
with the lowest average ranking being 7.92/10.

Of the 13 priorities, both participant groups had one
highly ranked priority in common: “improving quality
across the system of dementia care”. Providers identi-
fied “support for care partners” as the top priority,
whereas persons with dementia and their care partners
ranked “care coordination and system navigation”
highest. We believe that providers” emphasis on “sup-
port for care partners” is in part because of their clinical
observations and experiences, and the fact that care
partners themselves may be less likely to express their
ownneed for supports, which is well documented in the
literature (Silva, Teixeira, Teixeira, & Freitas, 2013).
Persons with dementia and their care partners high-
lighted the need to educate the workforce (9.50),
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Strengths Identified by Persons with Dementia and their Care Partners

Strengths

Description

Verbatim Examples

Care in the early
stages of dementia

People at the earlier stages of dementia more often cited positive
experiences than those at late stages, after diagnoses were
received. They recognized that their experiences might change
as the syndrome progressed.

A lot of people don't have such a positive journey as were
having. Time will come... but right now...whatever comes, we'll
deal with it. (Care partner)

Peer and social sup-
port

Both persons with dementia and care partners had almost
universally positive experiences with support provided through
avenues such as day programs, veterans associations, and
volunteer programs. Day programs served as respite for care
partners and social stimulus for persons with dementia.

| understand that the other people in that group are going
through the same thing that | am. .. and I've always known that
... but it’s comforting to hear it face to face instead of reading
about it. (Care partner)

Provider compassion
and professional-
ism

Although several system issues were mentioned, people with
dementia and care partners commonly had positive feelings
about the individuals involved in their care. The compassion of
care providers was clear in descriptions of positive experi-
ences.

I think it’s a genuine compassion — that compassion may be borne
out of the professionalism. But it strikes me as something that
you don't find in everyone, so clearly these people chose this
profession because it suited who they are. (Care partner)

Strengths Identified by Representatives from the Health Care Sector

Strengths

Description

Verbatim Examples

Variety of services

Diverse services are offered in the SW LHIN, allowing individuals
to have flexibility when deciding what aligns with their wants
and needs. Day programs have been a particularly valuable
service, and benefit persons with dementia and their care
partners.

| think first and foremost we do have a variety of services
available. . .for persons with dementia and their caregivers in
multiple care settings. (Health care administrator)

Early screening and
clear diagnosis

There has been movement towards early screening and diag-
nosis, which establishes links early on in the journey. This early
intervention is aided by the integration of memory clinics.

There’s more memory clinics now within the LHIN than there was,
and it’s a really good model to help particularly with early
diagnosis and identification of patients who are at risk. (Family
physician)

Provider expertise,
professionalism,
and compassion

Local provider expertise is supplemented by empowering
patients and their care partners to have a voice in the care
process. Providers are dedicated to working with the persons
with dementia, the care partners, and the dyadic unit.

| think the professionals have a great deal of passion in helping
families and emphasizing getting families the best service that
they can. | think they spend a lot of time with caregivers, so
they re not just looking at the person with dementia, but they
look at the family unit and assess that there are caregivers
struggling as well. (Social worker)

Technology

Different technological resources are currently being used to help
providers stay organized and connected. Technology is also
being used to engage persons with dementia and their care
partners, while keeping them mentally active and physically
safe. Hedlth care professionals illustrated the value of tech-
nology with specific examples.

We also do a note online so that it s actually in service. It comes up
with the clinician notes that means that if the person does come
into emerg, the emerg staff is alerted that they re being
followed by the BSO [Behavioural Supports Ontario]. And we
usually get notification whether from the floor or up in the
long-term care home will call and ask us to follow up while
they re in hospital. Then we try to do a smooth transition back
to wherever they re from. (Behaviour therapist)

Research

Different pockets of research and evaluation are underway in the
SW LHIN, ranging from creating an enhanced care partner
program to improving services for persons with dementia to
dlinical trials to translation research.

We also have areas of research and evaluation that are
important, so that as we drive to improve services. .. the robust
research and evaluation ensures that we re going in the right
direction. (Geriatric specialist)

whereas health care providers and administrators did
not rank this as high (8.73).

Data Synthesis and Strategic Framework

Our project identified strategic priorities and produced
a dementia strategy strategic framework. The five
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strategic priorities for the SW LHIN dementia strategy
are (1) promoting patient centred-care, (2) improving
care partner support, (3) supporting persons with
dementia across the disease continuum (from diagnosis
onward), (4) improving access to care, and (5) improv-
ing quality across the system of care. The framework
visually encapsulates the strengths, needs, priorities,
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Gaps and Needs Identified by Persons with Dementia and their Care Partners

Gaps and Needs

Description

Verbatim Examples

Integration and care
coordination

Integration and coordination needs improvement in the areas of
provider-provider communication, patient-provider com-
munication, having a hub of care, collaboration, and team-
work. The system can be confusing and disruptions can be
significant stressors in the lives of people with dementia.

A person with dementia described their confusion in under-
standing the system: “they ve got the words that you don't
know what they are saying.”

| mean you're constantly repeating the same thing to every
person that you see. .. you re not answering to every person
and why are they not looking at what someone has already
asked you before? Is it they re wanting a confirmation on
this? Or what? (Care partner)

Training and education

There is a gap in training in education for providers, patients
and care partners, and the public. Provider skills, patient
preparedness, and public awareness could benefit from
improved education.

| cannot reiterate enough that there’s not enough training... |
think that as time goes on it is an area where more training is
going to be needed with all staff. Because more and more of
this is coming. (Care partner)

Care partner support

Care partners felt responsible for their loved ones with
dementia, and often found decision making difficult. The need
to address care partner stress and exhaustion was clear in
listening to their experiences.

Well | think the thing is that it’s 24/7 for the caregiver... | think
they re beginning to realize that... | don’t mean Alzheimer’s,
but other people are beginning to realize that the burnout,
the exhaustion. .. when he was taken to the hospital the
doctor said, ‘Which one of you is the patient?’ That’s how ill |
was at the time. (Care partner)

Person-centred care

There is a need for providers and system leaders to understand
the individual needs and characteristics of persons with
dementia and their care partners by listening to them and
taking their opinions and goals into consideration.

| think letting the staff know who this person is... And that
conversation is important. | think that offen...it’s not anything
that Il happen. .. There’s not enough time for the [providers] to
have enough time with them. ... It's really important that the staff
know something about who that person was. (Care partner)

Flexibility of services

Participants felt as if system or organization priorities (i.e.,
money) sometimes outweighed their needs and that flexibility
in service provision could help the system to better address
the needs and priorities of patients and care partners.

The woman in charge did not allow you fo have contact with
PSWs [Personal Support Worker] prior to booking... if |
particularly liked this one person... | was not allowed to talk
to her and say “[PSW], what would be the best time that
would work for us2” She wanted me to go in, to phone in the
times and not try to arrange it any other way. She would send
who comes. (Care partner)

Gaps and Needs Identified by Representatives from the Health Care Sector

Gaps and Needs

Description

Verbatim Examples

Integration, coordin-
ation and collabor-
ation

There is an evident disconnect in the coordination and collab-
oration of care because of a siloed approach. Improved
collaboration or the introduction of a system navigator/ care
coordinator role could help improve the streamlining of
processes.

We are good at doing things within our current team but we
haven't evolved to having clear kind of integrated or col-
laborative structures to help health care providers work
together to make sure that we have the best quality of care
for the most people. (Geriatric specialist)

Care partner support

Care partners experience a long and stressful journey, and
many of them experience burnout. Their needs are varied
and can change as they assist the individual with dementia
along the continuum, requiring different supports at different
stages.

The other part for the caregiver, too, is their own mental health,
right, and so I think we speak to education for them, better
communication skills, that are even skills around managing
behaviours, but many of them are very high risk of developing
depression, because of the burden of supporting somebody,
and that can impact them at their workplace as well as, you
know, in the community, so | dont know, | think there’s a lot
there in terms of what can we do (Geriatric Specialist)

Education and aware-
ness

There is a need for more education to reduce the stigma and
improve the quality of care with partners within and external
to their immediate circle of care.

I struggle with the stigma part, a little bit. But it’s not like they 've
got a disease and we 've got to stay away from them because
it’s contagious. (Health care administrator)

Lack of accessibility,
flexibility, and con-
sistency with services

There are barriers that restrict access to services including long-
term care, end-of-life care, and respite. Primary limitations
include legislation, location, and consistency. The concept of
double dipping emerged as a constraint to service accessibility.

The legislation tells us that a client living in a long term care home
cannot attend a community day program because it’s seen as
double dipping into the health care resources. (Hedlth care
administrator)
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Gaps and Needs Identified by Persons with Dementia and their Care Partners

Gaps and Needs Description

Verbatim Examples

Managing emotional,
behavioural, and
functional changes

dementia end up in the judicial system.

As dementia progresses, individuals may develop mental health
or behavioural challenges. There are a limited number of
geriatric psychiatric resources, and sometimes persons with

So we can talk about, you know people have cognitive parts of
their dementia but if we don't give voice to those emotional,
behavioural, functional changes that are concurrent with
their cognitive changes, we miss sometimes the huge impact
that it’s in fact having on the individual, their family, and the
health care system. (Geriatric specialist)

High case load and
shortage of staff
concern for staff health and burnout.

The number of clients is increasing by over 10% each year, but
the number of staff remains stagnant. This problem raises a

Each year were seeing...probably 300 new caregivers and
people with dementia. ..the numbers are growing so much
that | worry about the capacity of out staff. | worry about
their health in looking after all of these people, because it’s

just overwhelming, the volume. (Administrator)

Table 6: Priority ratings, overall and from each informant group

Persons with Dementia/

Provider/Admin. Rat-

Priorities® Overall Rating  Care Partner Rating ing
Improve care partner support 9.24 9.33 9.22
Improve access to care 9.16 9.36 9.12
Improve quality across the system of dementia care 92.10 9.50 9.00
Support persons with dementia across the continuum 9.06 8.92 9.10
Provide coordinated and integrated care and system navigation support 8.97 9.67 8.80
Promote flexibility of services 8.97 9.08 8.94
Promote patient-centred care 8.95 8.64 9.02
Educate the workforce 873 9.42 8.55
Improve public awareness and support dementia-friendly communities 8.52 9.17 8.37
Improve access to information and education for patients and care partners ~ 8.50 8.91 8.41
Commit to research and knowledge exchange 8.42 9.17 8.24
Promote holistic health and wellness 8.18 8.64 8.08
Integrate technology into support and management 8.03 7.92 8.06

Note. °Obijectives are listed in order of their overall rank.

and values that we identified through data collection
and stakeholder engagement. A full copy of the demen-
tia strategy, including actionable steps for each of the
priorities, can be obtained by contacting the corres-
ponding author.

Strategic Framework: Whole Person, Whole Journey

Person-centred values

The phrase “whole person, whole journey” was chosen
to reflect principles of a holistic, person-centred per-
spective on the experience of dementia and a broad and
integrated health system and community response. A
strong body of international literature supports the
value of patient and client-centred care, both for persons
living with dementia (e.g., Kim & Park, 2017), and staff
(Barbosa, Sousa, Nolan, & Figueiredo, 2015). The band
across the top of Figure 1 presents a focus on person-
centred care throughout the dementia journey. This
reflects the need commonly cited by persons with
dementia and their care partners: that those involved
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in care must have an in-depth knowledge of the indi-
vidual. Persons living with dementia and their care
partners felt that providers failed to address the unique
individual living with dementia and tended to rely on
statistics and test results to develop care plans. One care
partner explained, “I do find that...they tend to depend
more on numbers and the results of tests rather than
taking the different personalities into the equation.” An
emphasis on person-centred care is crucial. The quali-
tative analysis suggests that care experiences can be
greatly improved by a shift in provider attitudes and
practice toward person-centred care.

Drivers and Goals

The drivers build on both existing strengths
(e.g., patient engagement and compassion, increased
research and evaluation) and some of the identified
needs (e.g., increased education for the workforce). As
one family physician noted, “There needs to be more
education, because we have this tsunami that’s hitting
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us.” The drivers of engagement, education, research,
and technology, although important in their own right,
are catalysts for improvements to community and sys-
tem support for persons with dementia and their care
partners. Drivers for changes included (1) engagement
of persons with dementia and caregivers in health care
decision making and research; (2) education of persons
with dementia, caregivers, providers, and the public,
including but not limited to education on the disease
and community supports, education on diagnosis and
treatments, and broader educational efforts to reduce
stigma; (3) a commitment to research and knowledge
exchange; and (4) the integration of technology into
both support and management. The goals are reflective
of some of the highest ranked priorities, including
improved access to care, including primary care;
improved care coordination, including system naviga-
tion and better use of interprofessional teams and “care
hubs”; and improved quality across the system of
dementia care, including improved quality within pri-
mary care (e.g., more timely diagnoses), and greater
community-based supports that would facilitating
aging in place.

Support systems, including care partners

The key stakeholders identified in the framework include
persons with dementia, their care partners, and care
providers. Support for care partners was the highest-
ranked priority amongst health care providers and was
repeatedly cited in our interviews. In the interviews,
support for care partners included emotional and mental
health support, respite care, and information and system
navigation supports. Care partners felt responsible for
their loved ones with dementia, and often found decision
making difficult. The need to address care partner stress
and exhaustion was clear in listening to interviews with
all participant groups: A health care provider noted,
“The caregivers give 100% and they care and love and
they’ll do anything to help their spouse, or mother, or
dad... so they’re giving 100% and they just collapse.”
Health care workers also recognized the long and stress-
ful journey faced by care partners, and the lack of indi-
vidualized supports, and consequentially the associated
burnout. A social worker said: “You just see these care-
givers come in, and they are exhausted, and they are
tired... and they are told there’s just one more thing they
need to do, or one more agency that needs to be
involved... and they are tired! And they are grieving.”

This social worker’s quote encapsulates the overarching
objective of this dementia strategy development pro-
cess: to support persons with dementia, and their care-
givers and health care providers, because dementia can
be exhausting, demanding, and complex to navigate for
all parties involved.
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Discussion

To create a dementia strategy that is person-centred,
client and family-centred, and informed by the perspec-
tives of health care providers, it was essential that we
meaningfully engaged with all of these groups. We did
this by understanding the lived experience of persons
with dementia and their care partners; eliciting the
professional input of health care providers and policy
makers; and asking all informant groups to identify
their priorities. One strength of our work is that the
strategy was derived from interviews and surveys with
a range of care partners and persons living with demen-
tia from throughout the health region. Our team logged
hundreds of kilometers traversing a large region to meet
persons with dementia in their homes. Interviewing in
private homes is less onerous for the persons with
dementia and their care partners and may also give
the participants a deeper sense of comfort (Elwood &
Martin, 2000), especially for those experiencing cogni-
tive decline.

The result of this immersive stakeholder engagement was
a strategic framework that integrates the strengths, gaps,
needs, priorities, and values identified by the participant
groups. The overarching value that guides the “Whole
Person, Whole Journey” framework is person-centred
care, and also family-centred care. Person-centred and
family-centred care means that persons with dementia,
and their care partners, have relationships with their care
providers, and that they are involved in decisions made
about their care (Kitson, Marshall, Bassett, & Zeitz, 2013).
Person-centred care has been a focus of many provincial
and national dementia strategies (Edick et al., 2017), yet
few organizations have endeavoured to examine the
lived experiences of persons with dementia and their care
partners as they receive person-centred care (Edvardsson,
Fetherstonhaugh, & Nay, 2010).

Although all of the individuals in the framework require
adequate support, results emphasized the need for
increased care partner support. In Canada, home and
community support is limited both in terms of what is
eligible for publicly funded support (Martin-Matthews,
Sims-Gould, & Tong, 2012), and further limitations
because of geography and access to care, particularly in
remote and rural areas. For persons with dementia who
are community dwelling, the bulk of their care and the
associated burden and stress are relegated to care part-
ners, family members, and friends (Feldman & Estab-
rooks, 2017). In the SW LHIN, 40 per cent of care partners
reported feeling stressed or overwhelmed (South West
Local Health Integration Network, 2014), and this is
consistent with national-level surveys on informal care
partner burden and stress (Canadian Institute for Health
Information, 2010). It was essential to include care part-
ner support in the centre of the framework.
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The “Whole Person, Whole Journey” strategic frame-
work is situated within dementia- friendly communi-
ties, as noted at the bottom of Figure 1. Creating
dementia-friendly communities and cities is, for the
most part, outside the scope and mandate of regional
health authorities. This is where provincial- and
national-level dementia strategies take on an important
role. Regional dementia strategies must occur within a
context in which other levels of government are simul-
taneously working on broader community and nation-
wide issues.

We began developing the SW LHIN dementia strategy
in 2015, whereas the province of Ontario funded a
provincial dementia strategy in 2017 (Alzheimer Society
of Canada, 2018b). In 2017, Canada also became the 30th
country to launch a national dementia strategy
(Alzheimer Society of Canada, 2018a). This became
law in Canada, through the introduction of Bill C-233,
“An Act respecting a national strategy for Alzheimer’s
disease and other dementias”. The federal strategy
focuses on national-level objectives, national-level
organizations, investments in research, and coordinat-
ing and sharing best care practices across the provinces
and territories. The National Dementia Strategy,
through work with the Public Health Agency of
Canada and the World Health Organization, empha-
sizes the creation of and support for age-friendly and
dementia-friendly communities (Government of
Canada, 2019; Philpott, 2017). The National Dementia
Strategy is also working federally on some of the
“drivers” identified in our framework, including sup-
porting world-class dementia research (e.g., the Canad-
ian Institutes of Health Research Dementia Research
Strategy [Canadian Institutes of Health Research,
2016b]) and advances in technology. The National
Dementia Strategy (Government of Canada, 2019; Phil-
pott, 2017) also supports some of the “goals” in the
“Whole Person, Whole Journey” framework, including
improved access (e.g., through large investments in
home and community care) and awareness
(e.g., through national and international awareness
days). The national strategy also echoes our call for
increased support for care partners, with national-level
policy focused on employee benefits, care partner tax
credits, and intended changes to the labour code
(Government of Canada, 2019; Philpott, 2017).

The Ontario provincial dementia strategy focuses on six
issues: support for persons with dementia, access to
dementia services, coordinated care, support for care
partners, a well-trained dementia workforce, and increas-
ing awareness/reducing stigma (Ontario, 2016). Both the
provincial and “Whole Person, Whole Journey” strategies
focus on access to care, support for individuals with
dementia and their care partners, and improving the
quality of care. The SW LHIN has a dementia strategy
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that is complementary to the provincial and national
strategies, but administrators can also be confident that
the regional strategy is reflective of their local needs, and
the perspectives of their staff, community partners, per-
sons with dementia, and their care partners.

Considerations for the Development of a Regional
Dementia Strategy

Our research provides insights for other regional organ-
izations seeking to create their own dementia strategies,
even in a context where federal, provincial, or other
higher-level strategies exist. First, it was vital to develop
and meaningfully engage with community representa-
tives to guide the entire process. Recruitment, and
eventually the successful implementation and uptake
of this research, would not have been possible without
the advisory boards. Second, a qualitative approach
allowed us to examine the lived experiences of persons
with dementia and their care partners; their lived
experiences included not just the biomedical and
physiological dimensions of dementia, but also socio-
cultural dimensions (e.g., communication, culture of
care, relationships) (Downs, 2000; Mead, Eckert, Zim-
merman, & Schumacher, 2005). Our university research
team has expertise in qualitative research with older
adults and health care providers, and a university—
health care partnership was ideal for this type of
strategy-development work. Finally, the implementa-
tion of an online priority-setting survey allowed us to
distill key findings, highlight divergent opinions, and
identify which priorities to emphasize in the final
dementia strategy and framework. Again, this was an
opportunity to engage with persons with dementia and
their care partners, to invoke their perspectives in the
final strategy. Given the extensive nature of our data
collection, the “Whole Person, Whole Journey” frame-
work may serve as a springboard for other organiza-
tions seeking to create their own dementia strategy.

Limitations

The findings from this study are specific to the needs
and priorities of the SW LHIN, as intended; however,
other organizations seeking to develop a region-
specific, locally driven dementia strategy may learn
from the processes we implemented and the final stra-
tegic framework. Also, although our group made con-
siderable efforts to gain the perspectives of persons
living with dementia, we believe that our work would
have benefited from additional involvement of these
persons. Our work is also limited because we recruited
through the Alzheimer’s Society, which indicates that
our participants were individuals who were already
linked, to some degree, to community supports and
services. In addition, our sample principally consisted
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of women care partners and men with dementia. This is
reflective of the typical care partner profile, which tends
to be middle-aged and older women (Brodaty & Don-
kin, 2009), but future research should endeavour to
capture the experiences of men care partners and
women living with dementia. This is especially import-
ant, as a much higher percentage of women than men
are living with dementia (Canadian Institutes of Health
Research, 2013). Also, our online priority-setting survey
may have privileged participants with Internet access; a
mail-out strategy may have facilitated greater partici-
pation among care partners and persons with dementia.
Finally, we did not «collect socio-demographic
(e.g., ethnicity) or socio-economic information on par-
ticipants. Although we made efforts to reach a balance
of urban and rural participants, we know that people
who are visible minorities, and persons with low socio-
economic status are under-represented in clinical
research (Farmer, Jackson, Camacho, & Hall, 2007).
We also did not specifically recruit Indigenous persons
for this work. Meaningful engagement with Indigenous
communities regarding dementia care requires dedi-
cated and culturally appropriate efforts, as has been
demonstrated by Webkamigad, Cote-Meek, Pianosi,
and Jacklin (2019), and Jacklin and Walker (2019).

An additional limitation of our strategy is that, like most
dementia strategies in Canada, it is firmly rooted in the
realm of “health care”. Pot and Petrea (2013) note that
dementia strategies are created to ensure that “health
and social care systems are adequately structured and
funded.... [to support] people living with dementia”
(p. 5, emphasis ours). In Canada, the formal health and
social care systems operate separately from one another
(Government of Canada, 2018), with individuals living
with dementia left to navigate these two disparate
systems. Future dementia strategies, in particular at
the provincial and national levels, must look for oppor-
tunities to bridge the social care and health care systems
for persons with dementia and their families.

Conclusion

Our research allowed us to develop a dementia strategy
firmly rooted in the lived experiences and priorities of
persons with dementia, their care partners, and the staff
and administrators charged with providing dementia
care in the SW LHIN. A particular strength of our
approach was meaningful engagement with persons
with dementia, care partners, and health care providers
throughout the study (Canadian Institutes of Health
Research, 2016a; Domecq et al., 2014). Our approach
and resultant dementia strategy, including the “Whole
Person Whole Journey” framework, will be of use to
local and regional organizations endeavouring to
implement or develop a dementia strategy
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To view supplementary material for this article, please
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