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Abstract 

Dementia is rapidly transforming from an individual health matter into a social issue of 

concern at the community or collective level. Dementia friendly communities may provide a 

vehicle to regional community development for people with dementia and carers with 

unexpected potential benefits for all citizens.  Employing an action research engagement model, 

the inquiry engaged stakeholders of the dementia community to form a regional systems 

perspective on leverage points for collective action around dementia issues, grounded by the 

perspectives of people living with dementia. The methodological framework included focus 

groups with people with dementia and carers as a participant dyad, a world café with service 

providers and planners, and interviews with formal leaders, followed by thematic analysis.  The 

study concluded that people with dementia and carers living in community settings in the CRD 

experience disabling factors in their internal and external environments that threaten their 

independence and quality of life. This is likely due to a lack of collaboration, coordination and 

innovation at organizational and systems levels.  At the same time, resources to support positive 

change exist within the CRD, including an appetite for culturally influenced change around 

dementia issues, and willingness among key stakeholders to collaborate to build a new paradigm. 
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Chapter One: Focus and Framing 

Dementia is rapidly transforming from an individual health matter into a social issue of 

concern at the community or collective level. While it is predicted the number people living with 

dementia worldwide will increase from 46.8 million people today to 74.7 million by 2030 

(Alzheimer’s Disease International, 2016), the prognosis or likely course of the disease process 

will endure much as today for the individual, unless an effective treatment or a cure is 

discovered. At the same time, as the number of people living with dementia increases, potentially 

negative impacts are anticipated at a collective level within communities and social and health 

care systems at local, provincial, and federal levels within Canada (Alzheimer Society of 

Canada, 2010). Dementia has become both a health and a social issue. Emergence of dementia-

friendly communities (DFCs) worldwide signals a fundamental shift from simply meeting 

physical needs of people with dementia toward a holistic approach that supports them to achieve 

the highest quality of life possible (Alzheimer’s Disease International, 2016). DFCs may also 

provide a vehicle to regional community development with unexpected potential benefits for all. 

The Capital Regional District (CRD) is a region of Southern Vancouver Island located in 

the Province of British Columbia (BC) in Canada, comprised of 13 municipalities and three 

electoral areas, with a population of approximately 383,000 citizens (CRD, 2016). Greater 

Victoria Eldercare Foundation (GVEF) aims to be a catalyst for the CRD to develop as a good 

place to live with dementia. In this report, the definition of a good life is one primarily 

determined from the perspective of a person with dementia who is, ideally, “empowered to live 

their pre-diagnosis lives as long as possible” (Swaffer, 2014a, p. 713) within an inclusive 

community that engages rather than disengages them as a whole person. The GVEF (n.d.-a) aim 
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aligns with the organization’s overarching mission to ensure the region continues to support and 

embrace aging with respect and dignity. While an outsider to the GVEF, I have more than 20 

years of experience working at individual, organizational, and municipal levels on aging and 

dementia-related issues as well as considerable understanding of local dementia service 

provision and of key dementia community stakeholders. The GVEF agreed to sponsor this action 

research engagement (ARE; Rowe, Graf, Agger-Gupta, Piggot-Irvine, & Harris, 2013) project to 

explore development of DFCs because more than 21% of the population in CRD are currently 

over the age of 65 years (CRD, 2014), and age is the strongest risk factor for developing 

dementia (Alzheimer Society of Canada, 2010).  

Yet, exactly how many people in the CRD currently have, and are expected to develop, 

dementia is unclear. Dementia is underdiagnosed in BC, and “many healthcare professionals lack 

the confidence and skills required to provide an accurate diagnosis” (Government of BC, 

Ministry of Health, 2016, p. 9). Local and provincial representatives of the BC Alzheimer 

Society reported they do not have municipal-level incidence and prevalence statistics for the 

CRD (E. Pridham & H. Cowie, personal communication, February 26, 2018).1 Three senior level 

employees directing health services for seniors at Island Health, the health authority of the CRD, 

reported that they do not have access to incidence and prevalence statistics on dementia for the 

CRD (Seniors’ Health Staff, personal communication, March 26–27, 2018). The Seniors 

Advocate of BC indicated she uses provincial demographic projections and a factor of 4% of any 

population over the age of 65 years to calculate “on any given day what percentage of people 

                                                
1 All personal communications in this report are used with permission. 
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would have a diagnosis of dementia” (I. McKenzie, personal communication, April 26, 2018). 

She noted this is a different calculation method than is utilized by the BC Ministry of Health, 

who reported the number of diagnostic codes of dementia assigned by physicians in BC over a 1-

year period in a Chronic Disease Registry (Government of BC, Ministry of Health, 2015). A 

formal, multistage data request to the Ministry of Health is required to access this incidence-only 

information. 

However, it can be estimated that approximately one in 10 people over age 65 years and 

one in four people over the age of 80 years will develop a form of dementia (Alzheimer’s 

Association, 2017). Consequently, with a population of 80,898 over the age of 65 years counted 

in the most recent census (Statistics Canada, 2018), it can be estimated there may be 

approximately 8,090 people living with dementia in the CRD today (CRD, 2016). The number of 

citizens in the CRD over the age of 65 years is projected to increase by 53% to 123,991 people 

by 2038; therefore, using the same one-in-10 formula, there may be more than 12,399 people 

living with dementia in the CRD by 2038 (CRD, 2016). These estimates are likely to be low, as 

the number of people over the age of 85 years in the CRD is projected to increase by 111% in by 

2038, potentially resulting in a higher number of people with a diagnosis of dementia (CRD, 

2016). Concurrent with increasing prevalence of dementia, the Alzheimer’s Society of Canada 

suggests there will be a significant shift from residential care settings toward home- and 

community-based care for people with dementia, which will result in an increase in informal care 

delivered through community care services (Alzheimer Society of Canada, 2010). 

Reorganization and expansion of public resources to address the both human rights and holistic 

needs of the individual is urgent (Alzheimer Society of Canada, 2010). Therefore, it is clearly 
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time to move to action to ensure a future in which each person in the CRD touched by dementia 

has the opportunity to live a good life within a community responsive to specific dementia-

related needs. Developing DFCs will also enable the CRD to better recognize and plan for the 

significant economic costs of dementia, which are projected to surpass $293 billion dollars 

annually in Canada by 2040 (Standing Senate Committee on Social Affairs, Science and 

Technology, 2016). This means the potential benefits of taking action now to develop DFCs 

extend past the individual with dementia to encompass all citizens of the CRD. 

To begin to explore this complex issue, I utilized the following overarching research 

question to guide this inquiry: How can the GVEF work together with people with dementia and 

other key stakeholders to make the CRD a good place to live with dementia? I also explored the 

following subquestions:  

1. How are people living with dementia in our community overcoming barriers to self-

determination?  

2. What resources can be expanded to support people living with dementia to live a 

good life in our community?  

3. Who are the key stakeholders interested in development of DFCs in our region?  

4. What local policies, strategic frameworks, and other resources might aid stakeholders 

to collaborate in building DFCs? 

Significance of the Inquiry 

Dementia is an issue of national and international significance requiring local solutions 

generated by and for local people. While broader collective benefits may eventually be realized, 

the principal significance of the inquiry rests in possible benefits for three groups of stakeholders 
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within the CRD: (a) the GVEF, as the inquiry sponsor organization; (b) people with dementia 

and their carers; and (c) health and social service providers in the CRD. Potential benefits 

include empowering people with dementia as agents of change, transformation of oppressive 

cultural norms, and engagement of diverse stakeholders for collaborative development of DFCs. 

While not providing a direct benefit to the GVEF, this inquiry enabled the organization to 

locally support a globally emerging culture shift in which people with dementia are seen as more 

than sufferers and instead as neighbours facing a challenging future. This cultural shift 

harmonizes with the mission of the GVEF (n.d.-b) to support the residents of the CRD to 

embrace aging and informed the following overarching change goal that guided the inquiry. The 

CRD develops as a good place to live with dementia, where people with dementia are 

(a) respected as whole people, even as their functional capacities decrease; (b) recognized as 

active citizens and enabled to participate fully in their own live; and (c) engaged as leaders and 

agents of change, alongside carers and advocates, within the dementia community and 

throughout the entire region. This transformational change goal added significance to the inquiry, 

as it proposes a radical shift to cultural norms and beliefs about people with dementia at 

personal, group and system levels (Rowe et al., 2013). 

The inquiry held significance for people living with dementia and carers as it positioned 

them as agents of change rather than targets of change, which is a form of advocacy through 

action that may be more important than any resulting recommendations (Coghlan & Brannick, 

2014). In this report, the term carer refers to an unpaid family member or friend who cares for a 

family member or friend, who due to dementia cannot cope without their support (Carers Trust, 

n.d.). For the purposes of the inquiry, the perspectives of focus group members with dementia 
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and the carers who accompanied them to the group were not considered separately but as a dyad 

fundamental to informing a grounded perspective for the research. In other words, the research 

was designed to consider systems change from the perspective of people with dementia and 

carers first because their lived experience can help us understand what it means to live a good 

live with dementia. This approach to developing services for people with dementia is still 

uncommon. As both a researcher and a person living with a diagnosis of early onset dementia, 

Swaffer (2014a) noted, “It is disturbing that it [research] is still being done about people with 

dementia without them” (p. 713). This could be, as DiZazzo-Miller and Pociask (2015) asserted, 

because “people with dementia are often depicted as confused individuals struggling through 

embarrassing episodes, followed by a loss of independence” (p. 139). Yet this outdated paradigm 

is indefensible; as Murphy, Gray, and Cox (2007) emphasized, “There is increasing evidence that 

people with dementia can articulate opinions about their well-being and quality of care even 

when their condition is fairly advanced” (p. 22). Years of working with people with dementia 

have convinced me they retain capacity for self-determination and independence, as well as an 

ability to enjoy a good quality of life, which is often denied to them through our efforts to “care” 

for them. Positioning the inquiry to privilege the perspective of people with dementia and carers 

shifts the paradigm of a medical model focus on just the physical needs of people with dementia 

toward a holistic approach that enables the highest quality of life possible for them both 

(Alzheimer’s Disease International, 2016).  

For health and service providers in the CRD this inquiry was significant as a vehicle to 

begin anew important community conversations on the core issues identified by global experts as 

foundational to DFCs: reducing stigma about dementia, increasing awareness of dementia, and 
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empowering people living with dementia to participate in the cocreation of their own care 

(Alzheimer’s Disease International, 2016). The process also held potential to facilitate social 

bonding, increased cooperative capacity, and accelerated strategic change resulting from an 

appreciative inquiry process shaped by creating opportunities for conversations that matter 

among community stakeholders (Romme & Barrett, 2010). Involvement of diverse dementia 

community stakeholders was essential to the inquiry, as it strengthened the voices of people with 

dementia and carers demanding change to the status quo. Importantly, Alzheimer’s Disease 

International (2016) noted it is “only by engaging the wider community will we succeed where 

previous generations have failed in protecting the rights of people with dementia” (p. 2).  

While some efforts, such as an intergenerational choir for people with dementia and high 

school students, are being developed in the CRD, most resources and coordinated planning 

efforts remain focused on physical health care provision provided within the confines of the 

medical model (D. Sheets, personal communication, April 18, 2018). Awareness of the need for 

community development around dementia issues at the municipal level within the CRD is 

inadequate. For example, an employee of the Citizen Engagement department of one of the 

largest municipalities in the CRD stated dementia is a health concern, not a social issue; 

therefore, discussion about potential development of a Dementia Action Network was not 

possible (Citizen Engagement, City of Victoria, personal communication, June 26, 2017). 

Another large CRD municipality recently developed a Parks and Recreation Older Adults 

Strategy that outlines goals and priorities for the next 5 years, without plans for development of 

any programs or services tailored to meet the needs of people with dementia (City of Saanich, 

2017). Had the study not taken place, this lack of awareness of an increasing need of a sizeable 
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and growing population within the CRD may have continued. This may have resulted in 

ineffective use of community resources allocated to support people with dementia people and 

their carers in addition to their continued absence around the table during the planning and 

evaluation of programs and services to serve them. Importantly, without a change to the status 

quo in the CRD, people with dementia may continue to experience stigmatization and exclusion 

from community life that may eventually result in unwarranted institutionalization. 

Organizational Context 

The organizational context of the inquiry was twofold. The research considered both the 

aims of the GVEF as the sponsor organization and the concerns of key stakeholders within the 

dementia community in the CRD.  

Founded in 1982, the GVEF is a registered charity providing leadership to ensure 

communities in the Victoria region support and embrace aging with respect and dignity through 

partnership and collaborative opportunities with senior-serving agencies, groups, and 

organizations (GVEF, n.d.-a). Under the leadership of the Executive Director and an experienced 

Board of Directors comprised of experts on issues of aging, the GVEF raises and distributes 

private funds to enhance quality of life for seniors, support seniors to live at home for as long as 

possible, and support seniors to live well in residential care (GVEF, 2016). In addition, the 

GVEF raises awareness and challenges stereotypes about aging through a series of lectures and 

experiential workshops during their Embrace Aging month, in March of each year. The research 

questions framing the inquiry aligned with the GVEF aim to act as a catalyst for community-

based planning of an age-friendly region. For example, the recommendations resulting from the 
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inquiry may be used to enrich a new Eldercare Connect strategy being undertaken in partnership 

with BC Healthy Communities (L. McLeod, personal communication, August 28, 2017). 

Rather than looking inside the GVEF for leverage points to generate action around 

dementia issues, the inquiry looked outward to engage stakeholders of the dementia community 

to form a regional systems perspective on current strengths, weaknesses, opportunities, and 

challenges related to living well with dementia, grounded by the perspectives of people living 

with dementia. I considered stakeholders of the dementia community in the CRD to be in five 

groups in terms of relationship to the person with dementia: their family, friends and direct 

carers, their local and regional communities, their provincial and federal governments, and the 

international influences on provision of dementia care (see Figure 1). The first three stakeholder 

groups primarily influenced the organizational context of the study: people with dementia, their 

family, friends and carers, and local and regional community stakeholders. At the local and 

regional level, key stakeholders include the Island Health Authority, the Alzheimer Society of 

BC, and many not-for-profit health and social service groups. 

Current provincial and federal political and funding priorities also influenced the 

organizational context of the inquiry, as dementia issues increasingly draw public media 

attention across Canada and in BC. Supported by the evidence of need summarized in the 

Standing Senate Committee on Social Affairs, Science and Technology (2016) report titled 

Dementia in Canada: A National Strategy for Dementia-Friendly Communities, the Provincial 

Guide to Dementia Care in BC (Government of BC, Ministry of Health, 2016), and a seminal 

report by the Alzheimer Society of Canada (2010) called Rising Tide: The Impact of Dementia 

on Canadian Society, the importance of DFC planning is gaining attention nationally, 
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provincially, and in the CRD. Locally, meeting the need for high-quality community-based 

support services for people living with dementia are key action items identified in both the 

Provincial Dementia Action Plan for BC (Government of BC, Ministry of Health, 2012), and the 

Action Plan to Strengthen Home and Community Care for Seniors (Government of BC, Ministry 

of Health, 2017).  

 
Figure 1. CRD dementia community as dynamic living system. 
Note. BC = British Columbia; CRD = Capital Regional District. 

Dementia Friendly Action Plans (DFAPs) have successfully been deployed to broaden 

and strengthen support services for people with dementia internationally and in Canada. Locally, 

the Alzheimer Society of BC (2016) has recently created the Dementia-Friendly Communities 

Local Government Toolkit to support local communities to work collaboratively to create 

DFAPs. The action plans are intended to harness community resources to begin to reduce stigma 
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as well as social and physical barriers to both living at home and participating in community life 

for people living with dementia (Alzheimer Society of BC, 2016). To date, the Local 

Government Toolkit (Alzheimer Society of BC, 2016) has been used to generate three DFAPs in 

BC that have been formally adopted by municipal councils. These municipalities include City of 

New Westminster (2015), the City of Burnaby (2017), and the District of West Vancouver who 

generated a collaborative DFAP intended to enable a dementia-friendly North Shore, together 

with the District of North Vancouver and the City of North Vancouver (2018). Although the 

CRD has a larger share of population over the age of 65 years (21%; CRD, 2014) than Greater 

Vancouver (15.5%) or in BC (18.3%; Statistics Canada, 2018), a DFAP has not been generated 

in any of the 13 municipalities or three electoral areas. Further, the Alzheimer Society of BC 

does not currently have the resources to provide direct support to initiate or actively develop 

DFAPs in BC communities (H. Cowie, personal communication, July 20, 2017). Together, these 

contextual factors indicate the time is right to explore community capacity for social action to 

support development of locally responsive DFCs and DFAPs in the CRD. 

Systems Analysis of the Inquiry 

This inquiry took place within multiple, overlapping systems that comprise the dementia 

community of the CRD with an aim to understand perspectives, integrate knowledge, and 

coconstruct a vision for a positive future. Individual and family systems, as well as local and 

regional health and social services systems, directly and most powerfully influenced the study, 

while wider political and research systems provided indirect influence. Taken together these 

diverse stakeholders became independent and interdependent agents within a complex system 

that “cannot be understood simply by analyzing its components” (Uhl-Bien, Marion, & 
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McKelvey, 2007, p. 302). Cabrera, Cabrera, and Powers (2015) suggested that applying a 

theoretical lens of systems thinking enables recognition of “the complex forms of 

interdependence that mark our relationships and social structures” (p. 541), in which different 

meanings arise from different points of view help us realize “feelings of belonging and 

awareness of our impact on others” (p. 539). Making these connections explicit through the 

inquiry was essential to begin to shifting thinking from planning services for the dementia patient 

to cocreation of services in which end users produce, at least in some part, the services they use 

themselves (Schlappa & Imani, 2012). Systems of relationships are recognized as a valuable 

resource for generating change (Needham, 2009; Palmer, 2017; Sabat, 2003; Stringer, 2014). 

Onyx and Leonard (2011) asserted networks built of coevolving interdependent relationships 

create a “fertile milieu out of which may emerge new ideas, formations, intentions for 

collaborative action” (p. 494), yet they noted the process is not without “creative turbulence” 

(p. 494). 

Including diverse stakeholders, particularly people with dementia and carers, in the 

milieu of the inquiry enriched the research by revealing the perspectives of local people actively 

engaged in accessing and providing dementia services and care. Palmer (2017) explained, in 

order to generate positive social change, leaders must seek to understand systems of connection, 

learning, and adaptation within a community because “the ways in which a community’s 

organizations evolve, integrating with the unique patterns of their place, indicate the degree to 

which that community is likely to thrive” (p. 3). I employed multiple systems lenses, including 

the living systems development model (Palmer, 2017), three horizons framework (International 

Futures Forum, n.d.), integral theory (Wilber, 2007), and the DFCs framework (Alzheimer’s 
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Disease International, 2016), in data analysis and inquiry description to make connections 

between stakeholders of the dementia community within the CRD more evident and stronger. 

These lenses are described in more detail later in this report. Further, in conducting this inquiry, I 

actively employed a systems perspective when engaging with stakeholders to engender a “design 

for positive emergence” (Wahl, 2016, Chapter 5, Emergence and Design section, para. 10) with 

an aim to locate and develop strategic levers with potential to transform current norms related to 

dementia from within the CRD dementia community.  

One of the first systems lens applied during the inquiry was Palmer’s (2017) living 

systems development model, which was adapted (see Figure 1) to begin map the stakeholders as 

a living system, who together collectively construct the dementia community CRD through their 

relationships. Living systems are comprised of networks of dynamic, coevolving relationships; to 

understand living systems, leaders must seek to view them in terms of these relationships, rather 

than just examining pieces of them (Palmer, 2017). Figure 1 maps the Victoria dementia 

community as a dynamic living system in which coevolving relationships are grouped 

proximally in terms of importance to the well-being of the person with dementia and are 

described in terms of the support they offer to the person with dementia. To understand the 

complexities of living systems, Palmer emphasized the value of observation and reflection on 

specific aspects of living systems, such as emergence, cognition, and self-organization, to 

stimulate synthesis that yields a nuanced understanding of interconnected and interdependent 

characteristics inherent in all systems. I employed this sensitive and dynamic living systems 

framework for active reflection to enhance data analysis and the recommendations arising from 

the study resulting in a mind map.  
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The interconnected nature of health and social service provision at the regional level 

results in a wide variety of individuals and groups support people with dementia in the CRD. The 

key stakeholders of the inquiry were organized by Conner’s (2013) view of the four basic roles 

required to enable socially constructed change: the sponsor, targets of change, change agents, 

and advocates. The sponsor is the GVEF, a well-respected, politically neutral, charitable 

organization. The positive reputation and service-based mission of the GVEF helped to 

legitimize the research project, as did the trust and goodwill the GVEF has built among 

stakeholders. Stakeholders with the power to act as agents of change within the CRD in regard to 

dementia issues included managers within the Island Health Authority who allocate funding to 

community care programs; councillors and managers within the municipalities of the Victoria 

region responsible for allocating funding to social programs, bylaws, and community planning; 

representatives of the provincial and federal governments who allocate funding to programs that 

support people with dementia and carers; and representatives of the Alzheimer Society of BC 

who can further legitimize research outcomes through advocacy efforts.  

The change goal as operationalized by the long-term yields of the inquiry hold potential 

to disrupt the status quo among the targets of change, including employees of Island Health who 

deliver community care programs; municipal employees responsible to deliver social programs 

and to ensure equitable access to public space; and employees of not-for-profit organizations 

who deliver support programs. Finally, both the inquiry and change goal have advocates who 

support and may benefit from change, as well as those who oppose change or disturbance to the 

current paradigm of dementia care. While these individuals or groups may not have the formal 

organizational power to make change happen or to stop it, their views were critical in informing 
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the research. Advocates include people with dementia, their family members and friends, some 

physicians and allied health professionals who care for people with dementia, advocates of 

disability and social equity issues, and dementia researchers. Potential opponents to change 

include people who have a stake in maintaining status quo or who believe people with dementia 

are solely patients who should be cared for through a biomedical model. I purposefully 

undertook meaningful engagement of the stakeholders identified above as change agents, and 

equally people with dementia and carers, to begin to construct collaborative action sustainable 

beyond the study. 

Overview of the Thesis 

Chapter 1, “Focus and Framing,” offered a brief introduction to the GVEF as sponsor 

organization, discussed the make-up of the CRD, provided an outline of the significance of the 

inquiry to the local dementia community, offered a review of the twofold organizational context, 

and presented an examination of the community as a living system surrounding the person with 

dementia. To close Chapter 1, I look ahead toward the contributions of the remaining chapters. 

Chapter 2 presents a review of current literature related to the current global the transformation 

of dementia care and to the development of DFCs. Chapter 3 provides a step-by-step description 

of the inquiry methodology and includes a rationale for the research design. Chapter 4 presents 

the findings and conclusions arising from the three cycles of action research engagement that I 

undertook. Finally, Chapter 5 discusses the recommendations and implications of the inquiry for 

the GVEF and for future research. 
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Chapter Two: Literature Review 

The following literature review examines key concepts related the current transformation 

of dementia care and the development of DFCs intended to broaden understanding of the wider 

system in which the research was undertaken.  In addition the literature review contributes a 

theoretical foundation from which to consider the overarching research questions: How can the 

GVEF work together with people with dementia and other key stakeholders to make the CRD a 

good place to live with dementia? The first topic discusses some of the ways in which people 

with dementia are oppressed by intersecting health and social systems and describes powerful 

social action opportunities currently arising to shift these outdated cultural norms. The second 

topic reviews development of DFCs within Canada and globally, discusses fundamental elements 

of DFCs, and considers the subject of community building for all ages through the development 

of DFCs. 

Transformation of Dementia Care 

I can think of no other condition that has such a profound effect on loss of function, loss 

of independence, and the need for care. I can think of no other condition that places such 

a heavy burden on society, families, communities, and economies. I can think of no other 

condition where innovation including breakthrough discoveries, is so badly needed. 

(Chan, 2015, para. 10) 

Dementia is the umbrella term for a number of progressive, irreversible brain diseases 

with symptoms that may affect memory, problem-solving and thinking abilities, as well as mood 

and behaviour and are severe enough to interfere with daily living (Alzheimer Society of 

Canada, 2015). Alzheimer’s disease is the most common form of dementia. Dementia is 
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considered to be one of the top 10 most burdensome conditions among older adults across the 

globe, due to the impact of the number of years lived with disability, rather than years lost to 

early death (Prince et al., 2015). Barnett (2000) noted,  

Dementia is a condition of which organic brain disorder is only one part, but which is 

also fuelled by the fear, anxiety, shame and incomprehension of both the person 

concerned, those with whom they are in contact, and wider society. (p. 24) 

The biological burden of dementia upon the individual is amplified by psychological 

burdens of dementia generated by outdated societal norms that dictate collective behaviour 

within community, health, and social care systems. Among the multiple existing burdensome 

norms that reduce capacity for self-determination or control over their own lives among people 

with dementia, in this topic I discuss the perpetuation of oppressive definitions of people with 

dementia and denial of human rights. 

Oppressive definitions. People living with dementia have the right to individual 

autonomy, freedom to make choices, and full participation in society (United Nations, 2006). 

However, they are often excluded from direct citizen participation due to assumptions about who 

they are and what they can do (Bartlett & O’Connor, 2010). Collectively, these negative 

assumptions and definitions of people living with dementia generate what Kitwood (1993) 

notably termed a “malignant social psychology” (p. 543) that engenders forms of care that 

undermine personhood, generate iatrogenic illness (excess disability), and decrease quality of 

life, yet are broadly accepted by society. Dementia care in Canada is dominated by a biomedical 

perspective that considers dementia pathological and abnormal (Lyman, 1989), and dementia is 

often defined in terms of stages of disease progression and deterioration that rationalize assertion 
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of expert control, rather than by the heterogeneous lived experience of people with dementia 

responding to a socially structured environment (Lyman, 1989). Bond (1992) asserted “viewing 

dementia as a medical problem” (p. 400) leads to the assertion of expert and social control over 

the person with dementia, and the individualization and depoliticization of behaviour, as opposed 

to examining the impact of unequal power relationships that exist within a biomedical 

perspective of dementia. Buffel, Phillipson, and Scharf (2012) asserted later life is socially 

constructed through a “complex interplay between social structural, cultural and interactional 

processes” (p. 14) influenced by the immediate living environment. This means that as the 

interrelated impairments of dementia reduce the ability of people with dementia to manage 

socially constructed barriers, they experience a constraining world even more highly socially 

constructed than other groups of older adults, with decreasing ability to influence it (Buffel et al., 

2012). Further, Genoe and Whyte (2015) suggested that ageist assumptions and negative beliefs 

about dementia, together with an “overemphasis on functional status as the proxy of health” 

(p. 236) negatively influence both the self-view of older adults and the perceptions of carers. 

Even as the burden of dementia grows, people with dementia want to maximize a sense of 

autonomy (Bamford & Bruce, 2001), yet prevailing biomedical and ageist perspectives accepted 

by society reinforce constraining social structures to generate a persistent definition of people 

with dementia that is disempowering and creates significant barriers to self-determination. 

Human rights. Negative definitions and inaccurate assumptions result in attitudes and 

actions that are harmful to people with dementia and also result in violations of their basic 

human rights (Bartlett & O’Connor, 2010; Genoe & Whyte, 2015; Kelly & Innes, 2011). In 

Scotland, this oppressive norm has been challenged through adoption of a Charter of Rights for 
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People with Dementia and their Carers (Scottish Human Rights Commission, 2009), which aims 

to empower people with dementia and carers to assert their rights, educate those who care for 

people with dementia to understand and respect the rights of people with dementia, and ensure 

the highest quality of service provision. Kate Swaffer, a dementia advocate and person with early 

onset dementia, identified six separate breaches of human rights she has personally experienced 

since receiving her diagnosis of dementia in 2008 (Swaffer, 2018). The violations have included 

advice from health care providers to disengage from former work and life roles, and a 

disconcerting lack of information about and funding for rehabilitation services to adapt to her 

new circumstances and remain actively engaged in life (Swaffer, 2018). She has termed this 

treatment of herself, and most people with a diagnosis of dementia, as “prescribed 

disengagement” (Swaffer, 2014b, p. 31) and asserted this treatment “sets up a chain reaction of 

hopelessness and terror which negatively impacts a person’s ability to be positive, resilient and 

proactive, ultimately affecting their well-being and quality of life” (p. 31). Marshall (2005) 

noted, “Traditionally, dementia care was always downgraded because there was no treatment for 

it” (p. 14). Yet, Marshall suggested recent changes including limited success to delay progression 

of dementia with some drug therapies, the increasing prevalence of dementia, and economic 

stresses on health care systems related to dementia have created a climate in which reallocation 

of health care resources toward the active rehabilitation of people with dementia is being met 

with the realization that dementia care “is a fascinating area of work, which challenges our 

imaginations, our intellects and our practice development in very fundamental ways” (p. 15). 

Dementia as disability. There are other signs changes to outdated care is actively being 

undertaken for and by people with dementia. For example, together with the members of the 
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Dementia Alliance International, all of whom have a diagnosis of dementia, Swaffer is 

challenging current practice by demanding global action against dementia through the United 

Nations (2006) Convention on the Rights of Persons with Disabilities, which enshrines an 

obligation to “ensure that persons with disabilities can effectively and fully participate in 

political and public life on an equal basis with others” (Article 29, Section a, para. 1). 

Effectively, Dementia Alliance International is pursing dementia being categorized as a 

disability, along with two other key demands: for a more ethical care pathway and a stronger 

research focus on care as most efforts aim to seek a cure for dementia (Dementia Alliance 

International, 2016). Multiple voices in the international dementia community speak in favour of 

and against the disruptive position of framing dementia as a disability (Cahill, 2018; Rushford & 

Harvey, 2016). While agreeing that seeing dementia as a disability may be helpful for people 

with dementia in terms of increasing access to resources for rehabilitation services to maintain 

physical and mental capacities for as long as possible, Shakespeare, Zeilig, and Mittler (2017) 

noted, “Many will reject what they may perceive as another stigmatizing label” (p. 3). Further 

they suggested that the shift to see dementia as a disability requires a cultural transformation in 

which people with dementia and people without dementia collaborate to understand and 

accommodate the experience of dementia. Shakespeare et al. (2017) suggested this shift requires 

acknowledgement of the complex intersection of psychological, cultural, structural, and medical 

systems:  

As a society, if we can assimilate and acknowledge all that dementia implies, and the 

diverse ways in which people with dementia want to live, then we will also have a more 

profound understanding of life, and all that it entails – not just decay, loss, transience and 
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difficulty, but also joy, love and friendship. The benefits will be felt not just by those 

living with dementia, but by people living with disability – and indeed, everyone. (p. 11) 

Conceiving of dementia as a disability may be an important step in shifting catastrophic 

collective thinking about dementia, and contribute to reformation of the systems intended to 

support them.  

Coproduction. Bartlett and O’Connor (2010) suggested we currently live in “climate of 

opportunities . . . in which people with dementia . . . have greater opportunities . . . [and the 

ability to be] active social agent[s] in the broad context of their lifestyle, lifecourse, social 

networks and community activities” (p. 4). The promising concept of coproduction, also referred 

to as cocreation, provides a rich example of one opportunity that is emerging as a powerful 

antidote to malignant social psychology. With historical roots in civil rights and social care, 

coproduction is an emergent concept in health care today with little agreement about a definitive 

definition (Batalden et al., 2016; Boyle & Harris, 2009; Realpe & Wallace, 2010). A common 

thread among the evolving definitions is that coproduction refers to an arrangement in which end 

users produce, at least in some part, the services they use themselves (Schlappa & Imani, 2012), 

or put more fervently “co-production is not just a word, it’s not just a concept, it is a meeting of 

minds coming together to find shared solutions” (Social Care Institute for Excellence [SCIE], 

2015, p. 2). Within public service provision, including health care, the concept of coproduction 

can be defined in different ways at various point along a continuum that includes 

cocommissioning, coplanning, coprioritization, codesign, cofinancing, comanaging 

coassessment, comonitoring, and coevaluation of services (Batalden et al., 2016). Coproduction 

can be defined as “a situation where there is direct citizen participation in the delivery of a 
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publicly financed service” (Schlappa & Imani, 2012, p. 3), suggesting potential benefits to the 

organization. Considered through this macro lens coproduction in health care has been shown to 

optimize scarce resources, deliver better outcomes for people who use services and for care staff, 

and build stronger communities (SCIE, 2015). Zanetti and Taylor (2016) asserted coproduction 

provides a practical framework for organizations to amplify both the impact and value of the 

health care outcomes they seek to provide. Conversely, at the individual level, Needham (2009) 

suggested coproduction “relates to the generation of social capital, the reciprocal relationships 

that build trust, peer support and social activism within communities” (p. 2), indicating potential 

benefits to the person.  

Viewed through a micro lens, coproduction acknowledges each person’s innate right to 

exercise agency and exert influence over others (Bartlett & O’Connor, 2010); therefore, 

coproduction can support or create a sense of identity or belonging (Baldwin & Greason, 2016). 

Boyle (2014) suggested that people with dementia are often reliant on others to enable their 

social participation, thus coproduction becomes a form of “assisted autonomy” (p. 1141), in 

which support is derived through relationships recognized throughout the process as fluidly 

interdependent. Whether considered from the organizational or individual level, coproduction is 

a form of distributed leadership in which services are produced through continuously negotiated 

collective action of multiple actors, rather than leadership being primarily the role of one 

individual (Schlappa & Imani, 2012). Applying the concept of cocreation to dementia care 

specifically, facilitation of coproduction within health care settings expands the notion beyond a 

functional construct to become a form of advocacy in which the right to choose is returned to the 

person with dementia. 
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Equality, diversity, accessibility, reciprocity (SCIE, 2015) are fundamental beliefs, 

values, and tenets required for coproduction to emerge and grow in health care settings. In 

practice, these key principles require acknowledgment that reciprocal relationships are created 

and sustained by equal appreciation of the need to balance independence, dependence, and 

interdependence within a therapeutic milieu of mutual respect and self-determination (Nolan, 

Davies, Brown, Keady, & Nolan, 2004). Furthermore, understanding that human rights are 

inalienable and universal is a key principle in coproduction that ensures discrimination on the 

basis of mental or physical capacity is not possible (Rahman, 2016; Schlappa & Imani, 2012). 

Actively moderating the key principles of equality, diversity, accessibility, and reciprocity is the 

nature of the organizational structure in which sharing of leadership, power, and accountability 

takes place (Schlappa & Imani, 2012). Consequently, transformative coproduction can only 

flourish when supported at the micro and macro levels by individuals and organizations as well 

as by culture changing frameworks and ensuring skill development for all involved. 

Fundamentally, health care is a service rather than a product, coproduced through 

interaction between the supplier and the consumer as a consequence of their unique dispositions, 

capacities, and behaviours (Batalden et al., 2016). Accepting this basic mutuality underpinning 

delivery of health care services relocates power toward people who use services, reframing them 

as experts rather than dependents (Realpe & Wallace, 2010). Relocation of power challenges 

health care providers to move from being fixers to being facilitators of the expertise of their 

patients (Realpe & Wallace, 2010). From this perspective coproduction is a critique of expert 

professionals delivering services to passive patients, demanding instead real partnerships in 

relation to care that are “mobilized in ways negotiated with the individual” (Needham, 2009, 
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p. 4). Moving beyond token service user involvement such as patient feedback forms or resident 

council meetings, a coproduction perspective challenges the dominant role of the professional 

(Needham, 2009) and enables health service providers to better see potential partnerships and 

new opportunities within a system that is as much influenced by characteristics of followers as it 

is by those of leaders (Carsten & Uhl-Bien, 2012). In a coproduction paradigm, health service 

outcomes are achieved through collaborative frontline relationships, rather than preset 

organization-centred service delivery in which satisfaction or dissatisfaction is the only input left 

to the consumer (Lloyd, 2010; Needham, 2009). As with all challenges to hierarchical power 

structures, institutionalized oppression, and pervasive normative culture, coproduction faces 

significant resistance to becoming standard practice in health care service delivery (SCIE, 2012). 

Key challenges include differing capacity of patients, ethical and professional concerns about 

sharing power and responsibility, and a resistant-to-change culture (Batalden et al., 2016). 

Organizational barriers provide potent obstacles to the development of coproduction (SCIE, 

2012). In addition, Baker and Irving (2016) found the role of interorganizational networks in 

supporting coproduction has been neglected. Overcoming culture and structural challenges to 

cocreation, and strengthening essential yet complex supports for coproduction are significant 

challenges and must be fostered through organizations with supportive policies, innovative 

models, and a strong champion of coproduction. 

Research about policy support required for cocreation of health care and other public 

services is robust, although actual policies are lacking. In his review of the Australian public 

service system, Ryan (2012) asserted coproduction has now become an obligation, not an option. 

He noted that while current theory and initial practice recognize cocreation as “pragmatic, 
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intellectual and instrumental” (Ryan, 2012, p. 320), the overarching point is that “a political 

justification is also present for recognizing and adopting co-production” (p. 320) based on tacit 

acceptance of the right of residents-as-citizens to “to be fully active in those areas of policy that 

affect them collectively and individually” (p. 320). Similarly, a recent report of the Federal 

Advisory Panel on Healthcare Innovation identified patient engagement and empowerment as 

“one of the five most promising areas” (Government of Canada, 2015, p. 4) with the potential to 

unleash urgently needed health care innovation. At the same time, the panel noted, “A gap 

persists between the rhetoric of patient-centered care and reality for many patients and families” 

(p. 11). In BC, efforts to authentically engage residents in planning and evaluation are still rare 

and disparate, yet groups such as the Patient Voices Network are providing training and tools to 

improve BC’s health care system by including the patient, family, and caregiver voices in 

problem solving and decision making (Patient Voices Network, 2016). Policy supported 

obligations to both the organization and the leader to enable coproduction of public services 

emerge, yet capacity is constrained by factors such as unionization and lack of coproduction 

expertise and staff time. To overcome structural and organizational constraints, Batalden et al. 

(2016) suggested that policy reform must be undertaken within health care in four areas in which 

there are clusters of opportunity for action. The first area is education of professionals and the 

public to create new skills and recalibrate expectations. The second is health care system 

redesign at the clinical microsystem and organizational levels. The third area is redesign at the 

edges of health care and outside of the system to transcend current boundaries and form new 

partnerships and opportunities for cost savings. Lastly, new and diverse measures of good health 

care services will be required to know when change results in improvement for multiple 
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stakeholders. Conversely, Antonacopoulou (2010) suggested taking a step back from policy 

redesign toward coproduction of research to inform policy creation through solutions 

encountered as “emergent possibilities, rather than targets, or evidence of predetermined 

outputs” (p. 224). From these two perspectives, coproduction can be recognized as both 

emerging from and generative of innovative health care policies, holding promise to reframe 

constricting factors. 

A thoughtful and strategic approach to coproduction is required to generate real 

partnerships in relation to formal and informal care in the face of rising demands for care of 

older adults (Lloyd, 2010). While nascent, models specific to health care are emerging to guide 

cocreation. Before electing to adopt any model, planning around cocreation of health care 

services must begin with the understanding that coproduction and the quality improvement 

methodology common in health care represent two very different approaches (Institute for 

Research and Innovation in Social Services, 2016). Quality improvement methodology gathers 

evidence through concrete measures of success at various points of measurement, “whereas co-

production is evidenced through activities reflecting changes in attitudes and perceptions that are 

difficult to quantify” (Institute for Research and Innovation in Social Services, 2016). 

Consequently, as compared to the plan-do-study-act cycles of health care quality improvement, 

coproduction will be messier, more complex, and unpredictable to plan, facilitate, and measure. 

Considering coproduction broadly from a systemic perspective, Realpe and Wallace 

(2010) asserted, to be truly transformational, coproduction is predicated on the relocation of 

power from professionals toward service users, in which professionals move from being fixers to 

becoming facilitators. They propose a coproduction model in which the patient’s abilities as well 
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as clinician’s skills for coproduction must be improved to result in an empowering relationship 

that is informative, receptive, facilitative, medically functional, and participatory, leading to 

outcomes that result in highly personalized care. Batalden et al. (2016) endorsed a coproduced 

learning network model that shifts the paradigm “from the narrower (more deficit-focused) aim 

of meeting patient needs to the broader (more asset-focused) aim of working to achieve patient 

goals” (p. 513). The three core elements of the coproduced learning network include (a) a clear 

and consistently articulated shared purpose and values, (b) available resources to enable 

equitable participation, and (c) processes and technology to support collaboration and knowledge 

sharing. In the coproduced learning network model the central tenet is that “we do not improve 

healthcare services by adding co-production” (Batalden et al., 2016, p. 512), rather that 

“healthcare services are always co-produced by patients and professionals in systems that 

support and constrain effective partnerships” (p. 512). However, at the individual level, Nolan et 

al. (2004) posited this evangelical heroic versus deficit model is untenable as demographic and 

sociological shifts in society continue to result in growing numbers of increasingly diverse older 

adults (SCIE, 2012) with varying capacities and desire to participate in coproduction of their 

care. The complexity of health care requires sensitive exploration of coproduction through 

diverse models, as well as emergent models that include partnerships, diffusion, open-source 

knowledge sharing, and positive deviance (Zanetti & Taylor, 2016). Coproduction must be 

contextually defined, yet underpinned by foundational values and a model that support robust 

development and sustainability. 

The most significant models of coproduction are likely to develop through what 

Antonacopoulou (2010) called “idea work” (p. 220) championed by health care leaders. The 
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courageous leader or champion must be prepared to unlearn in order to create new questions and 

possibilities (Antonacopoulou, 2010), span boundaries, redesignate roles and responsibilities 

(Baker & Irving, 2016), move beyond resident engagement or involvement to foster the principle 

of equal partnership (Boyle & Harris, 2009), upset the status quo to give rise to a “new social 

economy” (Boyle & Harris, 2009, p. 22) in which distributed leadership networks sustain and 

manage care relationships. Schlappa and Imani (2012) theorized that the need for a champion of 

coproduction suggests “the starting point for inquiry should be the interactions between public 

officials and citizens, rather than the institutional structures in which they operate” (p. 116). This 

perspective is congruent with a definition of coproduction as emerging from a place of a leader’s 

personal values around equity and advocacy for people with dementia. Engagement by the leader 

with other care team members, or followers, is also essential. As Carsten and Uhl-Bien (2012) 

noted, “Belief in the co-production of leadership will be significantly and positively related to 

followers’ use of voice and constructive resistance behaviours with leaders” (p. 212). 

Coproduction is not a simple, straightforward undertaking; instead, “it is a hearts and 

minds thing and needs a culture change, so there needs to be a lead from the top, lots of training 

for staff and lots of independent support and training for the service users” (SCIE, 2007, para. 2). 

Rather than a single event, the power shifts required to enable coproduction will involve an 

ongoing process of negotiation. Baker and Irving (2016) warned that conflicting motives and 

objectives across networks of care will exist. Without shared goals and ongoing training to 

anchor the culture change process conflicts may negatively impact interpersonal relationships. 

The transformational culture shift required for coproduction is grounded in what Senge (2006) 

called metanoia or a shift in mind, beginning within the individual before becoming a new 
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collective norm. Batalden et al. (2016) suggested care providers must shift from seeing provision 

of health care services as outputs they provide as experts, and instead see health care services as 

value-creating inputs to the resident, in which the resident—not the professional—determines the 

value in their lives. This important revision in imagining value creation is aligned with what 

Baker and Irving (2016) described as a “new institutionalism – which focuses on the role of 

cultural pressures in shaping actions and decisions within a particular context” (p. 513). The 

abstractness of aspects of the culture shift that are required for coproduction, as in the two 

concepts discussed above, may pose a significant challenge to concrete thinkers trained in 

scientific methods of assessing value creation. To make coproduction happen, specific changes 

to culture, structure, practice, and review processes must occur (SCIE, 2015) at an organizational 

level. However, the real change that must take place to enable coproduction is within and 

between individuals. It is only when people with dementia are not seen as passive recipients of 

health care services, but instead are engaged and enabled as full partners with assets and 

expertise, that coproduction is actually happening (Boyle & Harris, 2009). 

Developing Dementia-Friendly Communities 

“Creating a dementia friendly community should be approached with a view to long-term 

commitment from all parties” (Alzheimer’s Disease International, 2016, p. 7). 

Current literature suggested a good place to live with dementia is a community where 

people with dementia feel supported and included (Heward, Innes, Cutler, & Hambidge, 2017), 

they play an active role as citizens (Keady et al., 2012), and tolerance and pseudosocial inclusion 

are replaced by a strength-finding, dementia-positive culture (Lin & Lewis, 2015). Nevertheless, 

DFCs are enabled by multiple stakeholders who all have their own definitions of community and 
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dementia, diverse perspectives on fundamental elements, and preferred frameworks to guide 

development, resulting in complexity and tension around development of DFCs. 

Defining DFCs. DFCs are emerging globally with an aim to create more good places to 

live for people with dementia, yet precisely what a DFC is and can be continues to be actively 

constructed. Alzheimer’s Disease International (2016), a thought leader in DFCs, defined DFCs 

as a social construct reflective of variable cultural contexts. This means DFCs in India are likely 

very different from one in Canada, and they will look different in rural Saskatchewan when 

compared to those in Vancouver. The Alzheimer Society of BC (2016) suggested DFCs are 

defined by a combination of physical and social characteristics that together reduce anxiety, 

stigma, and frustration and increase inclusion for people with dementia. The Standing Senate 

Committee on Social Affairs, Science and Technology (2016) added this term refers to 

communities that are inviting and supportive of people with dementia, and equally to their carers, 

through increased research, awareness to reduce stigma, enhanced health worker training and 

education, early and improved diagnosis, greater support for informal caregivers, integration of 

health services, emphasized home and community care, and affordable housing. In a study of 

stakeholder engagement, Heward et al. (2017) found that while diverse approaches to becoming 

dementia-friendly have been used, DFCs are principally a vehicle to grassroots empowerment of 

people with dementia, enabling them to participate in decision making that affects their lives. 

These preliminary definitions suggest that DFCs encompass both stable and adaptable structural 

elements comprised of aspects of the built and social environment that are deeply influenced by 

the context in which they emerge, as well as by people with dementia themselves. 
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While a relatively new concept, the definition of DFCs has already begun to evolve. 

Keady et al. (2012) suggested the concept of DFCs originated with a focus on how the built 

environment can be shaped to enable or disable people with dementia but has now matured to 

communicate a cultural shift from a deficit-based model of personhood to a social model. In a 

social model, people with dementia are empowered to retain active citizenship (Keady et al., 

2012) and are viewed as “valuable and vital members of the towns, cities, villages and countries 

in which they reside” (Alzheimer’s Disease International, 2016, p. 5). The evolution of the 

definition of DFCs is important because it shifts focus to reducing stigma and building 

understanding of dementia, while demonstrating respect for people living with dementia by 

recognizing their rights and capabilities (Alzheimer’s Disease International, 2016). In a review of 

global development of DFCs, Lin and Lewis (2015) asserted the depth of cultural shifts 

propelled by DFCs can be measured specifically by three levels of community engagement: 

dementia-aware (tolerant of deficits), dementia-capable (enabling as people with disability), and 

dementia positive (inclusion as equals). They emphasized, “Without dementia positivity, 

regardless of how well the society provides resources, accommodations, services, activities, and 

opportunities for [people with dementia] and their families to stay engaged, it is merely a pseudo 

social inclusion” (Lin & Lewis, 2015, p. 242). 

Lastly, recent literature suggested that a significant barrier to development of DFCs is a 

profound lack of inclusion of the voices of people with dementia (Alzheimer Society of BC, 

2016; Keady et al., 2012; Lin & Lewis, 2015) in planning and evaluation of DFCs. Shakespeare 

et al. (2017) noted that people with dementia have only recently begun to join together to 

influence policy, yet their capacity for activism is precarious due to the degenerative nature of 
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the illness, suggesting supporters and advocates are necessary to sustain and “add weight to the 

voice of lived experience” (p. 5). While policy frameworks and locally sourced definitions can 

support the development of DFCs, a good place to live with dementia can only be determined by 

the people with dementia and carers who are living with dementia. 

Fundamental elements of DFCs. The fundamental elements of DFCs are a contextually 

distinct combination of guiding frameworks and specific actions that generate sustainable 

solutions, legitimized through the direct involvement of people with dementia during aspects of 

both planning and evaluation. The Alzheimer Society of BC (2016) suggested that becoming a 

DFC is a journey to be undertaken over a number of years as opposed to quick sprint to a 

preplanned destination. Several established and emerging policy and strategic frameworks guide 

and support this journey. Alzheimer’s Disease International (2016) described the four 

cornerstones of DFCs as (a) people with dementia and carers; (b) communities, including aspects 

of both the social and physical environments; (c) organizations, including health and social 

service providers, as well as other businesses; and (d) partnerships between governments and 

proponents of social change to support people with dementia, such as Alzheimer societies. This 

framework underpins the key guiding DFC principle that “only by engaging the wider 

community will we succeed where previous generations have failed in protecting the rights of 

people with dementia” (Alzheimer’s Disease International, 2016, p. 2). The Alzheimer Society of 

BC (2016) has recently released a toolkit for local governments prescribing a similar DFC 

building framework based on people (all stakeholders), policy (municipal bylaws, community 

planning), and practice (skill development among professionals). Intended outcomes of 

application of the tools in the toolkit are that people with dementia and their carers have a high 
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quality of life in their community, social and physical barriers to community engagement are 

reduced, and knowledge and understanding of dementia is increased in communities (Alzheimer 

Society of BC, 2016, p. 6). Review of the recommendations of the Standing Senate Committee 

on Social Affairs, Science and Technology (2016) provided evidence of the types of national and 

local policy and program changes required to achieve these overarching goals, including 

increased investment in research, improved public awareness to reduce stigma, enhanced training 

and education of the health care workforce, early and improved diagnosis, greater support for 

informal carers, increased integration of health care services, emphasis on home and community 

care, and affordable supportive housing. Currently, collaboration is under way to transform these 

recommendations into action through the Canadian Alzheimer’s Disease and Dementia 

Partnership (Alzheimer Society of Canada, 2017). The partnership aims to build a collective 

vision for a national dementia strategy for Canada through a focus on three objectives: 

(a) evidence-based research that includes social services, (b) promotion of prevention strategies 

and public awareness to decrease stigma, and (c) living well with dementia, including financial 

and multi-cultural perspectives (Alzheimer Society of Canada, 2017). 

Looking beyond broad policy goals to consider the kinds of concrete actions that enable 

change at a local level, the Alzheimer Society of BC (2016) asked, “What makes a difference for 

people with dementia?” (p. 12). They suggested that adaptations to the built environment, such 

as provision of modified signage and accommodation in local facilities such as dementia-

awareness training for store clerks, generate meaningful outcomes for people with dementia. 

Likewise, provision of support services like adult day care programs, support for strong social 

networks including family and friends, and development of local groups such as mutual support 
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and activity groups like dementia cafés contribute to a high quality of life for people with 

dementia and their carers (Alzheimer Society of BC, 2016). These types of recommendations 

may be helpful as guidelines, yet it is critical to ask local people with dementia directly what 

kinds of adaptations or assistance would be helpful for them. This essential aspect of building 

DFCs has often been disregarded in the past. For example, in a broad review of fundamental 

elements underpinning DFCs at the neighbourhood level, Keady et al. (2012) found no research 

at all that directly asked people with dementia to share their perspectives. 

A third fundamental element to essential to consider in developing DFCs is sustainability. 

Ongoing stakeholder engagement is one vital aspect of sustainability. Heward et al. (2017) 

asserted “stakeholder involvement is unpredictable and changeable” (p. 866) in collaborative 

development of DFCs and that long-term sustainability is undermined by reliance on volunteer 

participation to make and maintain change. They suggested embedding involvement in formal 

community planning processes and sharing of ideas and successes throughout the community as 

strategies that increased long-term stakeholder involvement and increased sustainability of DFCs 

(Heward et al., 2017). In an evaluation of activities undertaken in Edinburgh to create DFCs a 

“top down and bottom up approach” (Evaluation Support Scotland, 2016, p. 7) was found to be 

effective, indicating simultaneous actions at individual, group, and systemic levels are key to 

sustaining stakeholder engagement over time. In addition, the Scottish evaluators recommended 

specific municipal actions to sustain the involvement of all stakeholders, including development 

of a toolkit, central coordination, quality control, and financial support (Evaluation Support 

Scotland, 2016). Sustainability of DFCs will also increase as the DFC movement matures and 

becomes more deeply connected to parallel efforts to build resilient communities for all ages. For 
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example, the current trends of population aging and increasing urbanization situate older people, 

including people with dementia, in a unique position to inform urban planning and management 

beyond the physical environment to more fully develop social aspects of community such as 

inclusion, participation, and formal and informal relationships, including friend networks (Buffel 

et al., 2012). Contextually significant guiding policy frameworks that lead to tangible actions 

authentically informed by the perspectives of people with dementia are the essential ingredients 

of development of sustainable DFCs. 

Chapter Summary 

The literature review provided an overview of the current transformation of dementia 

care and the development of DFCs internationally and within Canada. I first discussed how 

oppressive definitions and human rights violations impact people with dementia and carers 

throughout their interactions with intersecting health and social systems. I then examined the 

redefinition of dementia as a disability and coproduction as powerful social action opportunities 

emerging to begin shift these outdated norms. Finally, I reviewed the development of DFCs 

within Canada and globally. The next chapter describes the inquiry method and methodology.  
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Chapter Three: Methodology 

To conduct this research project, I used qualitative methods to explore the principal 

research question guiding the ARE inquiry: How can the GVEF work together with people with 

dementia and other key stakeholders to make the CRD a good place to live with dementia? I also 

considered the following subquestions: 

1. How are people living with dementia in our community overcoming barriers to self-

determination? 

2. What resources can be expanded to support people living with dementia to live a 

good life in our community? 

3. Who are the key stakeholders interested in development of DFCs in our region? 

4. What local policies, strategic frameworks, and other resources might aid stakeholders 

to collaborate in building DFCs? 

In this chapter, I provide a description and rationale for the methodological framework of 

the ARE inquiry. I also describe the project participants, data collection and analysis methods, 

and discuss study conduct and ethical issues. 

Methodology 

For this inquiry, I chose the overarching approach of action research (AR), a method in 

which social change and knowledge are pursued through the actions of the practitioner in 

collaboration with stakeholders resulting in a “process of emergence which changes and 

develops as understanding increases” (French, 2009, p. 188). Importantly, AR assumes all 

participants, be they people with dementia, service providers, physicians, or politicians, have the 

capacity to develop practical solutions to shared problems using information specific to their 
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local area (Foster-Fishman & Watson, 2010). As Stringer (2014) asserted, “All groups have the 

right to speak for themselves, in their own voices, and to have those voices accepted as authentic 

and legitimate” (p. 51). Stringer’s declaration underscores the importance of primarily focusing 

the inquiry to hear the voices of people with dementia, because as an oppressed group they have 

persistently been considered incapable of speaking for themselves. Barnett (2000) suggested this 

is because dementia is a “condition of which organic brain disorder is only one part, but which is 

also fuelled by the fear, anxiety, shame and incomprehension of both the person concerned, those 

with whom they are in contact, and wider society” (p. 24).  

Different than ongoing quality improvement practice, AR is nonlinear and flexible, yet it 

is underpinned with a systematic approach characterized by an iterative process of planning, 

acting, observing, and reflecting (Piggott-Irvine & Bartlett, 2008). Three key values are 

foundational to AR: democratic inclusion of stakeholders, valuing multiple perspectives, and a 

focus on open social change (Foster-Fishman & Watson, 2010; Stringer, 2014). These values 

were also foundational during the inquiry as evidenced by the inclusion of people with dementia 

among other experts, the meaning-making conversations held between stakeholders (Stringer, 

2014), and the action-oriented social change recommendations that resulted from the research. 

Bradbury (2015) proposed AR enables cocreation of practical solutions to problems that are 

intractable, complex, politicized, and nonlinear, noting AR is a valuable tool to explore ways of 

knowing even beyond cognitive understanding. Therefore, AR was well suited as a method to 

explore the complexities surrounding dementia (that encompass values, beliefs, fears, and 

systems) and to include people with dementia who often express their views in nonlinear, 

abstract ways due to cognitive impairment caused by the disease process. Foster-Fishman and 
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Watson (2010) emphasized that an AR approach to systems change, also called systemic AR, 

holds potential to “identify the right problem and insights needed to transform current reality” (p. 

237), and, as discussed in Chapter 2, transformation of the systems of dementia care is crucial. 

Further, they noted systemic AR could be used to address issues through a networked 

community made of “parallel and interacting AR processes at different locations in the system” 

(Foster-Fishman & Watson, 2010, p. 246) with potential to create a powerful unified systems 

change effort. Consequently, the AR approach was an appropriate process with which to 

examine and sort the multifaceted challenges facing people with dementia to live a good life, 

from both an individual and a collective or community perspective simultaneously. 

More specifically, the inquiry employed the ARE model—a form of participatory 

research within social systems that is concerned with collaborative building of practical 

knowledge through focused periods of action and reflection (Rowe et al., 2013; see Appendix A 

for an overview of the ARE model). While applying many of the same fundamental constructs as 

AR, the ARE model focuses closely on the planning stages of the inquiry in which the researcher 

builds a foundation for ongoing engagement among stakeholders to create change by clarifying 

the “need, motivation and commitment for change” (Rowe et al., 2013, p. 19). With an aim to 

facilitate ongoing social action for positive change for people with dementia long after the 

inquiry was complete, the ARE model provided a five-step process to build a robust foundation 

for ongoing stakeholder engagement: (a) focus and framing, (b) stakeholder engaged inquiry 

methods, (c) reflection in action, (d) evaluation of action and engage forward, and 

(e) decontextualize and reconstruct for change (Rowe et al., 2013). In this inquiry I undertook 

three of the engaged action cycles, as described in Rowe et al.’s (2013) ARE model, to generate 
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new data through focus groups, then to build on and assign further meaning to the data through 

collaborative analysis in a world café, and finally to reframe issues and evaluate options for 

further action through a series of interviews with system leaders. I also utilized an appreciative 

stance in conducting the inquiry, with a focus on finding strengths and building constructive 

dialogue intended to increase cooperative capacity among all stakeholders through generation of 

positive affect and social bonding (Romme & Barrett, 2010). 

I intentionally designed the ARE inquiry methodology to demonstrate to regional 

dementia community stakeholders that people with dementia and carers, particularly as a 

participant dyad, are both capable and willing participants in cocreation of a new care paradigm. 

Therefore, these key stakeholders must be actively involved in all future DFC planning and 

evaluation processes in the CRD to ensure programs and supports align with user needs (Sabat, 

2003). A diagnosis of dementia can result in loss of personhood (DiZazzo-Miller & Pociask, 

2015; Sabat & Harré, 1992), including rights to citizenship, equality, and liberty, and the impacts 

of dementia at individual and collective levels are complex and far reaching, demanding 

collaborative solutions (Keady et al., 2012). Rowe et al.’s (2013) ARE model enabled me to 

counter these challenges by providing a practical and flexible tool to engage diverse dementia 

community stakeholders to come together to begin to build an alternate reality in which all 

persons with physical or mental impairments, including dementia, are welcomed with hospitality 

and acceptance (McFadden & McFadden, 2011). Coghlan and Brannick (2014) asserted that AR 

inquiry contributes directly to human flourishing at both the individual and community levels by 

leveraging factors related to the inquiry context, existing and emergent relationships, and of the 

AR process itself. For example, participation in this research connected people with dementia to 
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other community members who currently hold the power to enable and help them to sustain a 

good life with dementia. Inviting people with dementia into the ARE process signalled a 

paradigm shift in which the basic right to chose, desire, refuse, and need was returned to the 

person with dementia (Needham, 2009). Rowe et al. (2013) suggested this type of shift, which 

reframes the person with dementia from a target of change (a dementia victim or sufferer) to an 

agent of change (a person with a disability as well as unique strengths and capacities), is 

indicative of “transformational change” (p. 9) that is both socially constructed and continually 

evolving to transform culture, behaviour, and mindset, which aligns with the overarching change 

goal of the inquiry articulated in Chapter 1. This ARE inquiry created opportunities for people 

with dementia, carers, and service providers to participate in cycles of inquiry to deepen 

connections to form a networked community in which systemic change is made possible through 

social action (Foster-Fishman & Watson, 2010). The ARE inquiry methodology was also 

consistent with the GVEF’s (n.d.-a) overall community development approach to ensuring older 

persons in the CRD “will have choices, services and support to age-in-place with dignity, no 

matter their personal circumstances or where they live” (para. 4). 

In this ARE inquiry, I used qualitative methods to gain understanding from different 

perspectives within the CRD dementia community to make effective use of the limited time 

available for the project and to build quality and rigour into the inquiry process to ensure the 

trustworthiness of the research (Glesne, 2016). Specifically, for this ARE inquiry I employed 

focus groups, a world café, and interviews to develop a context to engage project participants to 

begin to jointly construct a new interpretation of their dementia community that encompasses 

divergent perceptions and interpretations (Stringer, 2014). 
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Project Participants 

Participants. To generate data I engaged the first three groups of stakeholders identified 

as central in the CRD Dementia Community (see Figure 1 in Chapter 1): people with dementia, 

their family members and carers, and the local regional community organizations involved in 

provision of health and social services specifically for people with dementia. I chose these three 

participant groups because they held the most contextually significant and current information 

relevant to answering the research question and subquestions. Members of provincial and federal 

funding organizations and international dementia research and advocacy organizations (see 

Figure 1 in Chapter 1) were excluded from direct participation in the ARE inquiry due to project 

time constraints and the local orientation of the research questions. However, some of the 

perspectives of this broader dementia community have been integrated within the literature 

review (see Chapter 2) and into the recommendations (see Chapter 4) of this report. 

Focus groups. I began data collection by gaining the perspectives of people with 

dementia and carers as a participant dyad during the first cycle of the ARE inquiry in February 

2018. Cridland, Phillipson, Brennan-Horley, and Swaffer (2016) noted, “despite acknowledged 

importance and advantages of including people with dementia in research” (p. 1775) challenges, 

including cognitive impairment, communication, and behavioural difficulties, make it difficult to 

involve people with dementia in research. An additional challenge to locating focus group 

participants for the ARE inquiry was that I work outside of Vancouver Island and do not deliver, 

plan, or fund dementia programs or services within the CRD, nor do I influence others who do, 

so I had no access to potential participants with dementia and their carers. To mitigate these 

challenges I selected the focus group methodology to provide a framework for engagement 
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among participants in which socially constructed learning by participants and the researcher was 

enabled within a setting that was familiar, comfortable, and reduced the stigma that could be 

associated with dementia in other group settings, and I contacted the Alzheimer Society of BC to 

find a way to connect with the local clients they serve. As discussed in Chapter 1, it is not known 

precisely how many people currently live with dementia within the CRD; however, based on 

Statistics Canada (2018) and CRD (2016) data, it can be reasonably estimated approximately 

8,090 people with dementia live within the geographic boundaries of the CRD. From this 

population, the Alzheimer Society of BC enabled access to a purposeful sample of approximately 

180 potential research participants whose lives are directly affected by the issues being explored 

through the research (Stringer, 2014).  

Potential inquiry participants who received the invitation to the focus group were regular 

members of Minds in Motion® groups (Alzheimer Society of British Columbia, n.d.), a social 

recreation program hosted weekly at six recreation centres in five different municipalities within 

the CRD. I then established participant inclusion criteria as membership in a Minds in Motion® 

group within the CRD. People with dementia are required to attend Minds in Motion® together 

with an informal carer (often a family member or friend) as participant dyad. Therefore, 

approximately half of the people in the group have dementia and half of the people do not, and 

they live at home rather than in a residential care setting. In a discussion, the Minds in Motion® 

Program Coordinator predicted that, with an average group size of 30 participants, it was likely 

that between 50% and 10% of all regular Minds in Motion® participants would potentially 

attend the six focus group sessions (T. Spiers, personal communication, January 11, 2018). This 

calculation generated a sample size of as many as 90 people and as few as 18 people for the six 
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focus groups in total. My academic supervisor and I deemed this sample size to be acceptable, as 

no other access to the group of interest was possible within the ARE inquiry timeframe. Coyne 

(1997) urged health researchers to be “adaptable and creative in designing sampling strategies 

that are aimed at being responsive to real-world conditions and that meet the information needs 

of the study” (p. 630). The result of a purposeful selection and then self-selection process was a 

convenience sample, in which I welcomed all Minds in Motion® participants who showed up for 

the six focus groups in response to the invitation to participate in the discussion. 

World café. The second cycle of data collection took place in March 2018 and was 

intended to engage professionals involved in provision of health and social service for people 

with dementia via the world café to build on what was learned through the focus groups. I chose 

world café participants using network sampling within a purposefully selected sample group 

(Glesne, 2016). In essence, I initially selected participants based on affiliation with the GVEF 

and then invited to extend the offer to participate to others in their network. Ishak and Bakar 

(2014) asserted network sampling is a nonbiased sampling technique appropriate to qualitative 

research that is not expected to be generalizable, because the sample group emerges independent 

of the influence of the researcher as participants autonomously reach out to their networks 

(p. 33). General inclusion criteria was that all world café participants planned or delivered 

programs or services for people with dementia within the CRD; however, as the world café was 

part of a larger slate of public events, my project sponsor, academic supervisor, and I agreed that 

no self-selected registrant would be excluded from the event. Based on their past experience with 

similar events, the GVEF Executive Director and the Venue Coordinator determined that a 

sample size of as few as five people and as many as 30 people was realistic for the world café. 
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Interviews. The third cycle of data collection was aimed to gather direct knowledge from 

formal leaders with potential influence in the regional dementia community at the systems level 

about the political process of developing DFCs. As described in Chapter 1, there are only three 

established DFAPs in BC; therefore, my initial goal was to interview one formal leader with 

direct experience with the municipal adoption process of a DFAP. In consultation with the 

Provincial Advocacy Coordinator for the Alzheimer Society of BC, I selected a Community 

Recreation Manager to participate based on her experience developing intermunicipal DFAPs. 

Stringer (2014) noted that as data emerge during the AR process of investigation “a 

variety of other sources may provide information that further clarifies or extends understanding 

of the issue being investigated” (p. 104). This process of emergence occurred during the ARE 

inquiry, resulting in a renewed third phase of inquiry (Rowe et al., 2013) with additional formal 

leaders who held potential significant influence within the regional dementia community. The 

inclusion criteria was emergent during this ARE cycle but can be summarized in retrospect as 

follows: formal leaders at the systems level involved in planning or delivering services for 

people with dementia and/or carers, identified by peers as holding expertise relevant to the 

research questions, were engaged to participate in the interview method. 

Inquiry team. I selected members of my inquiry team in December 2017 to provide 

grounded perspectives based on their lived experiences within the dementia community and to 

help guide the ARE inquiry toward meaningful outcomes. Two people actively participated in 

the inquiry planning, data gathering, and analysis activities: the first was a retired manager of 

community care programs for seniors for Island Health, who offered a historical perspective of 

the local dementia community and knowledge of innovative dementia care policy, and the 
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second was a retired Director of Organizational Development and Education for a local 

residential care facility, who offered a strategic lens to generate political action that may be 

helpful to broaden engagement and support sustainability. I arranged for an invitation to also be 

issued through the GVEF and the Alzheimer Society of BC in January 2018 for people with 

dementia and family carers to participate in project planning and data analysis, but I received no 

replies (see Appendix B for the Inquiry Team Invitation). Inquiry team members signed an 

agreement (see Appendix C for the Inquiry Team Statement of Informed Consent) that outlined 

their roles in the research and their obligations around confidentiality and interaction with 

research participants. I issued an invitation to review and provide feedback on the summarized 

findings to all focus group participants through the Minds in Motion® Program Coordinator in 

May 2018. No replies to the invitation were received. 

Organizational and project sponsors. The organizational sponsor, GVEF Executive 

Director, participated in inquiry planning and purposeful sampling of world café participants and 

arranged a presentation of ARE inquiry findings to the GVEF Board of Directors in September 

2018. The project sponsor, a Board Member with the GVEF, participated at every stage of the 

project, offering measured guidance and wisdom based on many decades of experience directly 

caring for people with dementia from a holistic perspective, and educating nursing students and 

family caregivers to do the same. Specifically, the project sponsor provided feedback on the 

research design, participant recruitment, framing of findings, and the final recommendations. As 

discussed in Chapter 1, neither the Executive Director or project sponsor have the authority to 

directly implement the project recommendations, but both have influence within the dementia 

community that may indirectly support implementation over time. I verbally invited all other 
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participants to provide their email addresses to potentially meet after the ARE inquiry was 

complete to discuss developing DFCs in the CRD. Approximately 15 people have signed up to 

further discuss future collaborative actions. 

Data Collection Methods 

Data collection activities were comprised of five focus groups, a world café, and a total 

of eight expert interviews. I describe each of these activities in detail in the subsections that 

follow. 

Focus groups. For the first cycle of investigation in the ARE inquiry, I undertook five 

focus groups with people with dementia and carers, as a participant dyad, in February 2018. I 

selected the focus group method to invite the participant dyads to openly share their experiences 

in a semistructured format within a familiar setting. Cridland et al. (2016) noted that planning 

around practical issues, such as time of day of group, rapport, and pacing, is especially important 

when conducting qualitative research with people with dementia. Further, they suggested a quiet 

public venue may be the best setting for this participant group and type of activity (Cridland et 

al., 2016), making the recreation centres where the focus groups were held an appropriate choice. 

Morgan (1997) advised the focus group method raises specific issues, such as ethical concerns, 

that must be attended to in qualitative research and reminded researchers to be moderators of a 

conversation between participants, rather than an interviewer, to in order to learn something new 

from the participants. Conducting the focus groups as a conversation rather than interview was 

especially important, as I intended to understand the lived experience of people with dementia 

and carers within the CRD as well as their perspectives on gaps and resources. This grounded 

information was crucial to informing development of local DFCs because it revealed how well 
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aspects of the four cornerstones of creating DFCs (people, communities, organizations, and 

partnerships, as discussed in Chapter 2) currently support people with dementia locally 

(Alzheimer’s Disease International, 2016). Stringer (2014) asserted focus group questions can 

also be used as a catalyst to invite participants to share stories of their own experiences that may 

“reveal underlying tensions and problems in a situation” (p. 107). As the focus group participant 

dyads began to uncover the dynamic relationships enmeshed within the web of local dementia 

community stakeholder interactions, this additional layer of information began to emerge. These 

disclosures enabled expansion of the ARE inquiry beyond the individual or group level to the 

systems level through exploration of social and other networks (Foster-Fishman & Watson, 

2010). 

World café. The second cycle of investigation in the ARE inquiry involved a world café 

with regional health and social service providers in March 2018. A world café is a simple, 

flexible, yet structured approach to hosting a large-group dialogue intended to grow and harvest 

collective knowledge about questions that matter to the group (Hurley & Brown, 2009). The 

objective of the world café was to engage service providers to build on the lived-perspective 

knowledge offered during the focus groups and to expand on it to consider the types of changes 

that might be made by groups within the CRD. Coghlan and Brannick (2014) noted the 

collaborative nature of the world café is valuable to engage “members of a system in a large 

group in order to create common ground for the future development of a system” (p. 104). 

Weisbord (2012) asserted, when seeking constructive change, face-to-face discussion is more 

effective than a survey. While I had initially considered conducting a survey, I chose the world 

café methodology to bring the people who occupy critical formal and informal leadership roles in 
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the local dementia community together to consider the research questions within a context that 

enabled them to “extend, enrich, and deepen conversations and collaboration” (Hurley & Brown, 

2009, p. 3). I arranged for a professional artist to construct a graphic recording of the world café 

session to capture words, expressions, and key themes generated by participants to make evident 

the “collective intelligence [in the room]” (World Café Community Foundation, 2015, p. 7). 

Interviews. The third cycle of investigation in the ARE inquiry took place from February 

to May 2018 and involved one-to-one interviews with formal leaders with potential influence in 

the regional dementia community. I conducted the interviews to provide a grounded perspective 

of system level opportunities and barriers to development of local DFCs. The interview questions 

built on the knowledge contributions of the focus groups and world café, and were also adjusted 

slightly based on each previous interview. These interviews enabled a deeper understanding of 

the broad regional dementia community that resulted in a higher level of analysis than individual 

or group methods alone and enabled me to begin to explore how the “complex system is 

structured in order to shift specific conditions that have the ability to leverage the entire system” 

(Foster-Fishman & Watson, 2010, p. 246). I also intended for the interviews to act as a form of 

early engagement with formal leaders to signal to them that others in the dementia community 

were open to and ready for change and had specific ideas about what changes would directly 

impact their lives. Rowe et al. (2013) suggested early engagement with influential stakeholders 

as part of an AR change agenda is a strategic action that may mitigate resistance to change and 

increase openness to different points of view. 

The order of data collection engaged primary stakeholders (the dyad of people with 

dementia and carers) before secondary stakeholders (health and social service providers and 
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formal leaders). This order of events offered opportunity to build socially constructed 

understanding that prioritized the input of those most directly impacted by the system under 

investigation (Stringer, 2014). 

Study Conduct 

I received approval to proceed with the ARE inquiry from the Royal Roads University 

Research Ethics Board in January 2018. Data collection activities occurred between February 

and May 2018. 

Focus groups. In February 2018, I provided an invitation and a simplified invitation (see 

Appendix D for the Focus Group Invitation and Appendix E for the Modified Focus Group 

Invitation) to the CRD Program Coordinator to distribute to all participants of the six Minds in 

Motion® programs within the CRD during their regular group program, 1 week before the focus 

group date. All of the focus groups took place during a 1-week period at the regular day and time 

of each of the six regular Minds in Motion® groups, replacing the regular program content 

because the program was on hiatus for spring break at all sites. I took care to set up the focus 

group space to provide a welcoming and enabling physical environment by reducing external 

noise, increasing lighting, and providing refreshments. My inquiry team members and I also 

invested time to offer an enabling social environment and extend a warm personalized welcome 

to all participants, and we employed adapted communication methods, when required, to ensure 

all participants understood the meaning and purpose of the focus group activity. Due to our 

former work roles, the inquiry team members and I were each familiar with adapted 

communication methods helpful for people with dementia and determined simple adjustments 

such as large-font printed questions placed on the table one at a time as they were asked, 
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repetition of simplified questions, slower speech patterns, and active listening to understand and 

resolve challenges in understanding participants may have been experiencing. My inquiry team 

and I employed these techniques as needed during the focus groups. I ensured all participants 

reviewed and signed the consent forms (see Appendix E for Focus Group Consent Forms) as 

they entered the focus group space. When deemed appropriate by the carer, the carer completed 

the consent form on behalf of the participant with dementia, and then I asked the person with 

dementia to verbally consent to participation in the focus group and to the audio recording of the 

session. I then provided a Research Information Letter (see Appendix F) to each consenting 

focus group participant. I developed a semistructured focus group guide (see Appendix G for the 

Focus Group Guide) to elicit information on past and present social and leisure patterns, 

opportunities and barriers to feelings of connection, and safety and community involvement.  

After developing the Focus Group Guide, I revised the content with feedback from the 

inquiry team members and the project sponsor, and slightly revised it again after the first focus 

group with feedback from the focus group members and project sponsor. I verbally reminded 

focus group participants about the confidential nature of the content shared during the focus 

group both just before and again after the focus group session. Each of the focus groups were 

audio recorded and then transcribed verbatim via TranscribeMe! (n.d.), an online transcription 

service. Members of my inquiry team took field notes during each interview using a four-

quadrant Alzheimer’s Disease International (2016) DFC development frame described later in 

this chapter. At the conclusion of each focus group, I offered participants the opportunity to 

receive a summary of the research findings by entering their full names and email addresses on 
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the sign up form. Seven people requested the summary. The six focus groups resulted in a total 

of 26 participants; see Table 1 for a breakdown of the number of participants per session. 

Table 1 

Number of Participants per Focus Group Session 

Focus Group Session No. of Participants 

Group 1 2 

Group 2 0 

Group 3 4 

Group 4 4 

Group 5 5 

Group 6 11 

Total 26 
 

World café. In consultation with the GVEF Executive Director and the project sponsor, I 

selected approximately 50 people directly serving people with dementia from a regional Seniors’ 

Services Directory (Seniors Serving Seniors, n.d.) containing over 500 listings of community 

resources, and I invited these individuals to participate in the world café (see Appendix H for the 

World Café Invitation). In addition, because the world café was one of many events included in 

the GVEF program for their annual Embrace Aging Month, the GVEF posted notices to 

participate in the world café in local community newspapers and in online and print materials 

(see Appendix I for the World Café Notice). In total, 14 people registered for the world café, 

which was held in March 2018 at a local seniors’ wellness centre, and 16 people participated. All 

participants planned and/or delivered program and services in community settings for people 

with dementia and/or carers. I developed the questions guiding the world café, which I based on 

initial findings within the focus group data and the Dementia Priority Setting Partnership Top 10 
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List generated by the Alzheimer Society of Canada together with the James Lind Alliance 

through a process of patient and public involvement (Kelly et al., 2015). I then revised the 

questions with feedback from the project sponsor and inquiry team members and integrated these 

into the session plan (see Appendix J for the World Café Session Plan). I set up the world café 

space to host three groups in two rooms; I covered each table with a red or yellow table cloth and 

supplied each with 3- by 4-foot sheets of white paper, coloured markers, and small strips of 

paper containing deidentified quotes of the focus group members in large font. I ensured all 

participants completed consent forms upon entering the event (see Appendix K for the World 

Café Consent Form), and all participants received a research information letter to retain for their 

records (see Appendix F for the Research Information Letter).  

The inquiry team members and I then welcomed participants into the world café and 

offered them name tags and refreshments. I began the session with a 10-minute presentation 

about the evolution of DFCs internationally and in BC and an orientation to the world café 

process. The participants then self-selected an initial table group and undertook three rounds of 

conversation relating to the world café questions, changing tables and group members with each 

question and/or round. I kept time and directed the flow of activities as per the session plan. The 

project sponsor and members of my inquiry team acted as table hosts and recorded key points at 

each conversation group; the hosts also encouraged participants to doodle on the table cloths to 

record their thoughts and feelings during the conversations. With an aim to include the voices 

and perspectives of the focus group members in the conversations, before and during the rounds, 

I invited each participant to read aloud one or two of the focus group quotes to their tablemates. 

Between Rounds 1 and 2 and after Round 3, all participants gathered around a 4- by 10-foot 
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mounted paper canvas at which I reviewed key points and conducted a short report out 

conversation with participants to connect and build on ideas while the graphic facilitator created 

the graphic recording. Following the last report out, the graphic facilitator reviewed the 

tablecloths and key point flip charts created by world café participants and then added 

information to the graphic recording. At the conclusion of the world café participants were 

offered the opportunity to receive a summary of the research findings by entering their full 

names and email addresses on the sign up form. Nine people requested the summary. 

Interviews. In total, I interviewed eight formal leaders with potential influence in the 

regional dementia community between February and May 2018. I conducted the interviews with 

the intent to gain leaders’ perspectives on the research questions and to reflect on the initial 

findings of the ARE inquiry resulting from the focus groups and world café. These formal 

leaders included a community recreation manager, a well-known geriatric physician, the 

caregiver support and engagement lead for a province-wide support organization, a councillor for 

a large municipality within the CRD with a decades-long history of involvement with seniors’ 

issues, two managers in acute care with Island Health, the regional lead for best practice care of 

people with dementia, a senior planner for another of the three BC municipalities who have 

completed an officially adopted DFAP, and finally the Seniors Advocate of BC. I contacted each 

formal leader through his or her public email address with an email invitation to participate in the 

research (see Appendix L for the Interview Invitation). I then met with the participants at their 

offices (four individuals) or at a local coffee shop (two individuals), or the interviews were 

conducted over the phone (two individuals). In each case, participants signed a consent form just 

prior to the interview (see Appendix M for the Interview Consent Form) and were provided a 
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copy of the Research Letter (see Appendix F) for their records. All but one participant consented 

to direct attribution of quotes in this report. Five of the eight interviews were audio recorded and 

then transcribed verbatim via Transcribe Me! (n.d.), an online transcription service. The two 

phone interviews were not recorded due to technological constraints, and one in-person interview 

was not audio recorded at the request of the participant. In these last three cases, I took field 

notes during the interview. I developed the interview questions based on the world café questions 

and issues emerging through preliminary analysis of focus group and world café data (see 

Appendix N for the Interview Questions) and then modified these slightly to suit the particular 

expertise of the formal leader. At the conclusion of the interview each formal leader confirmed 

he or she would like to receive a copy of the research summary by email. 

The summarized direct outputs of the research data collection, essentially the graphic 

recording, remain the property of the GVEF. The graphic recording may be used in support of 

the direct work of the GVEF, as discussed in Chapter 1, and I will present this graphic to the 

GVEF Board in September 2018 along with the findings and recommendations of the ARE 

inquiry. With the permission of the GVEF, the graphic recording, findings, and 

recommendations may be utilized more broadly by emerging action groups in community 

development efforts related to the resulting recommendations. 

Data Analysis and Validity 

I worked to transform the data into trustworthy outcomes by using systematic methods to 

link connections to build an interpretation (Glesne, 2016), grounded in the everyday reality of the 

participants (Stringer, 2014), through a process of thematic analysis. Thematic analysis is a 

technique that searches for patterns and themes among qualitative data (Glesne, 2016). Nowell, 
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Norris, White, and Moules (2017) noted thematic analysis is a flexible approach useful to 

provide a complex account of data, yet cautioned this flexibility can lead to inconsistency and 

lack of coherence . To mitigate this concern as a novice researcher, I adhered to the six-phase 

process of thematic analysis to build consistency in the analysis and trustworthiness in the ARE 

inquiry outcomes. Phase 1 involved prolonged engagement with the data, Phase 2 involved 

generating initial codes, Phase 3 generated themes based on the codes, Phase 4 developed the 

themes with input from inquiry team members, Phase 5 named and defined the themes, and 

Phase 6 involved revisiting and checking the meaning-making process during the writing of the 

report (Nowell et al., 2017). While the phase descriptions are linear, the process of applying 

them was nonlinear and instead part of an iterative and reflective practice during the three cycles 

of the ARE inquiry, described below. 

In the week following the focus groups I read through each transcript three times and 

listened to each recording once, highlighting quotes that addressed the focus group questions or 

that I deemed meaningful within the context of the overarching research questions. I entered 

these quotes into a Microsoft Excel spreadsheet and categorized the data by respondent (person 

with dementia or carer), organized under the question they applied to. In addition, I created a 

category titled “Other” for quotes that provided important information but did not directly 

answer a focus group question. I marked quotes with significant emotional resonance with a 

“Great quote” tag. Next, I applied three open or emergent codes to each quote, arising from the 

preexisting theories and my knowledge and the comparison of similarities and differences 

between quotes (Corbin & Strauss, 1990). In all, I applied 85 codes to the data. Each code was 

then printed on to a small sticky note and arranged around the Alzheimer’s Disease International 
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(2016) DFC development frame, encompassing people, communities, organizations, and 

partnerships in nodes of related or axial codes that identified units of meaning that summarize or 

typified the information (Corbin & Strauss, 1990). 

The Alzheimer’s Disease International (2016) DFC development frame was the third 

systems lens I incorporated into the ARE inquiry with an aim to categorize and analyze data 

within a frame that would then align findings and recommendations within evidence-based, 

widely accepted key principles of DFCs. The four key principles are intended to guide 

development DFCs that work toward two underlying objectives: reducing stigma and increasing 

understanding of dementia and empowering people with dementia to make decisions about their 

lives to the fullest extent they are able to (Alzheimer’s Disease International, 2016). The 

principle of “people” (Alzheimer’s Disease International, 2016, p. 10) refers primarily to the 

involvement of people with dementia and secondarily to input from carers to understand the 

economic and social impacts of dementia. The principle of “communities” (Alzheimer’s Disease 

International, 2016, p. 10) relates to a focus on the shared socially constructed environment in 

which stigma and social isolation might be decreased through community planning and activities 

that support the inclusion and independence of people with dementia. The principle of 

“organisations” (Alzheimer’s Disease International, 2016, p. 10) encourages development of 

approaches and strategies that demonstrate awareness, respect, and responsiveness by 

organizations toward people with dementia. Lastly, the principle of “partnerships” (Alzheimer’s 

Disease International, 2016, p. 11) relates to collective commitment and collaboration to social 

action across sectors and systems. 
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I sorted the codes within the spreadsheet according to the number of times they were 

applied, and again into emerging categories and themes using the sticky notes. I then reviewed 

the field notes taken by the inquiry team members at the focus groups using the Alzheimer’s 

Disease International (2016) four-quadrant frame for the first time to find similarities and 

differences as compared to the conclusions of the researcher in terms of the most important 

information shared in the focus groups. After 2 weeks of shifting the notes to form categories 

and develop themes, I converted the formation into a mind map using the online program 

MindMeister (n.d.). The open codes were again considered through the lens of a fourth systems 

frame, integral theory, to form summary statements related to the development of DFCs from the 

perspectives of people with dementia and their carers (see Appendix O for Individual 

Interior/Exterior Findings). 

In simple terms, integral theory suggests that all human knowledge and experience can be 

placed in a four-quadrant grid, along the axes of interior–exterior and individual–collective: 

postulating a metatheory that attempts to explain how every form of knowledge and experience 

fits together coherently (Wilber, 2005). I selected integral theory as a lens with which to analyze 

ARE inquiry data because the axes enable both separation and integration of individual thoughts 

and behaviours with collective culture and social systems, enabling people to see themselves and 

the world around them “in more comprehensive and effective ways” (Wilber, 2005, p. 3). The 

integral theory lens provided a foundation to focus the inquiry and to organize the data and 

integrate the information gathered into the overarching systems lens applied to inquiry 

recommendations and implications called the three-horizon framework (IFF, n.d.), which I will 

discuss in Chapter 4. 
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Next, I deidentified the focus group quotes tagged “Great quotes” were and printed these 

in large font for integration in the world café process. In the week after the world café, I 

reviewed the key points, table covers with participant doodles, and the graphic recording three 

times and recorded emerging data in a Microsoft Excel spreadsheet categorized by the world café 

question they related to. Finally, I selected added the world café dominant themes to the mind 

map in order to strengthen or expand existing themes. Finally, I reviewed the transcripts for the 

interviews twice within a week of each interview. I entered key points from each interview into a 

spreadsheet, categorized with the name of the formal leader and the question the point related to. 

In the final phase of the thematic analysis or meaning making of the data analysis, I reviewed the 

findings and recommendations with inquiry team members and the project sponsor. I also issued 

an invitation to review the findings and recommendations to the focus group members through 

the Minds in Motion® Group Coordinator, but received no reply. 

No attribution was made to any focus group or world café participant for comments, 

ideas, examples, reflections, or stories. Instead, I treated the resulting data as collective 

perspectives on the research questions. 

Coghlan and Brannick (2014) suggested the AR process places specific demands on the 

researcher to make authenticity an active practice to remain aware of and mitigate his or her own 

potential bias. To ensure active practice, I attended to the four process imperatives that 

characterize authenticity: be attentive to the data, be intelligent in inquiry, be reasonable in 

judgements, and be responsible in making decisions and taking action (Coghlan & Brannick, 

2014) through journaling and reflective conversations with inquiry team members, the project 

sponsor, and a mentor throughout the ARE inquiry. In addition, I persistently applied the 
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“verbatim principle, using terms and concepts drawn from the participants themselves” (Stringer, 

2014, p. 140) to data analysis to promote validity and reliability in reflecting the perspectives of 

the participants. 

I addressed the key issue of validity as it relates to authenticity and trustworthiness by 

employing the following strategies, suggested by Glesne (2016), to build trust and demonstrate 

reflexivity or critical reflection during the inquiry process. I expressly described researcher bias 

and subjectivity in this report. I achieved peer review and debriefing with the inquiry team and 

team sponsor to gain external reflection and input on the inquiry process and analysis. I also 

sought input and feedback from the focus group participants, although I received no reply. I 

purposefully constructed an audit trail through journaling during the inquiry to make each step of 

the process explicit. I did not seek substantial triangulation of data because, in utilizing 

qualitative methods in this inquiry, “contested truth is not the goal, perspective is” (Glesne, 2016, 

p. 44). Richardson and St. Pierre (2005) concurred and noted crystallization is more appropriate 

in qualitative analysis because it “provides us with a deepened complex, and thoroughly partial 

understanding” (p. 963) and it is acknowledged there is always more to know. Nevertheless, the 

observer notes produced during the focus group by the inquiry team members were employed to 

provide some triangulation around emerging priorities during the focus group data analysis. 

Ethical Issues 

The Tri-Council Policy Statement (TCPS; Canadian Institutes of Health Research 

[CIHR], Natural Sciences, and Engineering Research Council of Canada, & Social Sciences and 

Humanities Research Council of Canada, 2014) governs ethical conduct for research involving 

humans is governed in Canada, and within the Royal Roads University Master of Arts in 
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Leadership program. The TCPS (CIHR et al., 2014) requires demonstrated respect for human 

dignity through attention to three core principles to mitigate the unknown trivial or significant 

potential risks: “respect for persons, concern for welfare, [and] justice” (p. 6). 

Respect for persons. Concerned with the treatment of persons involved in research, 

human data and biological materials, as well as the complex aspects of autonomy, the TCPS 

(CIHR et al., 2014) principle of respect for persons included all participants in the inquiry in a 

general sense. I exercised care to ensure autonomous decision making was supported for all 

participants. Participants with dementia may have had a diminished capacity to exercise their 

autonomy due to the brain damage caused by the dementing disease. I followed the guidelines of 

the TCPS (CIHR et al., 2014) relating to persons with cognitive impairment to ensure 

participants with dementia were supported with the adapted communication methods each 

participant required to make their wishes about participation known. I negotiated use of the data 

gathered in the interviews with the participant, in terms attributing quotes directly or explicitly 

identifying the participant. The Royal Roads University Research Ethics Board considers people 

with dementia to be vulnerable research participants. The only perceived risk to participants with 

dementia was that they may have felt anxious or suspicious within a group of unfamiliar people. 

I reduced this risk by engaging with people with dementia together with their carers in a familiar 

setting (i.e., the Minds in Motion® program) and with peers they were familiar with. In addition, 

as required by the Royal Roads University Research Ethics Board, I completed a criminal 

records search and submitted it to my academic advisor prior to undertaking the research because 

the methods involved people with dementia who are considered a vulnerable population. 
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Concern for welfare. The key principle of concern for welfare is focussed on a holistic 

perspective of a person’s life, his or her circumstances, the individual’s right to privacy and 

control over personal information, and extends to the welfare of the person’s group affiliations 

(CIHR et al., 2014). During the inquiry, I focussed efforts to demonstrate concern for welfare on 

providing the appropriate amount and type of information to all participants to ensure they were 

making a truly informed decision to take part and to remain engaged during each phase of the 

inquiry. People with dementia and their family carers often face stigma and stereotyping. 

Therefore, I took care not to represent the data gathered encompassing all stakeholders, but 

rather as a thoughtfully composed perspective of a group of stakeholders and their stories. 

Justice. Concerned with equity and fairness, the inquiry demonstrated concern for justice 

by ensuring equal opportunities to all groups of stakeholders to share their input, and equally 

weighted perspectives of all participants during data analysis. I paid special attention to equitable 

voice during the world café, as the facilitator needed to be sensitive to potential communication 

barriers and power-over issues, participants with English as a second language, and other 

participants with unexposed barriers to participation. 

No power-over issues existed between any of the inquiry participants and me, as I do not 

fund or deliver services nor do I influence others who do. I ameliorated power-over issues 

between group members by separating service providers from service users and separating 

service funders from service providers during the inquiry to gain their perspectives without fear 

of reprisal. 
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Chapter Summary 

This chapter provided a description and rationale for the methodological framework of 

the ARE inquiry, which included focus groups with people with dementia and carers as a 

participant dyad, a world café with service providers and planners, and interviews with formal 

leaders, followed by description of the thematic analysis methods used. Finally, I discussed study 

conduct and ethical issues. The next chapter presents the study findings and conclusions and 

discusses the scope and limitations of the inquiry. 
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Chapter Four: Findings and Conclusions 

This chapter describes the findings from the inquiry, including the themes that emerged 

from the data analysis, an interpretation of the findings, and the study conclusions. The chapter 

ends with a discussion of the scope and limitations of the inquiry. The research explored the 

overarching research question: How can the GVEF work together with people with dementia and 

other key stakeholders to make the CRD a good place to live with dementia? I also considered 

the following four subquestions:  

1. How are people living with dementia in our community overcoming barriers to self-

determination? 

2. What resources can be expanded to support people living with dementia to live a 

good life in our community? 

3. Who are the key stakeholders interested in development of DFCs in our region? 

4. What local policies, strategic frameworks, and other resources might aid stakeholders 

to collaborate in building DFCs? 

The following findings and conclusions are based on qualitative data collected through 

six focus groups, a world café, and interviews with eight formal leaders intended to engage 

project participants to jointly construct a new interpretation of the dementia community within 

the CRD, grounded in the lived experience of people with dementia. First, focus group 

participants, which included people with dementia and carers as a participant dyad, identified 

themes through group dialogue. I then analyzed the data and identified themes from the group 

dialogue. I engaged health and social service providers in the CRD in a world café consisting of 

small and large group discussions to consider the focus group themes and actions they could take 
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that might meet the expressed needs of people with dementia and their carers. Finally, formal 

leaders with influence in the dementia community were interviewed to gather information about 

how the types of changes identified might be influenced at the systems level. In the following 

sections, I attribute quotations illustrating themes as provided by the focus group participants 

using the terms person with dementia and carer. Similarly, I attribute collective data generated 

by participants during the world café using the term service provider or planner. For formal 

leaders who were interviewed, I elected to attribute quotations by identifying the participant’s 

role or by referring to the participant by name. In the case of the geriatrician, who provided 

consent for his comments but not his name, I attribute quotations to his role only. I chose this 

form of attribution of quotations to protect participant confidentiality and anonymity in this 

study. 

Study Findings 

The key themes arising from data collected relate primarily to the perspectives of 

individuals with dementia and individuals engaged in a caregiving relationship with person with 

dementia. Secondarily, the themes relate to the perspectives of individuals responsible for 

delivering health or service programs for people with dementia on behalf of a group or 

organization as well as individuals responsible for influencing and allocating resources at a 

systems level to support people with dementia within the CRD and in BC. As discussed in 

Chapter 3, I applied Wilber’s (2005) integral model during data analysis as a systems lens 

intended to facilitate both separation and integration of individual thoughts and behaviours with 

collective culture and social systems and to enable themes to arise at both the individual and 

collective levels, which were at the same time sensitive and broadly inclusive. Wilber proposed 
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the individual can be considered at the level of the interior self, or the subjective experience of 

memories, emotions, sensations and perceptions, as well as the at the at the level of the exterior 

self, or the observable behavioural aspects of an individual. Further, Wilber proposed people’s 

collective behaviour could be considered in two similar ways. Aspects of culture are evident at 

the level of the interior–collective, which includes shared meanings, values, and relationships. 

The patterns and processes that order the socioecological world around us are evident at the 

exterior–collective level, within the intersecting systems of the socioecological world networks, 

government, the natural world, and technology. Bartlett and O’Connor (2010) noted it is critical 

for people with dementia to be positioned and seen as people with power who are important to 

the research process, which is why I ensured people with dementia were supported as a 

participant dyad to provide the primary evidence for the study. At the same time, the goal of the 

research was to inform collaborative action at the interior– and exterior–collective levels. 

Therefore, while the findings and conclusions at the interior– and exterior–individual levels 

substantively inform the research, only the findings and conclusions at the interior– and exterior–

collective levels are discussed explicitly and developed into recommendations in this report. See 

Appendix O for an overview of interior– and exterior–individual level findings and conclusions 

that may have implications for future inquiry. Based on analysis of the data, I developed the 

following five findings to inform an interior–collective (cultural) and the exterior–collective 

(systems) perspective: 

1. Loss of local community is a disabling factor for people with dementia and carers. 

2. A common or shared understanding of dementia is absent. 

3. Formal supports to navigate the dementia care system are both lacking and rigid. 
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4. Tension exists around using an age-friendly versus a dementia-friendly lens to guide 

program and service development. 

5. Service providers and planners as well as formal leaders demonstrated the 

compassion, will, and creativity to engender positive change in dementia care. 

Finding 1: Loss of local community is a disabling factor for people with dementia 

and carers. I present the information supporting this finding in three subsections. I first define 

the loss of local community and then discuss intergenerational connections. Finally, I examine 

the subfinding that not everyone wants to belong among peers with dementia. 

Loss of local community. While loss of local community is a broad concept of concern 

for people of all ages related to the negative impacts of technology and globalization, specific 

aspects of dementia make lack of local community a disabling factor for people with dementia 

and carers. Focus group participants reported that living with dementia inexorably shrinks the 

world they formerly occupied. A person with dementia described her frustration with this reality:  

I’m restricted. I have a problem with my brain. Well I yeah. Okay, yeah so that makes a 

little challenging sometimes. I’m looking for something that I can do. It takes a little 

while at home. So I’m just getting into it.  

A carer noted previous shared leisure patterns have disintegrated:  

Well, we usually like to play tennis, and go for walks, and ride our bikes—things like 

that. But we’re a little bit stunted at the moment. We can’t do anything like that. So our 

main thing is to come here, next door, and do some exercises. 
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Sadly, her spouse is very aware of the changes his dementia has created in their lives: “I mean I 

lost my mobility and a great part of my brain, so I don’t know how it’s going to progress. So I 

have to wait and see. I just don’t know if I’m going to be weaker.” 

One man with dementia noted his past leisure activities were not well developed, and so 

the dementia made it more difficult to stay engaged to active leisure and remain connected to 

others:  

I can’t motivate myself. And when I was working, it took a lot of my time, so I was really 

exhausted. And then I started to play golf for a while, but that became a little bit too 

much. Some of the people that [I was] playing with, they weren’t receptive to people with 

some form of difficulty, and they always seemed to segregate themselves. 

In another focus group, two participants with dementia underscored clearly that motivation to 

maintain healthy activity is a challenge. One participant with dementia stated, “This sickness, I 

think it makes you even more lazy. Have you noticed that?”  

A second participant with dementia replied, “Well, the muscles don’t want to do it.” 

The first participant then responded, “Yeah. We have to be really motivated.” 

One carer articulated a common theme that surfaced amongst carers in the focus group 

sessions—she feels responsible for developing a new kind of life with dementia for them both: 

So anything to make our life more upbeat, I’m all for. I just told him, “If I’m presenting 

things to you that you really don’t want to do, then present something to me that we can 

do together, right? And I’ll do it. I’m in. I’m in.” But so far, I’m not coming up with too 

many things that he wants to do. 
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As the world shrinks, social connectedness, or perceived and received support in times of 

need (Norris, Stevens, Pfefferbaum, Wyche, & Pfefferbaum, 2008), can wane. Putnam (2000) 

suggested, “Social connectedness matters to our lives in the most profound way” (p. 326), 

asserting it is one of the most powerful determinants of psychological and physical health. Social 

connectedness refers to face-to-face interactions with people within a community or a common 

location where a group of people are to varying degrees interconnected and interdependent and 

where they may share common goals and share responsibility. Goodwill, fellowship, sympathy, 

and social capital form the currencies exchanged to build social connectedness among 

neighbours and friends (Putnam, 2000).  

Focus group participants described multiple ways in which their sense of social 

connectedness was diminished by dementia. For example, a central theme arising from focus 

group participants who were spouses of individuals with dementia was that they are often “alone 

together” in a new world created by dementia. As one carer noted, “We don’t have a big pool of 

friends because they tend to disburse once you get older. So we keep each other company.” 

Several participants reported their social circles were small because they had moved from 

another province to retire in the CRD, leaving friends and family behind, their children had 

moved out of province or country, and friends had passed away. A carer observed that dementia 

“makes you quite limited and it makes the partner limited as well.” Growing concern for safety is 

another factor that shrinks social connectedness for both people with dementia and carers. One 

carer admitted he is limiting his wife’s activities as a safety measure:  



A GOOD LIFE WITH DEMENTIA 80 

Actually, I’m trying to kind of keep her from going out by herself as much as possible. 

That’s why I’m trying to arrange my day so that I can be home for noon for lunch. And 

then we’ll go for a drive or we’ll go for a walk or whatever.  

At the same time, while the lifelong habit of walking remains important to his wife, she is aware 

of his concern for her safety and is working to accommodate it: “But that’s the big thing, is just 

being—you’ve got to sort of stay cognitive so that if you are going out for a walk, you’re not 

hurting anybody else. That’s my thing. I wouldn’t want to upset somebody.”  

Another carer noted, “I don’t like to leave him on his own because he falls, and things 

like that. So it doesn’t give me that hour when I can just go and exercise or do my thing.” Then, 

seeming to sense a safe place to share, another carer admitted being alone together can be 

challenging:  

For me, personally, and I’m not hurting his feelings, but somebody to watch him while I 

have an hour or two that I could go—it’s very hard to go shopping. I can’t go clothes 

shopping because he can’t stand around. And I can’t leave him in the car. That’s not fair. 

Other carers are very clear that they believe being alone together is their duty:  

I think . . . it’s the privacy act that we all grew up with. Our business is our business, and 

we don’t want outsiders to come in and like I said, “Okay, the bathroom needs to be 

clean.” I can do it myself sort of thing. We’ve got this—I don’t know whether it’s—I 

know I do that I don’t want anybody to come in and be at home, you understand?  

Multifaceted and overlapping factors cause people with dementia and carers to struggle to 

maintain the local community of their prediagnosis lives and to adapt to new challenges, such as 



A GOOD LIFE WITH DEMENTIA 81 

lack of motivation and diminishing social connections. They often face these challenges alone 

together as a dyad, and in continuously new manifestations as dementia progresses. 

During the world café session, service planners and providers strongly empathized with 

the theme of people with dementia and their carers being alone together in a new world. I asked 

world café participants, “What can be done to support the emotional well-being, including a 

sense of dignity, for a person with dementia?” Service planners’ and providers’ ideas 

encompassed the actions from the perspective of the service providers: “ask them,” “be 

nonjudgmental,” “respect the individual and the choices they make,” “reduce ageism attitudes,” 

support them and their identity,” “be an advocate,” and “be attentive.” Service planners’ and 

providers’ responses also encompassed the perspective of the dyad of the person with dementia 

and carer: “meaningful activity guided by the individual with dementia,” “keep socialized,” 

“breathe, find connection in a safe place,” “support long-term memory with routines.” The theme 

of carrying multifaceted burdens alone together also held resonance for a Community Recreation 

Manager who led the development of the only intermunicipal DFAP in BC. In her interview she 

noted,  

Just walking through their day-to-day life, that the struggles there are so large, and so 

huge, and so isolating, and how can we better support that? And it’s not just the people 

living with dementia, but their caregivers as well. They fall through the cracks. (Jill 

Lawlor) 

This theme also held resonance for the geriatrician, who has cared and advocated for 

people with dementia in the United Kingdom and in BC and Alberta over a 50-year career. This 

participant stated that he believed the substantial number of people soon to be living in 
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community settings with more severe impairments will require an increased level of support that 

is only achievable informally through “neighbourliness and the proactive development of 

ongoing networks of support” (Geriatrician) available as the dementia-driven needs increase. He 

also noted that this is likely to come as a surprise to most people who are “unaware of the impact 

and limitations created by dementia” (Geriatrician). At the same time, the loss of local 

community is not restricted to people with dementia and carers; many people in the CRD are 

experiencing a greater sense of isolation from their neighbours due to a variety of social, 

environmental, and economic challenges (Wipond, Barter, & Colussi, 2017). 

Intergenerational connections. A second dominant theme arising from the focus group 

conversations was related to a lack of and longing for intergenerational connections. People with 

dementia and carers expressed repeatedly that they want to remain connected to young people as 

much as to people their own age, and especially to their children. One proud grandpa with 

dementia noted, “They make you forget your troubles. They are everything you are not.” 

Without access to grandchildren, many people with dementia and carers experience very few 

opportunities for intergenerational contacts. A carer stated she was very frustrated by this:  

Well, my mom loves connection with children, but she doesn’t have connection, and I 

was wondering if the library would kind of arrange—especially when a couple of years 

ago when my mom wasn’t quite as advanced, it would be so easy for a child just to sit 

with her and they read together something, but they were just closed to it. They weren’t 

open at all. I just thought something like that would be really helpful. 

Service planners and providers also recognized this need, suggesting that “joy, fun, 

interest, innocence, simplicity, kids and interaction” were ingredients that could maintain or 
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improve health, well-being, and quality of life for people with dementia and carers. Other ideas 

emerging at the world café included integrated intergenerational care programs (child and adult 

daycare), removal of financial barriers for older people to live with children in extended family 

arrangements, and socialization through school programs that focus on the shared experience of 

sensory exploration. These kinds of programs require both imagination and funding. The 

Provincial Coordinator of Education Programs for the Caregivers Society of BC stated, “I think 

DFCs should have more permanent intergenerational and art programs, and should be permanent 

funding for that. It shouldn’t be people fighting for grants to have this kind of program” (Lycia 

Rodrigues). Multiple service planners and providers suggested that children have an important 

role to play as change leaders and advocates. Formal leaders reiterated the need for 

intergenerational education about dementia:  

Kids make a difference because they will challenge their parents. “Mom, why are you 

throwing that piece of plastic in the garbage? That could go into recycling. Pa, why are 

you smoking? You shouldn’t be doing that. It’s bad for you. Mom we need to be patient 

with grandmom because she’s struggling with her memory.” They can change the world. 

(Jill Lawlor) 

Intergenerational connections are an important aspect of DFCs, as they have the potential to 

reduce stigma, alter cultural norms, and provide young people with an opportunity to learn 

valuable lessons about and from older adults. 

Belonging to the dementia community. As described in Finding 3, peers provide 

important systems navigation and other supports along the dementia journey, yet not all people 
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with dementia want to belong to a new community of people with dementia and carers. Several 

carers expressed dissonance between needing and rejecting the help of peers:  

There’s different facets to it—absolutely, and everybody is unique and everybody goes 

through it at a different pace and they accept it differently too. And their spouses accept it 

differently, so, talking amongst ourselves, I hate support groups. I just hate them, 

because, I don’t know.  

People with dementia experience similar dissonance:  

I can imagine when you have something like that you’re less likely to talk about it. If 

you’d broken your leg, you can show off “I’ve got a broken leg” and all, but if you’re a 

bit slow at what people are saying and you’re not so happy about letting other people 

know.  

However, some people with dementia find real comfort among peers, for example at a men’s 

support group, “because everybody has—they talk about when they were kids and what they do 

now, things like that. They don’t dwell on what’s the problem now, which is good.” Some people 

with dementia want to help others find their way in the new world:  

It’s a good thing for people who are just coming into this that say it’s just happening to 

them because it would make their life just that little bit easier, because, I mean, dementia 

is something that hits an awful lot of people. And to see people, like if you’re with a 

group like you have and there’s other people, it makes it feel a little bit better. I 

remember my first one I went to. In my head, I’m thinking, “I don’t know why I’m here.” 

And I knew that I’d have to take a step back and think about it, but it really makes a big 

difference because it would be so easy to just say, “No, that’s okay. I know how to do 
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that. Yes, that’s okay. I know how to do that.” But it’s the learning of how everything 

falls into place. 

Nevertheless, not all people with dementia or carers want to belong within a new 

community in which the bonding factor is dementia. For example, one carer observed that being 

among peers was disabling for her spouse:  

But where this is going he knows—he knows all too well firsthand, so when we were 

going to join these groups—when we joined some of the people were a lot worse than 

him. That wasn’t a good thing because he got a glimpse of the future. 

When piled on top of the complexities of modern life, the challenges of a shrinking 

world, decreasing perceptions of social connectedness, loss of connection to other generations, 

and reluctance to align with a new, disease-focused community amount to significant burden for 

people with dementia and carers. 

Finding 2: A common or shared understanding of dementia is absent. The 

information supporting this finding is described terms of the critical impacts of a lack of shared 

understanding about dementia at multiple levels within the dementia community in the CRD. 

From a systems perspective, the Site Director of Victoria General Hospital for Island Health 

observed, “I don’t think we’re at a common understanding about what dementia is and what 

living with dementia means from people that are living with it but also of their caregivers” 

(Sharon Parkes). 

This finding was also evident at the individual level among focus group members, who 

reported being perplexed by dementia themselves. Dementia is problematic for carers and other 
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family members to understand, making development of shared understanding challenging, as 

revealed in the following exchange between a carer and her spouse with dementia.  

“Well, I think dementia is a lot like if you have rheumatoid arthritis and you sort of go, 

there’s so many different ones, and, I don’t know, I just don’t think two people are ever alike” 

(Carer).  

“My mother had dementia” (Person with Dementia). 

“Yeah, and some of her traits he follows, but others he doesn’t” (Carer). 

Another participant with dementia noted,  

It’s hard for some people to understand and it really is, right, your family. They get to the 

point where they don’t even hardly notice, you know what I mean? But for someone else 

that you might be talking to, then I just take my time. 

At the same time, a participant with dementia suggested that shared understanding is 

more common now than when her mother experienced dementia:  

That was quite a few years ago, and so, I mean, the knowledge that we have now is so 

much more so than when she had. We had no idea. We had no—she would repeat herself 

and everything. And we said, “Okay, Mom. That’s okay, that’s the past. Don’t worry 

about it.” Now, I’m sure dad wouldn’t act like that. You listen to them, but before, oh, 

you just brushed it off, saying, “Oh, it’s just old age.” 

Focus group participants reported acceptance of dementia can be a traumatic process: “To 

be really frank and really serious, when we first found out, we had three weeks of crying at our 

house—both of us.” Another carer shared her struggle to manage her frustration with the 

process:  
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I shout at him and he shouts back. That’s not doing anybody any good. But it is healthy to 

get your frustrations out. To keep them in is not a good thing. I’m not saying to do it 

everyday, but I think everybody needs to. Even if you get in the car and scream your head 

off and then get out. Okay, okay, it is good.  

Another carer described his process of acceptance in terms of personal growth:  

I find the hardest part for a caregiver is getting a handle on your patience. That was the 

hardest part at first because, all of a sudden, things that you’re sort of, “Okay, well, I 

won’t worry about it because she will have it done,” and it doesn’t happen anymore. And 

you’ve got to kind of slap yourself on the side of the head and say, “No, you can’t do 

that. You can’t get angry. You can’t do this, you can’t do that.” And that’s really easy 

now. So that was the hardest part of the scenario. 

Carers often displayed pragmatism around the multiple uncertainties that accompany 

dementia: “Well, the last 5 years, for me, has changed a lot, so if the next 5 years changes as 

much, that’s why you can’t make too many plans, can you?” Another carer emphasized 

acceptance of challenges to educate himself about dementia;  

Well, the class that we had was 16, eh. [We] had a big table in the conference room on 

the second floor up on the Alzheimer’s centre there. So to do it in 2 hours and to have 

people talking—it’s a quick session. And I understand it. I mean, they have a lot of things 

they have to go through, and they’re volunteers, etc. It is what it is, I guess. 

A shared understanding of dementia seemed to be more common among service 

providers and planners, as participants actively built on the contributions of others during the 

dialogue at the world café. These participants repeatedly emphasized the importance of 
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understanding “who is the person?” Service providers and planners also supported identity and 

adapting communication with increased sensitivity to nonverbal communication and body 

language. World café participants discussed themes relating to “compassion in our roles,” 

“connecting with the heart,” and “respectful advocacy” at length. A noteworthy depth of 

understanding was expressed when a member of the world café session observed that the 

“complexity of everyday life follows into dementia,” creating another layer of vulnerability for 

people with dementia and their carers. Other participants concurred and provided examples of 

how abuse of people with dementia occurs within dysfunctional families. At the same time, poor 

communication combined with a lack of knowledge and skill among service planners and 

providers to assist families in critical moments continues to traumatize people with dementia and 

their carers. One carer shared a clear example of this around her stepmother being moved into 

care:  

They handled that so badly, so it remained with me, about how they moved her from the 

family home, where she’d been with dad, to the facility. And we took her in my car, with 

my dad. And it’s like, “Doreen, we’re taking you to”—it was a place downtown. 

Anyway, and she was crying, saying, “Where are you taking me? I don’t want to go. 

What did I do wrong?” Like, “What can I do? Let me stay.” And she was crying, and it 

was awful. 

The formal leaders acknowledged a lack of shared understanding is pervasive within 

health and social service systems and is challenging to tackle: “Often we think once you have 

dementia, you’ve forgotten. You’ve forgotten who you are. You’ve forgotten your life. You have 

no value” (Jill Lawlor). A Manager of General Surgery with Island Health, who has recently 
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participated in a Dementia Action Working Group to make acute care more dementia friendly, 

noted, “I think it’s something everybody needs to be involved in, have some education. Everyone 

has a small part to play in this, and it’s around education and that the piece. I just don’t think 

we’re educating our staff really” (Christina Brulander). The geriatrician connected lack of shared 

understanding to an overarching professional “dissatisfaction” with dementia due to the 

complexity and variability of the expression and progression of symptoms, which he suggested is 

linked to “an inability to live with the uncertainties” of dementia. This dissatisfaction may also 

be related to a discomfort among health professionals about dementia related to beliefs around 

dementia causing an erosion of the “self.” The sense of futility resulting from a perceived loss of 

self in dementia seems evident in the following statement by a formal leader holding a position 

of powerful influence: 

You are talking about a disease where a person is going to lose their mind. That is more 

difficult than losing the function in a body, because as you lose function in your body it’s 

obvious. It isn’t obvious as you lose function in your mind—the bit by bit by bit. 

Dementia is different. It is a different thing. The essence of who you are is your brain, not 

your body, right? It’s your mind . . . right? . . . The essence of the person isn’t in the 

physical body. . . . It’s in what they’re thinking. That all goes out the window with 

advancing dementia, right? And there’s no cure for dementia at the moment. 

When the belief that cognitive change due to dementia robs individuals of the essence of 

what assigns them value as people (i.e., their minds, memories, relationships) a loss of 

personhood in the eyes of the interior– and exterior–collective may result. This may contribute to 

why, as described in the Chapter 2 literature review, people with dementia are rarely included in 
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planning of the supports and services they use, and instead often undergo a socially reinforced 

process of disengagement, resulting in development of iatrogenic illness or excess disability. 

This disengagement by and from people with dementia may, in turn, reduce collective capacity 

to respond to the holistic needs of the person with dementia. It may also reduce collective 

capacity to see individuals with dementia as a people of equal value or standing and to provide 

them the same basic rights as carers, health care providers, and community members expect for 

themselves. 

Finding 3: Formal supports to navigate the dementia care system are both lacking 

and rigid. I present the information supporting this finding in two subsections. First, I describe 

the potential for this finding to reduce independence and quality of life for people with dementia 

and carers. Then I offer some examples of informal assistance provided between peers. 

Formal supports. Lack of formal supports impacts the capacity of people with dementia 

and carers to navigate the community, and rigidity at the systems level also seems to impair 

collective capacity to provide responsive health and social service programs. Specifically, social 

and recreational opportunities for people with dementia in the CRD, especially programs to 

enable ongoing engagement with the natural world, are very limited. Due to scarcity, most 

groups grow to become medium or large sized and are, therefore, structurally disengaging for 

people with dementia with heightened or depressed senses or impaired information-processing 

abilities. One participant with dementia described a sense of being overwhelmed in large group 

settings:  



A GOOD LIFE WITH DEMENTIA 91 

If it’s too many people, you sort of leave and you’re thinking, “Oh, I didn’t say hi or 

goodbye because there’s too many.” It’s difficult for you to get around to everybody, I’m 

quite sure, or even to be able to talk to everybody who’s come. You know what I mean? 

Poorly designed group structure can add to motivational barriers that prevent engagement in 

social and recreational opportunities, making carers’ role of maintaining connection more 

difficult. One carer observed,  

He is less and less willing to go into a social situation, and that’s what I’ve noticed. If I’ll 

ask him if he wants to do something, it’s always no. And then . . . I’ll ask him again, and 

again, and finally, he may say yes, and then it’s. . . get up, let’s go. 

Almost all of the carers reported dismay at the lack of social and recreation programs that 

people with dementia can attend without their carer. One carer reported her surprise at this 

reality:  

See, that’s what I thought Minds in Motion was, so when I initially signed up for Minds 

in Motion, I thought, “Okay. Great.” I don’t know, for my first day, I brought him, and I 

said, “Okay.” And [program coordinator] looks at me, and she goes, “We expect you to 

stay with him.” And I started to cry. I thought I was going to have 2 hours of him being 

entertained without me being here. 

In another group a second carer related almost the same dashed expectation:  

I thought, well, when he’s here for an hour, I can go into the gym for an hour, I can go 

swimming for an hour, but you can’t do that, you have to be there physically just in case 

they fall. And I found that any other program that’s available, the partner has to be there. 

So it takes up an hour of your time, or whatever, when you could be doing [self-care]. 
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Many reported the day care programs that exist are not tailored to meet individual needs 

such as physical activity for varying ability levels or a range of leisure interests. For one carer the 

lack of appropriate programs seemed to create internal dissonance between meeting her own 

needs and the needs of her spouse. She stated,  

To me—well, this is what the doctor told me about the—she said they would probably be 

able to get him into a day class. I don’t know where it is, but they would pick him up, 

take him to the [class]—and they, from what I can gather, they would play games or do 

stuff.  

Her husband with dementia responded, “I know, but playing games isn’t work. Isn’t—” 

Then another carer interjected, “No. But it’s socializing instead [of] him just sitting at 

home with you.”  

Carers also reported challenges in navigating the health care system to access the 

supports they need:  

They wouldn’t take me into a day program, nothing. My dad spent 5 years in a prisoner 

of war camp. He needs something. And no, it was awful, and at every level, even when 

you talked to Department of Veteran Affairs, you would get different answers from 

different people. Oh, I had awful experiences. 

While adult day programs can provide some carer respite, carers report significant 

waitlists: “If it is possible, I like once a week that he go to a daycare. She said we have to wait 

for waiting lists, for 5 to 9 months, I think, right now.” One formal leader noted, “Here, in BC, 

especially on the island, our access to respite is very, very finite. It doesn’t seem to line up when 

people need it” (Sharon Parkes). Barriers to navigating the range of available unregulated, 
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private pay services that provide respite for carers were also identified by focus group 

participants:  

It is overwhelming and you can sort of—it’s kind of hard to really. I think it should be a 

little bit easier to understand it. You’ve got a whole board full of brochures of different 

people there. So, I mean, where do you begin? Where do you begin? You kind of really 

need to talk to a real person.  

One carer noted age can be a barrier to accessing supports:  

I know people who don’t fit into a day program anymore. There seems to be a real gap in 

service if you’re like—both these people are over 90, and if their partner can’t go to 

daycare, it would be nice if they had more kind of services as for respite right in the 

community, rather than just having someone come in the house so you can get out and be 

with like-minded people. 

Lack of flexible and responsive community programs may become a disabling factor to 

carers and may result in a person with dementia being housed in residential care rather than 

remaining at home. The Caregiver Support and Engagement Lead for the Family Caregivers of 

BC observed,  

Some of the outcomes of caregiver stress can be really poor for everybody if . . . we 

placed [someone] inappropriately in residential care—that’s the very worst. It’s bad 

financially. It’s bad socially. It’s bad on an individual level. It’s just so challenging. 

(Lycia Rodrigues) 

Peer support. Despite multifaceted challenges, focus group participants expressed 

finding considerable solace in one another as peers along the dementia journey, reporting that 
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they shared information and provided a range of informal supports. One carer observed, “You 

know what you find out? We’re basically all in the same boat. Many shared experiences, so we 

can laugh about things that most people can’t even talk about [laughter].” Alongside occasional 

companionship and laughter, participants reported they prioritized advice based on the lived 

perspectives of peers:  

So her and I as backup, we’re going to a caregivers’ seminar. We start this afternoon. 

And it was recommended to another one from Minds and Motion group that’s just 

finished it. And I said, “Well, I think it’s too soon,” and she said, “Maybe it’s too late.” 

So that made me think I’d better go and just see what it’s all about. 

Another carer described his simple enjoyment in connections with peers:  

There’s another thing that I like when we go to an exercise class, you’re sitting there and 

you’re doing whatever together. But when the class is over, you don’t just get off your 

chair and walk out. You’re sitting at tables, and you have a coffee or a tea, and you’re 

very close to the next faces around you, and you can talk about anything. 

While formal and evidence-based social and recreation programs are lacking, informal 

supports seem to contribute to quality of life for people with dementia and carers in the CRD. 

Finding 4: Tension exists around using an age-friendly versus a dementia-friendly 

lens to guide program and service development. The information supporting this finding 

presents perspectives gathered around each approach to community development for older 

adults. The tension around this issue first became apparent in discussion with the venue 

coordinator for the world café, who volunteered her perspective that DFC development was 

unnecessary as an age-friendly (AF) lens was more inclusive and comprehensive. While just one 
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large municipality within the CRD has been designated a global AF city, there are many others 

who apply the AF term to the programs and services they provide through community recreation 

services, as well as to some physical infrastructure design processes. The initial discussion 

around the definitions of AF indicated an issue of interest, so I included the following question in 

a summary discussion at the world café: “Why do we need DFCs, isn’t an AF lens enough?” I 

also asked that same question in each of the interviews with formal leaders. 

At the world café there was universal agreement a dementia-friendly (DF) lens should be 

added to an AF lens for policy and planning to accommodate the unique needs of people with 

dementia. One world café participant voiced the perspective that within a truly AF community 

health care dollars should be reallocated to create wellness-focused care and supports enabled by 

the primary health care system. Others offered that an AF lens would support increased 

interaction between people with dementia and other community members in mixed-living 

environments, as well as many other benefits. A formal leader observed, “Age friendly is a big 

umbrella, and dementia friendly will serve a specific population under it” (Lycia Rodrigues). She 

added that her belief is that “DFCs decrease social isolation, stigma, ageism, and create spaces 

where dementia doesn’t exist, like in an intergenerational art program” (Lycia Rodrigues). 

Another formal leader stated a DFC lens may enable creative solutions to issues that are not well 

addressed by health care:  

It’s the square peg, round hole—we often try and squeeze things into the environment or 

situation just without actually thinking, “Well actually how can we adapt for that 

population?” And I think health care actually has been quite bad for them [people with 
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dementia] over the years, to be honest. It’s sort of like “this is the medical model, and this 

is how you have to fit in.” (Sharon Parkes) 

The Geriatrician observed development of DFCs will require “effort, communication and 

re-appropriation of resources,” but the result will “step beyond age-friendly to serve more people 

with more severe impairments living in community.” A long-time Municipal Councillor in one 

of the largest communities within the CRD, who has worked for decades on seniors issues, 

offered, 

Age friendly is a very broad umbrella and it deals with every aspect of community 

service, whereas, dementia, it is saying of that aging group, of that cohort there will be 

individuals who will have particular needs in the community and those are very much 

related to however their dementia’s presenting. We always took the approach with our 

age-friendly—if you make a community age-friendly, you make it friendly for everyone. 

The things that when you really get down to thinking about it that make it safer for 

seniors also make it safer for children, make it safer for families, make it safer for 

everybody. But I think with dementia, it really is, as they get to know more about it, 

quite—there’s some quite specific needs that have to be—and knowing how to react in a 

way that’s supportive rather than alienating. (Susan Brice) 

A Senior Community Planner responsible to facilitate the implementation of a DFAP in a 

BC community asserted the DFC lens augmented community capacity to resolve complex issue, 

adding a DFC lens was “next level up in terms of inclusion and understanding disability, 

especially with cognitive challenges as people age. It enables better integrated community 

response to issues like hoarding, not safe or not housed older adults” (Margaret Manifold). This 
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same interviewee also noted implementation of a DFAP with no new resources is challenging to 

fit in with other work (Margaret Manifold).  

As described in Chapter 2, breaking down stigma is one of two key priorities in 

development of DFCs. Another formal leader responsible for the implementation of a new DFAP 

strongly asserted that a sensitive DF lens is critical to authentic inclusion of all people in 

community:  

What we are trying to do is destigmatize dementia because, right now, if someone has a 

limp or someone has a sore arm and they can’t open their door, we’ll open the door for 

them and not even think twice. Yet if we see someone struggling cognitively, we either 

make our own assumptions, we blow past it, and we don’t give that same level of 

thoughtfulness as we would with someone with a physical limitation. So I think the focus 

on dementia is about breaking down stigmas. Not necessarily about prioritizing one over 

another. (Jill Lawlor) 

The Manager of Seniors Tertiary Mental Health for Island Health concurred that a DF 

lens may help to break down stigma: 

DFCs enable community to start a conversation—like the mental health social media 

thing “let’s chat.” Just talking can help people move past fear and get over focus on just 

safety and move people with dementia back into the garden. (Colleen Butcher) 

Conversely, the Seniors Advocate of BC observed, “I think we’re naïve in believing that 

the majority of people are going to be able to be liberated from the stigma of dementia” (Isobel 

McKenzie). Her perspective seems to be that a DF lens may actually increase stigma for all older 

adults:  
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If you focus on age-friendly, you de facto will have the tolerance, the awareness, for 

being able to discern the difference between aging and dementia, right? Because you 

want to be careful that you don’t undergo some public campaign about dementia and turn 

around and find out that you are absolutely insulting 85 years olds, most of whom don’t 

have dementia because you’re portraying an image of everybody who looks a certain way 

or acts or certain way as having dementia. (Isobel McKenzie) 

As one world café participant sagely noted, the label DF is a paradox that allows both 

inclusion and exclusion—it reduces and creates stigma simultaneously, likening it to the dual 

impact of the label of polio survivor, which was more common when she was young. The tension 

around using an AF versus a DF lens to guide program and service development is a critical 

factor to consider when developing DFCs in the CRD. 

Finding 5: Service providers and planners as well as formal leaders demonstrated 

the compassion, will and creativity to engender positive change in dementia care. The 

information supporting this finding describes a valuable human resource, as well as how two 

disabling influences, lack of a uniting force and lack of statistical information, may be impairing 

DF planning and locally responsive health and social service program provision. I initially was 

surprised that so many service providers and planners would take time from their professional 

roles to participate in student research about development of DFCs. Over the course of the 

inquiry, I came to recognize that all participants demonstrated a deep personal commitment to 

improving the lives of people with dementia and carers. Based on the data gathered during the 

inquiry, participants, overall, remained open to examining the current state of the dementia 

community and to creation of new paradigms of service provision. This willingness to consider 



A GOOD LIFE WITH DEMENTIA 99 

positive change was demonstrated as service providers and planners and formal leaders 

contributed numerous creative and practical ideas to bolster the development of DFCs grounded 

in their personal experiences and influenced by their professional roles. Some of these ideas are 

reflected in the graphic recording arising from the world café (see Appendix P). If the small 

sample of professionals who participated in the world café and interviews is indicative of the 

capacity of the rest of the dementia community, the CRD has valuable supply of human 

resources to underpin engagement of people with dementia and carers to create positive change. 

One formal leader observed, “We’re better together if we kind of all get around the table and 

talk. We look at our own piece and then we can actually affect the changes that we need” 

(Christina Brulander). 

Nevertheless, community conversations about development of services and supports have 

taken place for many years, yet changes around the issue remain inadequate. One world café 

participant perceptively observed the following during the concluding report out: “We’ve been 

having this conversation for 20 years, but there is still little coordinated action.” During the 

spirited discussion that followed, it was clear the service providers and planners felt strongly that 

a centralized force is essential as a catalyst to the development of DFCs and to coordinate an 

action plan built on existing knowledge and service. A formal leader currently implementing an 

intermunicipal DFAP noted part of the work of a catalyst is to develop champions who would 

advocate alongside or on behalf of people with dementia:  

Some of us that care and have an awareness of the issue that are natural champions, but 

we’ll need many more. I think it’s identifying those people that have the passion and 

continuing to support them. And so now we’ve started to turn people that are maybe 
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becoming a little bit more aware into being a champion within their own areas so that, in 

aquatics, we’ve got someone there who is able to advocate for the rest of their team and 

to let them know that once they too were biased. (Jill Lawlor) 

Lastly, a lack of descriptive statistics, which are used to summarize, describe, and display 

what is know empirically about a specific population, may be constraining the development of 

locally responsive DFCs. As described in Chapter 1, it is unclear exactly how many people in the 

CRD currently have and are expected to develop dementia. Service providers and planners 

reported that a lack of information about the characteristics, such as the age and household 

composition of people with dementia living in community settings was a challenge that inhibited 

planning programs and services. While it is possible this information may exist in various 

formats and reside with sources not involved in the inquiry, it is remarkable that none of the 

service providers and planners or formal leaders interviewed for this research had access to 

descriptive statistics at the municipal level, nor did they agree on how to use existing data to 

calculate a shared understanding. At the same time, perhaps descriptive statistics about people 

with dementia at the municipal level are not readily available because some formal leaders are 

concerned about the broader negative impact the data could have:  

The absolute number is going to grow, but again we need to look at, okay, what’s that 

number? What’s the number of the rest of the population? Because you want to be careful 

that you don’t create a sense that all of us are eventually going to get dementia. (Isobel 

McKenzie) 

While considerable assets in terms of compassion, creativity, and interest in the topic of 

developing DFCs exist within the CRD, the lack of catalyst to collaborative action and of shared 
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understanding through statistical information may be impairing DF planning and locally 

responsive health and social service program provision. 

Study Conclusions 

Based upon the themes identified and a review of pertinent literature, I developed the 

following three conclusions to provide the GVEF, and other leaders at all levels within the 

dementia community, with an understanding of how all stakeholders might work together to 

make the CRD a good place to live with dementia. I first list the conclusions and then describe 

each in detail below: 

1. People with dementia and carers living in community settings in the CRD experience 

disabling factors in their internal and external environments that threaten quality of 

life for the dyad and the independence of the person with dementia due to lack of 

support for the carer. 

2. A lack of collaboration, coordination, and innovation at organizational and systemic 

levels are substantial barriers to the development of the CRD as a good place to live 

with dementia. 

3. Resources to support positive change exist within the CRD, including an appetite for 

culturally influenced change around dementia issues, and people with dementia, 

carers, service providers and planners, and formal leaders are willing to collaborate as 

partners. 

Conclusion 1: People with dementia and carers living in community settings in the 

CRD experience disabling factors in their internal and external environments that threaten 

quality of life for the dyad and the independence of the person with dementia due to lack of 
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support for the carer. The findings of the inquiry suggested complex challenges relating to 

individuals’ internal and external environments amount to significant psychological burden for 

people with dementia and carers living in the CRD. These include a shrinking world, decreasing 

sense of social connectedness, loss of intergenerational relationships and, in some cases, 

reluctance to align with a new, disease-focused community. These burdens are amplified by 

physical health concerns, cognitive decline, and emotional instability in both members of the 

dyad. As noted in Appendix O, difficulty navigating the dementia care system and a lack of 

customized supports are two of many disabling factors that specifically impact carers and, 

therefore, are threats to the independence of people with dementia. The findings also suggested 

that the internal and external collective environment in the CRD adds disabling factors to this 

burden, such as oppressive definitions of people with dementia that create excess disability and 

even enable violations of their human rights. Subtle aspects of the social, political, cultural, and 

physical ecosystem of the CRD, particularly ageist assumptions, negative beliefs about dementia, 

an overemphasis on functional status as the proxy of health (Genoe & Whyte, 2015) enable and 

maintain these disabling norms. Barnett (2000) noted, “Dementia is a condition of which organic 

brain disorder is only one part, but which is also fuelled by the fear, anxiety, shame and 

incomprehension of both the person concerned, those with whom they are in contact, and wider 

society” (p. 24). DFCs may have a role to play in helping people, both with and without 

dementia, get past fear, anxiety, shame, and incomprehension: “People used to be afraid of 

getting cancer, now they are more afraid of getting dementia. DFCs create awareness of the 

cultural dimension to stigma, ageism, and caregiving and asks, ‘What more can we say on this?’” 

(Colleen Butcher). 
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Together the burdens generated within individual and collective spheres threaten both 

independence and quality of life for people with dementia. As discussed in Finding 1, focus 

group participants reported loss of social connectedness and time alone as factors that decrease 

quality of life. People with dementia and their carers are also are aware of their tenuous hold on 

independence. One participant with dementia observed, “I think life changes all of a sudden for 

people in my age group. It just changes like that. For just same age as mine, all of a sudden. Not 

just death but sicknesses and things like that.” A carer described her understanding of the 

fragility of their independence:  

I want him to have as much independence as he can now while he can, too. So sometimes 

I know when he’s having maybe a little bit of trouble. That’s the first thing I notice about 

him and then his mouth falls open, and he has a sort of white look on his face. But he 

comes back. He’s 80% present I would say. And then he has these times where he needs 

to pull back and kind of—I always think it’s the Lewy bodies are attacking. And his body 

is trying to fight them off. And he can only deal with that. And then when the body has 

won, he’s back. So that’s what I put it in my own mind is happening with him. 

In the following exchange one carer described how changes in her spouse negatively impacted 

her own behaviour and the dynamic between them:  

“I think all people need their own space, right, and their independence. So, as they lose 

that and they’re more needy—what do you call it?” (Carer). 

“Control freak” (Person with Dementia).  

“Did you take your pills? Did you comb your hair? Did you do this?” (Carer). 



A GOOD LIFE WITH DEMENTIA 104 

While there is less that can be done at the collective level to positively influence the internal and 

external environments of individuals with dementia and their carers, supporters and advocates 

must be aware of and sensitive to the complex challenges people with dementia face to 

understand them as whole people, and much more than a medical problem. Bond (1992) asserted 

that “viewing dementia as a medical problem” (p. 400) leads to the assertion of expert and social 

control over the person with dementia and the individualization and depoliticization of 

behaviour, as opposed to examining the impact of unequal power relationships that exist within a 

biomedical perspective of dementia. 

One formal leader recommended that supporters and advocates be equally attentive to 

strengths and abilities as they are to needs and challenges; they must strive to see them as whole 

people with much to offer to the community.  

I think what we can educate people about is that just because someone has dementia 

doesn’t mean that they can’t live the highest quality of life possible, and those with 

dementia can give back to their community. They still have wisdom. They still have 

knowledge. They have experiences. They may hesitate to figure out what the change is, 

or they may hesitate to figure out which street they’re supposed to go down, but they 

haven’t lost everything. They have a tremendous amount to give, and I would like them 

to be recognized for that, celebrated for that, and in a community that believes and 

supports them through the aging process. I think all of us want to age in an environment 

where we feel valued, and, at the end of the day, I think that’s what a dementia-friendly 

community is. (Jill Lawlor) 
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Currently, people all over Canada are coming together to understand the common and 

overlapping elements in our wider society that intersect to oppress vulnerable people. For 

example, policymakers are listening directly to the voices of the people who have been affected 

by and are at risk of violence through the National Inquiry into Missing and Murdered 

Indigenous Women and Girls (n.d.), seeking to understand before moving to collaborative action. 

In much the same way, stakeholders at all levels in the CRD must come together to listen to the 

voices of people with dementia, with a commitment to collaborate, understand, and 

accommodate the experience of dementia throughout the complex intersection of psychological, 

cultural, structural, and medical systems (Shakespeare et al., 2017). For people with dementia, 

participation may need to be enabled through adapted participatory approaches or “assisted 

autonomy” (Boyle, 2014, p. 1141) that can empower them to make decisions, express 

preferences, and embrace social citizenship. 

Through collaborative decision making involving people with dementia the burden of 

disabling factors generated by internal and external environments in the CRD can be reduced 

through cultural and systemic transformation. The process of development of DFCs may support 

cultural transformation by enabling community members to see people with dementia in new 

ways that increase sense of belonging and quality of life for both people with dementia and their 

carers. As such, DFCs must directly engage people with dementia to collaboratively build 

compassion, knowledge, and skills across communities to increase shared understanding of 

dementia beyond its physical impacts and to expand people’s collective capacity to cope with the 

uncertainty dementia generates. 
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Conclusion 2: A lack of collaboration, coordination, and innovation at 

organizational and systemic levels are substantial barriers to the development of the CRD 

as a good place to live with dementia. The inquiry findings and recent literature suggested there 

a lack of collaboration at all levels within the CRD—among service providers and planners, 

between people with dementia and carers, and amid formal and informal leaders of the dementia 

community. Service providers and planners who participated in the world café noted they have 

few opportunities to collaborate and are often so busy with their day-to-day work they find it 

challenging to grasp the regional perspective. These participants identified regular dialogue as an 

important tool to support development of DFCs. Notably, people with dementia are very rarely 

invited to plan and evaluate the health and social programs and services they utilize in the CRD. 

Recent literature suggested a profound lack of inclusion of the voices of people with dementia 

(Alzheimer Society of BC, 2016; Keady et al., 2012; Lin & Lewis, 2015) in planning and 

evaluation of the programs and services intended to serve them. At the same time, current 

literature suggested a good place to live with dementia is a community in which people inflicted 

with the disease feel supported and included (Heward et al., 2017), in which they play an active 

role as citizens (Keady et al., 2012), and in which tolerance and pseudosocial inclusion are 

replaced by a strength-finding, dementia-positive culture (Lin & Lewis, 2015). Working to 

realize this ideal will require increased collaboration at and between all levels of leadership 

within the CRD. More than idealist aspirations, new models of coproduction of programs and 

services for people with dementia and carers are already in practice within BC:  

We do everything with the community. It’s really important to us, and so we advocated to 

make sure that we had caregivers and that we always had someone with dementia on the 
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committee, right from the get-go—at the very top of the committee throne, as a staff 

group, we are making decisions and choices for people, and we aren’t living with that 

ourselves. (Jill Lawlor) 

The inquiry findings support the conclusion that there is a need for a uniting force to 

engender positive change within the dementia community in the CRD. World café participants 

first identified the need for a catalyst as a potentially powerful vehicle for increased 

collaboration. A uniting force is essential to develop collaborative social action based on shared 

understanding. The literature also supported this conclusion, noting “central coordination” 

(Evaluation Support Scotland, 2016, p. 23) was found to be an essential ingredient of 

sustainability for DFCs. Sustainability of DFCs will also increase as the DFC movement matures 

and becomes more deeply connected to parallel efforts to build resilient communities for all 

ages. Therefore, coordination of partnerships and collaborative social action between 

stakeholders building AF, kid-friendly, accessible, and inclusive communities will likely require 

the focused and sustained attention of an organization or individual. A Senior Planner currently 

implementing a DFAP noted, “My best advice is to make it [a DFC] inclusive of the whole 

community. Develop partnerships to sustain and enrich what you can do alone” (Margaret 

Manifold). Another formal leader described the role of a catalyst within the DFC from a 

politically strategic perspective, suggesting a need for 

reaching out for champions, knowledgeable people. Organizing an awareness event or 

something that takes all those things that are floating out there and bringing it together. I 

always think that when people—when people are prepared to set aside some time, which 

people consider to be most precious commodity, that signals that they have an interest, 
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and if people have an interest, then if they have more information, sometimes you can 

move it to action. (Susan Brice) 

The work of a catalyst would include support for evolution of social systems, through education, 

training, innovation, and examination of outdated norms, to enable community members and 

care providers to acknowledge the personhood of people with dementia and their obligation to 

enable a quality of life congruent with their own. 

The inquiry findings also found there is a need for innovation in health and social service 

programs for people with dementia and carers. Specifically, this relates to programs and services 

that are responsive to the expressed needs of local people, appeal to diverse interests and 

capacities, and are designed to accommodate the unique needs of people with dementia and 

carers in adapted environments. These programs and services must use approaches that are 

flexible and inclusive, rather than employing rigid rules or outdated approaches. At the same 

time, service providers and planners who attended the world café underscored that innovation 

should be built upon existing knowledge and services in the community. Strategically, a 

generative approach, for example, beginning by building upon AF actions already in place within 

the CRD makes sense to formal leaders: “I think always easiest to find something in the existing 

framework which would be the natural entry, and then build on it rather than trying to concoct 

some new entity, because then there’s always resistance” (Susan Brice). 

International, provincial, and local community development frameworks provide concrete 

guidance for stakeholders to develop collaboration, coordination, and responsive innovation 

within the CRD. For example, the Alzheimer Society of BC (2016) has recently released a 

toolkit for local governments with an aim to enable collaboration between people (all 
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stakeholders), policy (municipal bylaws, community planning), and practice (skill development 

among professionals) to develop DFCs. The intended outcomes of the DFC process are for 

people with dementia and their carers to have a high quality of life in their community, social 

and physical barriers to community engagement to be reduced, and knowledge and 

understanding of dementia to be increased in communities (Alzheimer Society of BC, 2016, 

p. 6). These outcomes are possible within the CRD. 

Conclusion 3: Resources to support positive change exist within the CRD, including 

an appetite for culturally influenced change around dementia issues, and people with 

dementia, carers, service providers and planners, and formal leaders are willing to 

collaborate as partners. The process of gathering data to form the inquiry findings 

demonstrated an appetite for collaborative action to create positive change within the dementia 

community of the CRD. For example, seven participants in the focus groups signed up to 

received the research summary, as did nine participants of the world café and all eight of the 

formal leaders. In total, nine research participants supplied their email addresses to stay in touch 

about undertaking collective action for positive change in the dementia community within the 

CRD after I completed inquiry process. The rich dialogue of the world café resulted in a long list 

of starting points, and the interviews with formal leaders supplied many others. One formal 

leader suggested the best place to start is to improve physical accessibility: “Obviously, the 

physical, built environment, and I think, as we plan the future, planning walkable communities 

with transportation, because the people with dementia will, at some point, lose the ability to 

drive” (Isobel McKenzie). As previously mentioned, thoughtful application of a guiding 

framework that begins with listening directly to the needs of people with dementia and carers in 
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the CRD is an evidence-based place to start to gather and integrate some of the significant 

resources that already exist in the CRD to support the development of DFCs. 

An intermunicipal approach to development of DFCs within the CRD will be 

challenging, as there is a rich history of opposition to collective action within the CRD, yet 

several formal leader believes an intermunicipal process has potential.  

I would be optimistic about that because I’ve seen some amazing things we’ve done 

regionally here. Having said that, I think issues that have a breadth take a while, and 

there’s pushback and resistance, but then that kind of critical mass comes . . . [when] a 

couple of communities that have a shared vision say, “Well, we’ll start and then—” 

(Susan Brice)  

It could be the first tentative step toward intermunicipal collaboration has already been 

taken as an outcome of this study. As previously mentioned, I had intended for the interviews to 

act as a form of early engagement with formal leaders to signal to them that others in the 

dementia community were open to and ready for change and had specific ideas about what 

changes would directly impact their lives. Rowe et al. (2013) suggested early engagement with 

influential stakeholders as part of an AR change agenda is a strategic action that may mitigate 

resistance to change and increase openness to different points of view. Having recently 

undergone a comprehensive intermunicipal DFAP planning process, another formal leader 

reported great value in an intermunicipal approach:  

Whereas having all emergency services together and bylaws was a part of that as well 

was fantastic and what we found is fire signal—George has had a fire in his house three 

times. We’re trying to support him, but there is only so much we can do as a fire 
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department, and what we’re able to do is have the fire connect with our outreach 

coordinator, who then connected with George and provided George with programming 

and opportunities, and then was able to connect with families to let them know what other 

resources, and so we can actually be able to support people better in their homes because 

we built relationships through those processes. (Jill Lawlor) 

One formal leader is clear DFC planning frameworks are only part of the solution:  

As a municipality, we can only govern ourselves. Those are the rules. That’s how it 

works. We can’t force a business to become dementia friendly. We can’t force someone 

on the street to be thoughtful and kind but I think we can be leaders and innovators and 

inspirers. We can have an impact and we can help them change their own perceptions of 

people. (Jill Lawlor)  

It is important to acknowledge DFCs will not be built through policy change alone; while 

supportive policies are critical, DFCs are principally a vehicle to grassroots empowerment of 

people with dementia, enabling them to participate in decision making that affects their lives 

(Heward et al., 2017). Nevertheless, when in relationship with people with dementia, people are 

provided a unique opportunity to learn about themselves. Shakespeare et al. (2017) suggested, 

As a society, if we can assimilate and acknowledge all that dementia implies, and the 

diverse ways in which people with dementia want to live, then we will also have a more 

profound understanding of life, and all that it entails – not just decay, loss, transience and 

difficulty, but also joy, love and friendship. The benefits will be felt not just by those 

living with dementia, but by people living with disability – and indeed, everyone. (p. 11) 



A GOOD LIFE WITH DEMENTIA 112 

The reality of developing DFCs is that community members and stakeholders are 

building their own future, whether they may or not may require dementia-specific supports. In 

his influential book on AR, Stringer (2014) quoted an Aboriginal social worker who was 

speaking to a group of non-Aboriginal peers about their shared social action agenda, said, “If 

you’ve come to help me, you’re wasting your time. But if you’ve come because your liberation is 

bound up with mine, then let us work together” (p. 44). People’s shared liberation from fear, 

anxiety, and shame about dementia may, in part, arise from working together to develop DFCs. 

Lived experience, knowledge, skill, strategic know-how, caring, compassion, and even 

self-interest are all part of the existing resources of the CRD that may provide support for 

evolution of collective systems, through education, training, innovation, and examination of 

outdated norms, to enable community members and health care providers to acknowledge the 

personhood of people with dementia and their obligation to enable people inflicted with this 

disease a quality of life congruent with their own. 

Scope and Limitations of the Inquiry 

This inquiry provided an opportunity for an array of stakeholders of the dementia 

community to offer their perspectives on how the CRD can become a good place to live with 

dementia. The research explored how disabling factors generated at the interior– and exterior–

collective levels are amplified by the beliefs, decisions, and actions at the interior (cultural) 

collective and exterior (systemic) collective levels threatening the independence and quality of 

life of people with dementia. Ultimately, my purpose in conducting the research was to generate 

new knowledge to support the GVEF, people with dementia and their carers, and other 
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stakeholders in the dementia community of the CRD to consider new approaches to positive 

change including collective action. 

The scope of the study was largely externally determined; as I accessed people with 

dementia and carers through the Alzheimer Society, the world café date and venue size were 

determined by the GVEF, and I sought interviewees through peer referrals. It was my intent that 

the focus on potential for change at interior (cultural) collective and exterior (systemic) 

collective levels within the geographical boundary of the CRD to generate useful 

recommendations that would harmonize with the ongoing work of the GVEF. In addition, I 

intended for the collective level focus to enable exploration of the relatively new framework for 

change developed by the BC Alzheimer Society and to learn about how it was being 

implemented in other BC municipalities. 

A primary limitation of the study was a lack of involvement by people with dementia or 

carers to plan and guide emergent aspects of the inquiry, or to participate in analysis of the data 

or review of the findings, conclusions, and recommendations. Although I arranged for an 

invitation to participate to be issued through the Alzheimer Society twice during the inquiry, I 

found the inability to build relationships among potential inquiry team members prior to asking 

for their support to be a limiting condition. I did my best to address this limitation by including 

people with dementia and carers as a participant dyad, whereby people with dementia were 

supported to provide their perspectives alongside their carer within a somewhat familiar setting. 

Another key limitation was related to data gathering at the world café. The information gathered 

in this group session was limited to the graphic recording, the key points on flip charts, and the 

doodles on the tablecloths. Upon reflection, it is evident that recording and transcribing the 
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report-out portions of the discussions would have provided a deeper and richer record of the 

depth of knowledge and numerous ideas the service providers and planners shared. An additional 

limitation is that the findings of the inquiry are only applicable to within the CRD, as the lived 

experience that informed them and the sociopolitical context surrounding them is unique to the 

CRD. However, the process may be of use to others interested in preliminary steps to 

collaboration on social action about dementia issues. No significant irregularities impacted the 

conduct of this study. 

Chapter Summary 

I began this chapter by presenting the inquiry findings. These findings indicated the CRD 

has important resources with potential to contribute to development of DFCs within the CRD, 

yet the lack of a catalyst for collaborative action and of pertinent statistical information may be 

impairing DF planning and locally responsive health and social service program provision. I then 

summarized the research results into three conclusions to provide the GVEF, and other leaders at 

all levels within the dementia community, with suggestions about how the research information 

can be integrated into existing community development efforts. I closed the chapter with a 

discussion of the scope and limitations of this inquiry. The following chapter outlines study 

recommendations built upon these conclusions and considers how all stakeholders might work 

together to make the CRD a good place to live with dementia. 
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Chapter Five: Inquiry Implications 

This final chapter combines the literature review with inquiry findings and conclusions to 

offer four recommendations for the GVEF and other stakeholders in the dementia community to 

consider as they explore making the CRD a good place to live with dementia. Next, 

organizational implications are presented within an adapted three horizons framework, originally 

developed by the International Futures Forum, followed by a brief assessment of potential risk to 

the GVEF and the dementia community if the recommendations do not find a champion or are 

not implemented. Finally, potential next steps and implications for future inquiry are discussed. 

In conducting this research, I explored the following overarching question: How can the 

GVEF work together with people with dementia and other key stakeholders to make the CRD a 

good place to live with dementia? I also considered the four subquestions during the inquiry:  

1. How are people living with dementia in our community overcoming barriers to self-

determination?  

2. What resources can be expanded to support people living with dementia to live a 

good life in our community? 

3. Who are the key stakeholders interested in development of DFCs in our region? 

4. What local policies, strategic frameworks, and other resources might aid stakeholders 

to collaborate in building DFCs? 

Study Recommendations 

The World Health Organization (2012) suggested the challenges of developing advocacy 

around dementia in a civil society relate to a lack of acceptance of dementia. In its report on 

dementia, the World Health Organization proposed the process of acceptance occurs in six 
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stages: ignoring the problem, some awareness, building dementia infrastructure, advocacy 

efforts, policies and dementia plans or strategies, and normalization. Progress toward enabling a 

good life with dementia could be defined among stakeholders in terms of normalization. The 

evidence gathered through this inquiry revealed varied levels of acceptance of dementia among 

participants and that the region has a long way to go to achieve normalization and a life for 

people with dementia with access to the same opportunities for meaning, connection, and 

pleasure that people expect for themselves and their children. The research process enabled 

research participants to begin to develop a joint construction of what a good life with dementia 

might mean to some citizens of the CRD and to recognize some of the enmeshed relationships, 

interactions, actions, and events that may be creating cultural and systemic norms that are 

disabling or constricting to a good life for people with dementia and carers (Stringer, 2014, 

p. 99). 

The following four recommendations are informed by data from the focus groups, world 

café, and the interviews, and are presented in more detail below: 

1. Ask people with dementia and carers. 

2. Create a uniting force. 

3. Build on what exists. 

4. Enable innovation. 

Recommendation 1: Ask the person with dementia and carer. As described in 

Chapter 2, four cornerstones (people, communities, organizations, and partnerships) underpin the 

foundation of a DFC in which stigma is reduced, understanding is increased, and people with 

dementia are empowered (Alzheimer’s Disease International, 2016). This recommendation to ask 
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the person with dementia and carer relates to the people cornerstone, in which the involvement of 

people living with dementia and carers shape the collaborative action agenda to develop a DFC. 

Much more than traditional consultation, this kind of cocreation or coproduction, also as 

described in Chapter 2, between people with dementia, carers, service providers, and formal 

leaders is an emerging paradigm that, in this context, relates generating social capital, fostering 

reciprocal relationships based on trust, and building peer support and social activism (Needham, 

2009). Coproduction will call for the key principles of equality, diversity, accessibility, and 

reciprocity be actively applied and will require acknowledgment that reciprocal relationships are 

created and sustained by equal appreciation of the need to balance independence, dependence, 

and interdependence within a therapeutic milieu of mutual respect and self-determination (Nolan 

et al., 2004). Coproduction with people with dementia will likely mean new approaches, such as 

adapted communication or supported citizenship, may need to be integrated into existing 

development methods or may form the basis of new engagement and development methods. 

Coproduction will be messier; may be complex and unpredictable to plan, facilitate, and 

measure. Therefore, guiding processes and frameworks may be especially important to enable 

the rebalance of power from professionals towards service users. At the same time 

Antonacopoulou (2010) asserted coproduction is transformational, as the process holds for all 

participants the possibility of unlearning to create new questions and possibilities (p. 222), which 

suggests it has an important role in reducing stigma and building social capital for people with 

dementia. 

For example, recently, the Alzheimer Society and the James Lind Alliance (JLA) 

coproduced the top 10 research priorities for Canada through a priority setting partnerships 
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method undertaken with people with dementia and others affected by dementia, including service 

providers and planners as well as formal leaders (Alzheimer Society of Canada, n.d.). Funded 

through the National Institute for Health Research, the JLA facilitates engagement between 

patients, carers, and clinicians to identify uncertainties about treatments to guide research. The 

JLA method of engagement and organization of priorities is not limited to health care 

applications. As such, this approach might be useful in guiding the first steps to prioritizing 

collaborative actions within the CRD through a lens sensitive to the complex intersection of 

psychological, cultural, structural, and medical systems that impact the lives of people with 

dementia and carers (Shakespeare et al., 2017). The JLA method also offers a credible alternative 

to outdated hierarchical leadership processes that may facilitate significant change to the status 

quo. As Baker (2014) noted, “The influence of an integrated network of equally privileged 

participants sharing information is producing a radical paradigm shift in the way we connect and 

relate to one another” (p. 4). Direct involvement in planning and evaluation of programs and 

services by people with dementia and carers is essential to begin to transform the cultural and 

systemic norms in the CRD that disable, disempower, and disengage them. 

Recommendation 2: Create a uniting force. The other three cornerstones that underpin 

the foundation of a DFC are communities, organizations, and partnerships. The cornerstones 

could also be considered lenses with which to examine the status quo. The term communities 

refers to the social environment of people with dementia and carers, in which stigma and social 

isolation associated with dementia are disabling factors. The term communities also refers to the 

physical environment, where accessibility and navigation can be barriers to living a good life 

with dementia. The term organizations refers to how inclusive and responsive local 
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organizations, businesses, and health care services are to the needs of people living with 

dementia. Lastly, the term partnerships refers to the network of agents engaged in a collective 

commitment to creating DFCs. The development of the partnerships cornerstone is another way 

to conceive of a uniting force or catalyst to collective social action that bridges the gaps between 

the foundations of people, communities, and organizations to work to build cross-sectoral 

support and collective action for positive change. As previously discussed in Conclusion 2, a 

lack of collaboration, coordination, and innovation at organizational and systemic levels are 

substantial barriers to the development of the CRD as a good place to live with dementia. The 

work of a uniting force might include fostering central coordination, developing strategic 

initiatives, and supporting capacity building to increase the sustainability of positive change in 

the dementia community. Dearing and Cox (2018) labelled this role “policy entrepreneurship” 

(p. 186) and noted it combines the functions of a bridge between disparate groups and a 

champion between jurisdictions that aids diffusion of innovation. One formal leader emphasized 

that while new resources for this type of role may be challenging to find, provisional funding and 

a staged approach to encompassing the entire CRD may be a place to begin:  

Say it’s a 2-year pilot or something and we’re going to review it and what not. So I think 

getting into somebody’s budget line is helpful, then it can branch out. Now, in terms of 

regionally, sometimes if you try to take the whole apple . . . it just gets out of realm. It’s 

like a minefield out there because we’ve all got so many issues that we’re loving each 

other on and fighting with each other on . . . [you need to] come into the right kind of 

mix. (Susan Brice) 
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Baker and Irving (2016) observed dementia is a “wicked” (p. 380) or intractable, 

complex, multifaceted, and fluid problem that cannot be solved—so it must be managed. They 

noted the issue of dementia cuts across operational boundaries and sectors, making it hard for 

any individual organization to gain the authority, expertise or resources to tackle it (Baker & 

Irving, 2016). Therefore, Baker and Irving proposed “boundary-spanners” (p. 382) are critical to 

facilitate interorganizational relationships and to align structures and resources to support 

collaborative actions. The boundary spanner is “an astute networker who is able to work across 

boundaries to connect disparate groups and is sensitive to the shared interests and connections 

that exist between groups of people” (Baker & Irving, 2016, p. 382). As described in Chapter 1, 

within the CRD, dementia is still largely considered an issue to be managed through the medical 

model of care. Conceiving of the uniting force of an individual or organization with a mission as 

a boundary spanner between Island Health and other organizations could potentially help to shift 

this outdated norm and make dementia care community issue. A boundary spanner might also 

work to connect the development of DFCs past the boundaries of the dementia community and 

seniors’ services organizations to develop broad-ranging and innovative partnerships with 

schools, community associations, employers, and other stakeholders in the CRD. 

Foster-Fishman and Watson (2010) suggested, “The key to making change with a 

complex system is to understand how the system is structured in order to shift specific conditions 

that have the ability to leverage the entire system” (p. 246). They asserted building a networked 

community of practice and initiating parallel and numerous AR processes unified by a facilitator 

are two effective strategies that enable multiple systems perspectives with potential to enable 

systems transformation (Foster-Fishman & Watson, 2010). Facilitated by a uniting force, these 
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strategies hold potential to contribute to cultural and systems transformation in the dementia 

community. A uniting force is a fundamental component of developing the CRD as a good place 

to live with dementia. 

Recommendation 3: Build on what exists. Service providers and planners at the world 

café advised new programs and services should be built upon the knowledge, service, skill, and 

caring of the dementia community that already exists within the CRD. Adding the lived 

experience and other contributions of people with dementia and carers to development processes 

will enrich and expand the existing resources of the CRD to develop as a good place to live with 

dementia. To develop a broad and sustainable foundation for development of DFCs, the 

dementia community might look to other community development networks and frameworks 

active within the province and CRD, which are not age or disease specific, to guide their first 

steps. The obvious example is building upon the legacy of AF community development within 

the CRD in ways that specifically meet the needs of people with dementia. 

Another example is the Vital Community Network, which guides production of Vital 

Signs, an annual regional check up aimed to measure community well-being and report on issues 

to celebrate and identify areas of concern in order to support action on issues critical to quality of 

life (Victoria Foundation, 2017). The word dementia does not appear in the most recent annual 

report that discusses institutional, policy, and social barriers to community belonging as a feature 

story. The Vital Community Network is made up of a diverse roster of community activists, who 

may be open to examining how evaluation of the well-being of people with dementia and carers 

might be included in the annual measure of community well-being. In addition, GVEF might 
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explore how people with dementia can become connected to the other community social action 

initiatives they lead, such as food security and safe cycling. 

Another relevant community development framework currently active within the CRD is 

the Building Resilient Neighbourhoods (BRN) framework (Wipond et al., 2017), which aims to 

enhance community prosperity through a focus on reducing environmental impact while 

strengthening social ties and community cohesion. Using a place-based approach, which includes 

training and microgrants, the BRN framework supports action to build social capital and 

relationships at the neighbourhood and street levels to enable change that is manageable and 

responsive to local needs (Wipond et al., 2017). As discussed in Finding 1, four challenges form 

a cumulative burden for people with dementia and carers: a shrinking world, decreasing 

perceptions of social connectedness, loss of connection to other generations, and reluctance to 

align with a new, disease-focused community. In the focus group, I asked participants, “What is 

important to you about your community?” In response, one focus group participant with 

dementia stated, “Oh, just working together; helping one another.” Similarly, other focus group 

participants reported “knowing others” and “keeping each other safe” were important. While the 

GVEF is already a supporter of the BRN in Victoria, the potential to engage with community 

organizers in every municipality specifically to build awareness, decrease stigma, and empower 

people with dementia and carers in the neighbourhoods where they live is a remarkable and 

exciting opportunity. Specifically, the BRN approach holds potential to expand the dynamic and 

versatile connections older people have with others as well as with the physical and social 

environment of their neighbourhoods, increasing the social connectivity that should underline 
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any attempt to build and create AF communities (Menec, Means, Keating, Parkhurst, & Eales, 

2011). 

In tandem with top-down, systems-level action, building resilience within 

neighbourhoods also requires a bottom-up, grassroots approach that enables people with 

dementia and carers to engage in social networks in their communities to create awareness and 

drive change. International experience building DFCs suggests these “two interacting layers of 

networks and consultation” (Alzheimer’s Disease International, 2016, p. 8) underpin the most 

successful and sustainable development of DFCs. 

These are just two examples of many collaborative projects currently taking place within 

the CRD, with many dedicated organizations of all sizes seeking to build and sustain human 

connection in the region. Nourishing social networks for people with dementia are essential to 

increase quality of life, yet can they can be challenging to develop when customary 

communication capacities deteriorate due to cognitive decline. People with dementia and carers 

are an integral part of the social fabric of their communities and have much to contribute, if 

supported to bridge challenges to connection such as communication. As was demonstrated 

through the inquiry, supporting communication through joint engagement of the integral dyad of 

people with dementia and carer can be an effective strategy. Although dementia may be a wicked 

problem, the CRD has considerable resources with lived experience, skills, knowledge, and 

community connections that signal the engaged, local citizens can work together to make the 

CRD a good place to live with dementia. 

Recommendation 4: Enable innovation. Collaborating to innovate is as important as 

building on what exists. Trochim, Cabrera, Milstein, Gallagher, and Leischow (2016) described 
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systems thinking in public health in terms of systems dynamics and as a “trans disciplinary 

integration of public health approaches that strive to understand and reconcile linear and 

nonlinear, qualitative and quantitative, and reductionist and holist thinking and methods into a 

federation of approaches” (p. 541). Together with practising health professionals they developed 

an eight-cluster map concept of practical challenges that need to be addressed to encourage and 

support effective systems thinking and modelling in public health work to support effective 

implementation of systems approaches. The eight-clusters include support dynamic and diverse 

networks, inspire integrative learning, use systems measures and models, foster systems planning 

and evaluation, expand across category funding, utilize system incentives, explore systems 

paradigms and perspectives, and show potential of systems approaches (Trochim et al., 2016). 

Skilful application of a system model, such as the eight-cluster concept, requires new forms of 

adaptive leadership practice and an understanding of complexity mechanisms that allow leaders 

to read situations and strategically interject tension or information to influence dynamic 

interactions and emergent outcomes (Uhl-Bien & Marion, 2009). 

Another example of a reconstructionist mental model is the blue ocean strategy, a 

framework for value innovation generally applied to entrepreneurial business ventures (Kim & 

Mauborgne, 2005). The blue ocean strategy requires collaborative consideration of which factors 

to raise, which to eliminate, which to reduce, and which to employ in order to create 

simultaneous pursuit of differentiation and low cost. This value-creation model is underpinned 

by four core principles: how to create uncontested market space by reconstructing market 

boundaries, focusing on the big picture, reaching beyond existing demand and supply in a new 

market space, and getting the strategic sequence right. The classic example of the blue ocean 
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strategy is Cirque du Soleil, in which the thinking of the founder transformed the dying art of the 

traditional, travelling circus into a spectacular blend of opera and ballet within a circus format 

while eliminating animals and attracting a new audience of adults. Table 1 briefly outlines how 

blue ocean thinking might be applied to traditional day programs for people with dementia. I 

propose blue ocean thinking and the like are essential to enable true innovation that moves 

beyond just creation of new programs and services, in both public and private health and social 

services provision for people with dementia. 

Table 2 

Blue Ocean Thinking Applied to Adult Day Programs 

Action  Strategy  

Raise: 
Product, pricing, 
service standards 

• Quality of engagement (therapeutic group size, facilitators trained in 
meaningful engagement and dementia, individual program plans). 

• Diversity of engagement (more and less active, outdoor, gender based, 
arts focussed, gardening, yoga). 

Eliminate: 
Service areas to 
eliminate to 
reduce costs 

• Unionization (performance-based employment). 
• Some management operations (coproduce services with users and 

facilitators and carers). 
• Isolation of people with dementia (integrate widely into public spaces 

as daycare centres for children are). 

Reduce: 
Costs that can be 
reduced 

• Implement income-based fee schedules (cost share with those who can 
afford it). 

• Transportation (use Uber with dementia-sensitive drivers). 
• Bad food (coproduce wholesome food with participants). 



A GOOD LIFE WITH DEMENTIA 126 

Create: 
Innovation for 
differentiation 

• Availability of programs (24/7 daytime and overnight respite). 
• Adapted environments (enable independence and agency through 

supported way finding, sensory stimulation, physical and cognitive 
activity, integrate living things like plants and pets). 

• Continuum of program provision with specialized segregated 
programs, as well as programs which enable integration into generic 
programming. 

• Generate income through social enterprise with people with dementia 
(dog daycare). 

Note. From Blue Ocean Strategy: How to Create Uncontested Market Space and Make the 
Competition Irrelevant, by W. C. Kim & R. Mauborgne, 2005, Boston, MA: Harvard Business 
School Press. Copyright 2005 by Harvard Business School Press.  

However, my observation over a 20-year career in seniors’ services is that innovation is 

uncommon in seniors’ health and social services programs, and even more rare in dementia-

specific programs like adult day programs. Many programs operate in contradiction to best-

practice evidence in regard to the design of the physical and social environment and lack staff 

with knowledge and training specific to dementia or to principles of meaningful engagement. As 

described in Finding 3, formal supports for community-based dyads affected by dementia, such 

as respite and caregiver support, are lacking and rigid. As discussed in Conclusion 1, social and 

recreational programs that people with dementia can attend without a carer do not exist in the 

CRD, outside of oversubscribed Island Health adult day programs. The people with dementia 

and carers who participated in the focus groups provided many specific examples of how 

existing programs and services failed to meet their needs. Furthermore, as described in 

Conclusion 2, programs and services that are responsive to the expressed needs of local people, 

appeal to diverse interests and capacities, and are designed to accommodate the unique needs of 

people with dementia and carers are immediately required. As discussed in the literature review 

in Chapter 2, the biological burden of dementia upon the individual is amplified by 
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psychological challenges of dementia generated by outdated societal norms that dictate collective 

behaviour within community, health, and social care systems. Innovation in the dementia 

community may be constrained by ageism. Formosa (2002) observed, “Ageism is a powerful 

discriminatory force and manifests itself as a complex and subtle phenomenon in historical, 

social, psychological and ideological dimensions” (p. 79). In addition, innovation may be 

inhibited because dementia care in Canada is still dominated by a biomedical perspective that 

considers dementia pathological and abnormal (Lyman, 1989). I suggest a third element 

constraining innovation in dementia care within the CRD may relate to use of outdated mental 

models to design programs and services. Reflecting on the need for systems thinking to enable 

change in health care, Snowden (2016) quoted President Abraham Lincoln, “The dogmas of the 

quiet past are inadequate to the stormy present. The occasion is piled high with difficulty, and we 

must rise with the occasion. As our case is new, so we must think anew and act anew” (p. 1). 

Leaders must find new ways to collectively cocreate innovation to generate a shared future that 

is equitable and sustainable. 

Organizational Implications 

The findings and conclusions of this research resulted in four recommendations, each of 

which requires action to be taken by the GVEF and other stakeholders in the dementia 

community of the CRD. As discussed in Chapter 1, the organizational context of the inquiry was 

twofold, encompassing the aims of the GVEF as the sponsor organization and the concerns of 

key stakeholders within the dementia community in the CRD. 

As described in Chapter 1 and in Recommendation 2, the dementia community in CRD 

represents a complex adaptive system made up of many agents who interact with each other in 
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unpredictable ways that oscillate between stability and instability to produce emergent actions 

(Cabrera et al., 2015). To create transformational change within a complex adaptive system, 

change agents must not only pay attention to possible short-term opportunities for change, but 

must also address the underlying structural and systemic causes of the issues they are working to 

resolve. Wahl (2016) suggested three horizons—today, tomorrow, and the more distant future—

are always available in the present moment and hold power to transform systems through 

people’s choices and actions. Wahl (2016) noted the three-horizon framework provides a simple 

yet powerful scaffold to enable design for “positive emergence” (Chapter 4, Resilience Thinking 

section, para. 1) over time and is a foresight tool with potential to spark innovation within a 

complex adaptive system. The three-horizon framework was jointly designed over 10 years by 

the International Futures Forum (n.d.), an international collaborative network of people 

committed to integrating their experiences and insights to explore the complex challenges that 

our world faces by enhancing capacity for social action to create “an effective method for 

making sense of and facilitating cultural transformation and exploring innovation and wise action 

in the face of uncertainty and not-knowing” (Wahl, 2017, para. 4). 

I applied the three-horizon framework to the inquiry findings, conclusions, and 

recommendations to consider implications with transformative potential within the complex 

adaptive system of the CRD that will enable a good life for people with dementia. First, I 

examined data from the perspective of the interior–collective (cultural), and then with an 

exterior–collective (systems) view, as described in Chapter 4. 

Today. The three-horizon model considers today in terms of kinds of innovation that 

sustains business as usual in the world as it promotes stability, even while change is actively 
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pursued. The mission that drives the work of the GVEF to ensure that the communities of the 

CRD support and embrace aging with respect and dignity indicates the nonpartisan community 

organization is focussed on improving quality of life for older adults, including people with 

dementia. At the same time, the inquiry findings suggest there is still significant work to be 

accomplished before people with dementia and carers experience the respect, dignity, and quality 

of life equal to residents of the CRD unaffected by dementia. 

Initial steps toward this goal should focus on actively supporting citizens of the CRD to 

adapt to increasing numbers of people with dementia living in community settings today, through 

cultural change. The GVEF might consider championing initiatives that creatively engage people 

with dementia in coproduction of programs and services by prioritizing them to receive grant 

funding. At the systemic level, the GVEF might consider a role in sponsoring mandatory 

education workshops to all municipal employees in the CRD to increase understanding and 

reduce ageism and stigma toward all older adults, with an added focus on people with dementia. 

At the cultural level, other stakeholders in the dementia community could consider actions that 

prioritize development of intergenerational connections through school programs, utilizing 

innovative formats that go deeper than the tokenism these types of programs frequently yield. At 

the systemic level, education about dementia for all ages and training in adapted communication 

for those in contact with many seniors, such as pharmacists, are essential components of building 

shared understanding of dementia, decreasing fear and stigma, and enabling the right of people 

with dementia to be included in family and community life. While ageism and stigma must be 

confronted, these programs might provide a reciprocal benefit to participants by delivering 

information about dementia-prevention strategies that are recently showing promise. 
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Tomorrow. The three-horizon model considers tomorrow in terms of the creative space 

people have today to generate positive change for tomorrow through technologically, 

economically, and culturally feasible innovations. To influence positive change at both cultural 

and systemic levels, the GVEF might consider sponsoring participative AR, a form of AR that 

intentionally includes stakeholders most affected often denied contribution and promotes 

participant ownership and control over knowledge generation (Foster-Fishman & Watson, 2010). 

The participative AR process would empower people with dementia and carers to determine the 

definition of problems and raise consciousness of stakeholders through the research process 

(Foster-Fishman & Watson, 2010). More politically oriented dementia community stakeholders 

might consider forming a Dementia Action Alliance (n.d.) composed of people with dementia, 

supporters and advocates working together to “share best practice and take action on dementia” 

(para. 3). Members of the Dementia Action Alliance might join municipal planners, as well as 

Island Health Seniors Services Managers, in the collaborative design of a multiyear, 

intermunicipal DFAP encompassing the entire CRD that explores technological and economic 

paths to that extend independence and improve quality of life for people with dementia. 

Future. The three-horizon model considers the future in terms of how people envision a 

viable collective future—a more just, equitable, and sustainable world. In considering the future, 

the implications of the findings of the inquiry are too broad and deep to be considered from an 

individual perspective, and instead belong to the collective realm. Wahl (2016) asserted future 

horizon development requires “diverse visions and experiments” (Chapter 2, “The Three 

Horizons,” para. 4) to take the collective conversation about the future to a level that is inclusive 

and participatory. A good life with dementia can only be determined by people with dementia. 



A GOOD LIFE WITH DEMENTIA 131 

In summary, Wahl (2016) suggested three-horizons thinking is an effectual practice to 

make sense of and facilitate cultural transformation while exploring innovation and wise action 

in the face of uncertainty and not-knowing. In terms of the interior-collective view, the three-

horizons framework calls for cultural transformation through peer-to-peer and intergenerational 

knowledge sharing and awareness training that enables community members to see people with 

dementia in new ways that increase sense of belonging and quality of life for both people with 

dementia and their carers. In terms of the exterior–collective view, the three-horizons framework 

calls for support for positive emergence and evolution of social systems through education, 

training, innovation, and examination of outdated norms, which will require community 

members to acknowledge the personhood of people with dementia and their obligation to enable 

for people with dementia a quality of life congruent with their own. 

Bartlett and O’Connor (2010) suggested North Americans currently live in “climate of 

opportunities where people with dementia have more opportunities and ability to be active social 

agents in the broad context of their lifestyle, life course, social networks and community 

activities” (p. 4). The current climate of sociopolitical opportunities within the CRD may enable 

the significant resources that also exist to be leveraged to create social action toward 

transformation of outdated collective cultural and systemic norms. The current moment seems to 

hold real potential for the dementia community in the CRD. 

The implications of the dementia community not undertaking any of the implications of 

the inquiry are a continuation or perhaps deepening of the fear, despair, and hopelessness that 

accompanies dementia. Dementia is widely feared; one formal leader noted, “People used to fear 
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cancer, but now they fear dementia even more” (Colleen Butcher). Dementia tears relationships 

apart and undermines best intentions; a caregiver shared,  

My biggest fear is he has a social worker and he could take him away from me. So no, 

that is a big worry for me. If I don’t do my job correctly, the government can step in and 

say, “No, you can’t. He can’t go home.” And even the psychiatrist told me that he was his 

number one priority and if he’s depressed and—so if I do too much yelling or too 

much—or he feels that I’m putting him down or whatever, I think he would have the 

ability to put him somewhere else. So those are things that I’ve got to get my ducks in a 

row.  

A diagnosis of dementia makes some people want to end their lives; a carer tearfully 

shared,  

He was saying, “I’ll decide.” He’ll decide his end of life, and that’s exactly what he 

meant. And I was afraid to leave him after he first found out because I thought he was 

going to decide. I thought, “No, no. God’s going to decide. But in British Columbia, it’s 

legal for you to decide, and that’s one of the things that the Alzheimer’s Society has let 

me know, that you have a choice. It’s within six months of your diagnosis, so who can 

decide that? . . . I’ve known him to be a brave man. It’s not out of cowardice that he’s 

making that decision. It’s out of bravery and worry for me that I will have to look after 

him. And I don’t want him in a home. I want him with me.  

The recommendations arising from this research project are not particularly revolutionary 

and have been presented in various forms by many others before me. Yet, implications for 
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inaction, fear, and hopelessness remain intolerable. It is time to move to action so that the choice 

of a good life with dementia can hold more promise than death. 

I am currently exploring grant funding opportunities broadly and partnership 

opportunities with Island Health and others, and I will present the inquiry results to the Board of 

the GVEF in September 2018. Next steps, at the organizational, community or systems level, 

will occur but have not been determined as of this date. While the support of the GVEF may 

conclude at the end of the inquiry, I intend to independently move forward with people with 

dementia and carers, other interested research participants, as well as individuals in the dementia 

community to begin to develop a change agenda for the CRD. 

Implications for Future Inquiry 

There is much yet to learn about a good life with dementia. The following list presents 

further research challenges that, if pursued, would continue the exploration undertaken with this 

inquiry: 

1. People with dementia and carers are often personally overwhelmed and emotionally 

devastated by events that occur along the dementia journey (diagnosis, loss of ability, 

shrinking scope of life, disconnection from loved ones and from each other, constant 

change and loss), yet are courageous, resilient, and possess significant capacity for 

humour. People with dementia and carers require customized supports that address 

their unique needs and that remain flexible and responsive as their needs for support 

change. Future inquiry can examine how programs and services could be adapted to 

continuously meet these stakeholders where they are with comprehensive, 

compassionate supports. 
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2. People with dementia must be empowered as agents of change, rather than regarded 

as targets of change. As such, future inquiry can explore how people with dementia 

could be engaged to share their perspectives, despite cognitive impairment, and how 

these perspectives could be authorized to shape creative service provision. Adapted 

communication techniques, including involving the person with dementia and their 

carer as a participant dyad, can enable meaningful and generative engagement with 

people with dementia and, therefore, should be an important area of focus within this 

inquiry stream. 

3. People with dementia and carers experience loneliness as lifelong social patterns and 

relationships are disturbed by changes related to dementia, resulting in loss of a 

feeling of belonging. At the same time, in some ways as a dyad they feel stronger 

when alone together than when they interact with others. Relating to this, researchers 

could explore how positive feelings of belonging could be built and/or sustained 

among people with dementia and others in the CRD. 

4. Difficulty navigating the dementia care system is a disabling factor for carers and 

people with dementia, yet they are open to learning how to do it better. Ongoing and 

personalized way-finding support is urgently required, encompassing both public and 

private options, to support the independence of people with dementia and carers. This 

leads to two possible areas of inquiry. First, researchers can explore how consistency 

of quality in service provision could be measured and assured among private 

providers. Second, future inquiry can be conducted to determine the barriers to 

comprehensive system navigation assistance and how can they be overcome. 
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5. Dementia may provide new opportunities to belong among a new peer group. It is 

critical to remember people with dementia remain heterogeneous individuals, so 

homogenous solutions will not meet their needs. As such, researchers conducting 

future inquiries may wish to examine ways to develop diverse programs and services 

that are responsive to the uniqueness of the individual with dementia while building 

on the commonalities that may unite and strengthen groups of people with dementia. 

Thesis Summary 

Citizens of the CRD face a great opportunity, as the potential for a significant increase in 

the number of people with dementia living in community settings can be recognized, while at the 

same time new standards and resources are being generated at provincial and federal levels to 

guide positive change for people with dementia. In response to this perceived opportunity, I 

employed qualitative methods to explore the principal research question guiding the inquiry: 

How can the GVEF work together with people with dementia and other key stakeholders to 

make the CRD a good place to live with dementia? Through six focus groups, a world café, and 

interviews with eight formal leaders, research participants began to jointly construct a new 

interpretation of the dementia community within the CRD, grounded in the lived experience of 

people with dementia. 

The research demonstrated that, within the CRD, increased support is required to enable 

people with dementia and carers to adapt to the complex impacts of dementia in ways that 

sustain or improve their individual and shared quality of life. This research inquiry also found 

that support to navigate dementia journey through education and training, by increasing 

awareness of options and by adapting norms to foster independence and well-being, is required 
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for people with dementia, their carers, and their families and friends. Further, the research 

demonstrated that support for cultural transformation through peer-to-peer and intergenerational 

knowledge sharing and awareness training is required to enable community members to see 

people with dementia in new ways and to increase a sense of belonging and quality of life for 

both people with dementia and their carers. Finally, support for positive emergence and 

evolution of social systems, through education, training, innovation, and examination of outdated 

norms is required to enable community members to acknowledge the personhood of people with 

dementia and their obligation to enable for people with dementia a quality of life congruent with 

their own. 
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Appendix A: Action Research Engagement Model 

 
 

Note. AR = Action Research; ARE = Action Research Engagement. 

From Action Research Engagement, by Rowe, Graf, Agger-Gupta, Piggot-Irvine, & Harris, 
2013, ALARA Monograph Series No. 5, p. 20. Copyright 2013 by Rowe et al. Reprinted with 
permission. 
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Appendix B: Inquiry Team Invitation 

 

SPONSOR LOGO 
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Appendix C: Inquiry Team Agreement 

   

 

 

 

In partial fulfillment of the requirement for a Master of Arts in Leadership degree at Royal Roads 
University, Carolyn Brandly will be conducting an action research study at the Greater Victoria 
Eldercare Foundation (GVEF) to explore, “How can the GVEF and other key stakeholders work 
together to make Victoria a good place to live with dementia?” Carolyn Brandly’s credentials 
with Royal Roads University can be established by contacting Dr. Catherine Etmanski, Director, 
School of Leadership Studies at [email address]. 

As a volunteer inquiry team member assisting the researcher with this project, your role may 
include one or more of the following: providing advice on the relevance and wording of 
questions, letters of invitation, supporting the logistics of the data-gathering methods, observing 
or facilitating an interview, taking notes, transcribing, or analyzing data, to assist the researcher 
and the GVEF. In the course of this activity, you may be privy to confidential research data.  

In compliance with the Royal Roads University Research Ethics Policy, under which this 
research project is being conducted, all personal identifiers and any other confidential 
information generated or accessed by the inquiry team member will only be used in the 
performance of the functions of this project, and must not be disclosed to anyone other than 
persons authorized to receive it, both during the research period and beyond it. Recorded 
information in all formats is covered by this agreement. Personal identifiers include participant 
names, contact information, personally identifying turns of phrase or comments, and any other 
personally identifying information.  

Personal information will be collected, recorded, corrected, accessed, altered, used, disclosed, 
retained, secured, and destroyed as directed by the researcher, under direction of the Royal 
Roads Academic Supervisor. Research inquiry team members who are uncertain whether any 
information they may wish to share about the project they are working on is personal or 
confidential will verify this with Carolyn Brandly, the researcher. Inquiry Team members are not 
connected by any employment or funding relationship, therefore ‘power-over’ relationships do 
not exist between members.  

Statement of Informed Consent: I have read and understand this agreement. 

 

_______________________ 
Name (Please Print) 

_______________________ 
Signature 

_______________________ 
Date 

 

SPONSOR LOGO SCHOOL LOGO 
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Appendix D: Focus Group Invitation 

 

  

	 	

Location:  Gordon Head Recreation Centre 
Date:   Monday February 12  
Time:   10-11am 
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January 26, 2018 

Dear Prospective Participant,  

I would like to invite you to be part of an interesting research project. This project is part of 
the requirement for my Master’s Degree in Leadership (Health), at Royal Roads University. This 
project has been approved by the Greater Victoria Eldercare Foundation and I have been given 
permission to contact potential participants for this purpose.  

You are being asked to participate in this research because you attend a Minds in Motion 
program in the greater Victoria region. The focus group will take place during your regular 
meeting time and is estimated to last between 30 and 60 minutes. Refreshments will be served 
and a $5 Tim Horton’s gift card will be provided to each focus group participant.  

The purpose of my research is to explore how we can work together to build a community where 
people with dementia feel supported, where they play an active role as citizens, and where a 
strength-finding, dementia positive culture becomes the norm.  

The attached Research Information Letter contains further information about the study 
conduct and will enable you to make a fully informed decision on whether or not you wish to 
participate. Please review this information before attending the focus group.  

You are not required to participate in this research project. If you do choose to participate, you 
are free to withdraw at any time during the focus group without prejudice. Please feel free to 
contact me at any time should you have additional questions regarding the project and its 
outcomes.  

If you would like to participate in my research project, please join us at the focus group.  

Sincerely,  

Carolyn Brandly 
[telephone number] 
[email address] 
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Appendix E: Focus Group Consent Form 

   

 

 

 

By signing this form, you agree that you are over the age of 19 and have read the information 
letter for this study.  

Your signature states that you are giving your voluntary and informed consent to participate in 
this project and data you contribute may be used in the final report and any other knowledge 
outputs (articles, conference presentations, newsletters, etc.).  

Family carers may sign this consent form on behalf of a person with dementia when independent 
consent is deemed beyond the capacity of the person with dementia, by the carer. 

 I consent to the audio recording of the focus group discussion  

 I consent to quotations and excerpts expressed by me through the focus group be included 
in this study, provided that my identity is not disclosed  

 I commit to respect the confidential nature of the focus group by not sharing identifying 
information about the other participants 

 

Name: (Please Print) __________________________________________________ 

 

Signature: __________________________________________________ 

 

Date: ______________________________________________ 

 

SPONSOR LOGO SCHOOL LOGO 
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Appendix F: Research Information Letter 

   

 

 

Victoria: A good place to live with dementia 

My name is Carolyn Brandly and this research project is part of the requirement for a Master of 
Arts in Leadership degree at Royal Roads University. My credentials with Royal Roads 
University can be established by contacting Dr. Catherine Etmanski, Director, School of 
Leadership Studies: [email address] or [telephone number]. 

Purpose of the study and sponsoring organization 

The purpose of my research is to explore how we can work together to build a community where 
people with dementia feel supported, where they play an active role as citizens, and where a 
strength-finding, dementia positive culture becomes the norm. The research is an Action 
Research Engagement study, undertaken together with the Greater Victoria Eldercare Foundation 
(GVEF) to explore, “How can the GVEF and other key stakeholders work together to make 
Victoria a good place to live with dementia?” 

Your participation and how information will be collected 

Research activities include 1) engaging people with dementia, and carers, to describe what a 
good life with dementia looks like to them, 2) to engage service providers to describe what 
changes to existing systems would need to take place to enable a good life with dementia, and 3) 
for members of the dementia community, including decision makers and funders, to come 
together to discuss how to move forward to create initiatives that people with dementia to live a 
good life in Victoria. 

The overarching research question guiding the inquiry is: How can the GVEF and other key 
stakeholders work together to make Victoria a good place to live with dementia?  

Sub-questions to guide deeper understanding of the core question are:  

1) How are people living with dementia in our community overcoming barriers to self-
determination?  

2) What resources can be expanded to support people living with dementia to live a good life in 
our community?  

3) Who are the key stakeholders interested in development of dementia-friendly communities in 
our region?  
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4) What local policies, strategic frameworks, and other resources might aid stakeholders to 
collaborate in building dementia-friendly communities? 

Benefits and risks to participation 

Potential benefits to the dementia community includes movement toward a culture shift where 
people with dementia are considered more than victims, but rather as fellow community 
members struggling to face a challenging future. This culture shift is the change goal guiding the 
inquiry: Dementia is recognized as a long-term, progressive disability rather than a loss of 
personhood or rights, and that the Victoria region develops as a good place to live with dementia. 
The inquiry is potentially significant as a vehicle of positive community conversation related to 
issues identified by global experts as foundational to DFCs: reducing stigma about dementia, 
increasing awareness of dementia, and empowering people living with dementia to participate in 
co-creation of their own care. In addition the appreciative inquiry process may facilitate social 
bonding, increased cooperative capacity and accelerated strategic change among community 
stakeholders. There are no anticipated risks to participation. 

Inquiry team 

The inquiry team was selected to provide grounded perspectives to help guide the ARE inquiry. 
Vicki McNulty is the retired manager of community care programs for seniors for Island Health. 
Her purpose is to offer historical perspective of the local dementia community and knowledge of 
innovative dementia care policy. Alice Jean Raffan is the retired Director of Organizational 
Development & Education with the Luther Court Society. She has had significant experience in 
strategic planning of seniors care at a local political level. Her purpose is to offer guidance to 
generate political action that will be helpful to broaden engagement and support sustainability of 
project objectives. Both Vicki and Alice Jean have agreed to participate in the role of project 
assistant as needed. This role may include support and organizational tasks during group 
interviews and the World Café, such as answering questions, explaining consent forms, handing 
out resource materials, directing participants to their next table group, supporting table groups to 
remain focused and engaged in process, and taking observer notes. In addition, Vicki and Alice 
Jean may participate in data analysis as their schedules allow.  

An invitation has been issued, through the GVEF and the Alzheimer Society, for people with 
dementia and family carers to participate in project planning and data analysis. The intent is to 
enable people with dementia and family carers to participate to the fullest extent they are willing 
and able, but their actual capacities will remain unknown until they are engaged in the project.  

Real or Perceived Conflict of Interest 

No conflicts of interest exist between me and any of the inquiry participants, as I do not fund or 
deliver services in the Victoria area, or influence others that do. I disclose this information here 
so that you can make a fully informed decision on whether or not to participate in this study. 

Confidentiality, security of data, and retention period 



A GOOD LIFE WITH DEMENTIA 161 

I will work to protect your privacy throughout this study. All information I collect will be 
maintained in confidence with hard copies (e.g., consent forms) stored in a locked filing cabinet 
in my home office. Electronic data (such as transcripts or audio files) will be stored on a 
password protected computer on my home computer. Information will be recorded in hand-
written format and audio recorded and, where appropriate, summarized, in anonymous format, in 
the body of the final report. At no time will any specific comments be attributed to any 
individual unless specific agreement has been obtained beforehand. All documentation will be 
kept strictly confidential. Please note that due to the collaborative nature of the majority of the 
data collection, those participants’ identities will not be anonymous as they will be known to 
other participants. I request that all participants respect the confidential nature of this research by 
not sharing identifying information. If a participant withdraws from the project early the data 
gathered in large group method is difficult to separate out of a group recording but will remain 
confidential and destroyed with all raw data. All raw data will be destroyed one year after 
graduation from the MAL-H program.  

Sharing results 

All research participants will be invited to learn about the recommendations for action arising 
from the research at an Appreciative Inquiry Summit event to be held for members of the 
dementia community, tentatively in Fall 2018. The intention is to provide a forum for community 
members to come together with funders and, planners and decision makers to discuss how to 
move forward together to create initiatives that enable people with dementia to live a good life in 
Victoria. 

In addition to submitting my final report to Royal Roads University, I will also share my 
research findings with the Greater Victoria Eldercare Foundation, and the Alzheimer Society of 
BC, and potentially with local stakeholders in the dementia community. I may also submit an 
abstract to a leadership conference or article for publication to an appropriate journal. 

The final report will be published through the Thesis Canada Portal of Library and Archives 
Canada, and ProQuest/UMI. The Executive Summary may be posted on the Royal Roads 
University School of Leadership Studies website as a means of promoting the work of students 
and the school.  

Procedure for withdrawing from the study  

Focus Group - any participant can leave the focus group at any point during the event without 
prejudice. No attribution will be made to any focus group participant for comments, ideas, 
examples, reflections or stories, instead the focus group audio record and observer notes will be 
treated as collective preliminary perspectives on the overarching research question. If a 
participant withdraws from the project the data gathered in the focus group is difficult to separate 
out of a group recording but will remain confidential and destroyed with all raw data. 

World Café - Any participant can leave the World Café at any point during the events without 
prejudice. No attribution will be made to any world café participant for comments, ideas, 
examples, reflections or stories, instead the focus group audio record and observer notes will be 
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treated as collective preliminary perspectives on the overarching research question. If a 
participant withdraws from the project the data gathered in large group method is difficult to 
separate out of a group recording but will remain confidential and destroyed with all raw data.  

For the expert interview - If the expert chooses to participate, they are free to withdraw at any 
time without prejudice. If they choose not to participate in this research project within two weeks 
of the interview being conducted, the interview data will be destroyed immediately. After two 
weeks from the date of the interview the data is likely to be incorporated into the final report, 
findings or recommendations. If they choose not to participate in this research project more than 
two weeks after the interview being conducted, their opinions, perspectives, and advice may still 
be included in the final report, but attributions will be revised to ensure their anonymity.  

You are not required to participate in this research project. By replying directly to the e-mail 
request for participation or signing the in-person consent from you indicate that you have read 
and understand the information above and give your free and informed consent to participate in 
this project. Please keep a copy of this information letter for your records. 
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Appendix G: Focus Group Guide 

4 Cornerstones of DFC 
 
1) place – how does 
physical environment, 
housing, 
neighbourhood, 
transport support? 
 
2) people – how do 
carers, family, friends, 
neighbours, health care 
professionals, and 
community in general 
support? 
 
3) resources – 
sufficient, appropriate, 
can you use ordinary 
resources easily? 
 
4) networks – how do 
people who support you 
communicate with each 
other and use your 
strengths in your care? 
 
 

Discussion 
 
Goal = Low moderator input - if the group runs out of things to 
say –  
 
Remember we are interested what kinds of support will help you 
feel independent and connected to your community. . .  
 
• Things I like to do for fun are … 

o What kinds of things do you like to do in your community? 
Would you like to do more of that? How often? 

o Who would you like to do things with – family members, 
old friends and new friends, or professional guides in your 
community? 

• Tell me about your community – what is important to you 
about your community? 
o What kinds of supports really help you get through the day? 

What community supports are you currently using?  
• Something that would help me feel more independent is . . .  

o What kinds of supports need to be expanded? How? 
• Something that would help me feel more connected is . . .  

o What kinds of assistance do you anticipate needing in the 
near future? 

• One thing I worry about is . . .  
o What kinds of things do you miss doing outside the house? 

Do you want to try that again? 
• Who else needs to be engaged in this conversation? 

 
Prompts 

• Tell me what you mean when you use that word 
• Put some meat on the bones of that idea for me.  
• Can you tell a story to illustrate that? 
• One thing I’ve heard several people have mentioned is . . . 
• One thing I’m surprised no one has mentioned is . . . 
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Appendix H: World Café Invitation 
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Dear Prospective Participant, 

I would like to invite you to be part of a research project that I am conducting. This project is 
part of the requirement for my Master’s Degree in Leadership, at Royal Roads University. This 
project has been approved by the Greater Victoria Elder Care Foundation and I have been given 
permission to contact potential participants for this purpose. 

The purpose of my research is to explore how we can work together to build a community where 
people with dementia feel supported, where they play an active role as citizens, and where a 
strength-finding, dementia positive culture becomes the norm. 

Your email address was chosen as a prospective participant because you provide supports, 
services or programs for people with dementia in the greater Victoria region. 

Research activities include 1) engaging people with dementia, and carers, to describe what a 
good life with dementia looks like to them, 2) to engage service providers to describe what 
changes to existing systems would need to take place to enable a good life with dementia, and 3) 
for members of the dementia community, including decision makers and funders, to come 
together to discuss how to move forward to create initiatives that people with dementia to live a 
good life in Victoria. 

This phase of my research project will consist of a World Cafe and is estimated to last 
approximately three hours. The World café will take place on Friday March 2nd from 9am to 
noon at the Yakimovich Wellness Centre. Refreshments will be served. No audio or video 
recording will take place. 

The attached information letter contains further information about the study conduct and will 
enable you to make a fully informed decision on whether or not you wish to participate. Please 
review this information before responding to the invitation. 

You are not required to participate in this research project. If you do choose to participate, you 
are free to withdraw at any time during the World Cafe without prejudice. I will hold your 
decision whether or not to participate in confidence. If you do not wish to participate, simply do 
not reply to this request. 

If you would like to participate in this research project please register before Monday February 
26th. To register email [email address] OR call [telephone number] press ‘2’ and provide your 
first & last name, session name, number of people you are registering and your phone number. 
Note: This is an automated system. Your message confirms your registration. If there is any 
problem, the coordinator will call you back. 
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Should you have any questions about participating, or if you would like to preview the research 
information letter or required consent form, please contact me at: 

Email: [email address] 
Phone: [telephone number] 

Sincerely, 
Carolyn Brandly 
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Appendix I: World Café Notice 

DATE: FRIDAY, MARCH 2, 2018  

TIME: 9:00 AM – 12 NOON  

TOPIC: WORLD CAFÉ – DEMENTIA-FRIENDLY COMMUNITY  

PRESENTER: Carolyn Brandly is pursuing an MA in Leadership (Health) degree at Royal 
Roads University. As part of the fulfillment of requirements for her degree she is conducting an 
Action Research Engagement study.  

SESSION DESCRIPTION: If you are a family or professional caregiver, service provider or an 
interested citizen, join us and come prepared to share your knowledge and experience at this 
word café session.  

• What is ‘community’ and what does a ‘dementia-friendly community’ include?  

• What dementia-friendly models around the world do you like and why?  

• Why create a dementia-friendly community and who benefits?  

• What can we do locally to support this vision? 
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Appendix J: World Café Session Plan 

March 2, 2018 
9-noon 
40 people max, around 20 people likely 

When	 What	 	 Who’s	Involved	

8	am	 Set	Up	
• 4	tables,	20	chairs	
• projector,	screen	
• table	cloths,	pens,	etiquette	cards	
• Tara	–	graphic	recording	
• catering	(Kathleen),	beverages	(Liz)	

Carolyn,	Liz,	Tara	
	
Table	hosts	–	
Vicki,	AJ,	
Gwendolyn	

8:30	–	
9:00	

Arrivals	
• check	in	–	nametag,	consent,	research	summary	sign	up	

Carolyn	

9:00	–
9:20	

Welcome	&	Focus	
• in	BC,	principles	of	dementia-friendly	communities,	
innovation	

• what	is	World	Café,	what	is	focus	and	agenda	for	the	
session,	Ground	Rules,	from	your	personal	frame	of	
reference/experience		

• what	we	learned	from	the	Focus	Groups	

Carolyn	

9:20	–	
9:40	
	
	

Appetizer	
1. What	enables	the	creation	of	dementia-friendly	

communities?		
2. What	is	‘community’	and	what	does	a	‘dementia-friendly	

community’	include?	

All		
Participants	
encouraged	to	
move	after	10	
min	

9:40	–	
10:00	

Group	Discussion	–	report	out	+	graphic	recording	 Carolyn/Tara	

10:00	–	
10:45	

Main	Dish	
1. What	can	be	done	to	support	emotional	well-being	

including	maintaining	a	sense	of	dignity,	for	persons	with	
dementia?	

2. What	are	effective	ways	of	reducing	the	stigma	
experienced	by	people	with	dementia	and	their	family,	
friends	and	carers?	

3. What	services	supports	and	therapies	would	maintain	or	
improve	health,	well-being	and	quality	of	life	for	persons	
with	dementia,	their	families	and	their	care	partners?	

All	
Participants	
encouraged	to	
move	every	10	
minutes	
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4. What	can	we	do	locally	to	support	development	of	
dementia-friendly	communities?		

10:45	–	
11:05	

Group	Discussion	–	report	out	+	graphic	recording	 Carolyn/Tara	

 

	 Round	1	Appetizer	 Round	2	Main	 Round	3	Dessert	

Table	1	Vicki	 Q1	 Q1	 Q1	

Table	2	Gwendolyn	 Q2	 Q2	 Q2	

Table	3	AJ	 Q1	 Q3	 Q1	

Table	4	Carolyn	or	Liz?	 Q2	 Q4	 Q2	
 

• Please	remind	participants	to	DOODLE!!!!	
• Remember	to	capture	key	points	and	give	paper	to	Tara	during	report/record	
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Appendix K: World Café Consent Form 

   

 

 

 

By signing this form, you agree that you are over the age of 19 and have read the information 
letter for this study.  

Your signature states that you are giving your voluntary and informed consent to participate in 
this project and have the data you contribute used in the final report and any other knowledge 
outputs (articles, conference presentations, newsletters, etc.).  

 I consent to quotations and excerpts expressed by me through the world café be included 
in this study, provided that my identity is not disclosed  

 I consent to the material I have contributed to and/or generated [e.g., flipchart and table 
cloth notes and graphic recording] thorough my participation in the world café be used in 
this study 

 I commit to respect the confidential nature of the world café by not sharing identifying 
information about the other participants 

 

Name: (Please Print): __________________________________________________ 

 

Signed: _____________________________________________________________ 

 

Date: ______________________________________________ 

 

SPONSOR LOGO SCHOOL LOGO 



A GOOD LIFE WITH DEMENTIA 171 

Appendix L: Interview Invitation 

   

Jan 25, 2018 

 

Dear     ,  

I would like to invite you to participate in a brief interview to engage your expertise in 
developing dementia-friendly communities in BC. This research activity will consist of a private 
one hour one-on-one interview with four to five open-ended questions, in person if possible, or 
via telephone or Skype.  

In partial fulfillment of the requirement for a Master of Arts in Leadership degree at Royal Roads 
University, I will be conducting an Action Research Engagement study with the Greater Victoria 
Eldercare Foundation (GVEF) to explore, “How can the GVEF and other key stakeholders work 
together to make Victoria a good place to live with dementia?” My credentials with Royal Roads 
University can be established by contacting Dr. Catherine Etmanski, Director, School of 
Leadership Studies at [email address].  

Attributions for information or direct quotations will be negotiated with you prior to the 
interview. You can choose to participate anonymously or you can choose to have your 
perspective and opinions directly attributed. Either way, you can review the interview 
notes/recordings at any time post-interview, and you will provided with an executive summary, 
including recommendations for action. The final report will be published through the Thesis 
Canada Portal of Library and Archives Canada, and ProQuest/UMI. The Executive Summary 
may be posted on the Royal Roads University School of Leadership Studies website as a means 
of promoting the work of students and the school.  

In addition to submitting my final report to Royal Roads University, I will also share my 
research findings with the Greater Victoria Eldercare Foundation, and the Alzheimer Society of 
BC, and potentially with local stakeholders in the dementia community. I may also submit an 
abstract to a leadership conference or article for publication to an appropriate journal. 

There are no known risks if you decide to participate in this research study, nor are there any 
costs for participating in the study. Information will be recorded by hand written notes and audio 
recorded and where appropriate, be summarized in the body of the final report. All 
documentation will be kept strictly confidential. Information recorded will be transcribed and all 
transcripts and will be stored in a locked cabinet. All electronic data will be stored on a USB 
stick which will be password protected and also stored in a locked cabinet. All raw data will be 
destroyed one year after graduation from the MAL-H program. 

You are not compelled to participate in this research project. If you do choose to participate, you 
are free to withdraw at any time without prejudice. If you choose not to participate in this 
research project within two weeks of the interview being conducted, the interview data will be 
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destroyed immediately. After two weeks from the date of the interview the data is likely to be 
incorporated into the final report, findings or recommendations. If you choose not to participate 
in this research project more than two weeks after the interview being conducted, your opinions, 
perspectives, and advice may still be included in the final report, but will reviewed and revised to 
ensure your anonymity. Please feel free to contact me at any time should you have additional 
questions regarding the project and its outcomes.  

If you would like to participate in my research project, or have any questions about participating, 
please contact me at: 

Email: [email address] 
Phone: [telephone number] 

Sincerely,  
Carolyn Brandly  



A GOOD LIFE WITH DEMENTIA 173 

Appendix M: Interview Consent Form 

   
 

 

 

 

By signing this form, you agree that you are over the age of 19 and have read the information 
letter for this study. Your signature states that you are giving your voluntary and informed 
consent to participate in this project and have data I contribute used in the final report and any 
other knowledge outputs (articles, conference presentations, newsletters, etc.).  

 

 I consent to quotations and excerpts expressed by me through the interview be included in 
this study, provided that my identity is not disclosed  

OR  

 I consent to quotations and excerpts expressed by me through the interview be included in 
this study, provided that they are fully attributed to me 

 

Name: (Please Print): __________________________________________________ 

 

Signed: _____________________________________________________________ 

 

Date: ______________________________________________ 
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Appendix N: Interview Questions 

1. What enables the creation of a dementia-friendly community? 

2. What does a dementia-friendly community include? 

3. What would ensure implementation and sustainability of a DFC plan? 

4. What can we do locally to support development of a DFC region? 

5. What new services or supports would maintain or improve health, well-being and quality of 
life for people with dementia, their families and care partners? 

6. Who else needs to be involved in this conversation? 

7. Why do we need a DFC? Isn’t an age-friendly lens enough? 
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Appendix O: Individual (Interior/Exterior) Findings 

Individual (Interior/Exterior) Findings  
• Integration of Integral Theory Systems Lens inquiry findings with preliminary 

conclusions and implications. 
• Developing recommendations to increase collaboration among the Interior/Exterior 

Collective was the focus of the research, therefore Interior/Exterior Individual findings 
and conclusions are linked to future research implications only. 

• All findings pertain to research participants and activities within the CRD.  

Interior 
Individual 

Focus Groups Summary Statement – Support for person with dementia and 
carer, both alone together and apart, to maintain norms and adapt to change 
in ways that sustain or improve their individual and shared quality of life. 

Findings  1) People with dementia and carers are often personally overwhelmed and 
emotionally devastated by events that occur along the dementia journey 
(diagnosis, loss of ability, shrinking scope of life, disconnection from 
loved ones and from each other, constant change and loss), yet are 
courageous, resilient and possess significant capacity for humour. 

2) People with dementia and carers are afraid of the future, yet find 
moments of comfort together in the present. 

  1) People with dementia and carers require customized supports that 
address their unique needs, and that remain flexible and responsive as 
their needs for support change. 

2) People with dementia must be empowered as agents of change, rather 
than regarded as targets of change. 

Implications 
for Future 
Inquiry 

• How can systems be adapted to continuously ‘meet them where they are’ 
with comprehensive, compassionate supports? 

• How can people with dementia be engaged to share their perspectives, 
despite cognitive impairment, and how can these perspectives be 
employed to shape creative service provision? 

• What adapted communications methods have demonstrated promise to 
enable engagement of people with dementia with mild, moderate and 
severe impairments? 

Exterior 
Individual 

Focus Groups Summary Statement – Support for person with dementia, 
carer, and families/friends to navigate dementia journey through education 
and training, by increasing awareness of options, and by adapting norms to 
foster independence and well-being. 

Findings  1) People with dementia and carers experience loneliness as life-long social 
patterns and relationships are disturbed by changes related to dementia 
resulting in loss of a feeling of ‘belonging.’ At the same time, in some 
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ways as a dyad they feel stronger ‘alone together’ than when they interact 
with others. 

2) Difficulty navigating the dementia care system is a disabling factor for 
carers and people with dementia, yet they are open to learning how to do 
it better. 

3) Peers provide significant assistance with navigation of the dementia care 
system. 

4) Not everyone wants to ‘belong’ with peers with dementia. 

Conclusions 1) People with dementia and carers must be supported to maintain existing 
relationships and to adapt social activities enable continued connection to 
interior/exterior collectives or the resulting social isolation will become 
an additional disabling factor. 

2) Ongoing and personalized way-finding support is urgently required, 
encompassing both public and private options, to support the 
independence of people with dementia and carers. 

3) Dementia may provide new opportunities to ‘belong’ among a new peer 
group. 

4) It is critical to remember people with dementia remain heterogeneous 
individuals, so homogenous solutions will not meet their needs. 

Implications 
for Future 
Inquiry 

• How can positive feelings of belonging be built and/or sustained among 
people with dementia and others in the CRD? 

• How can consistency of quality in service provision be measured/assured 
among private providers? 

• What are the barriers to comprehensive way-finding assistance and how 
can they be overcome? 

• How can diverse programs and services be developed that are responsive 
to the uniqueness of the individual with dementia while building on the 
commonalities that may unite and strengthen groups of people with 
dementia? 
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Appendix P: Graphic Recording Image 
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