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Abstract
This article describes the use of a participatory action research (PAR) approach to developing a self-
management resource for persons living with dementia and care partners. Despite growing evidence
that persons with dementia are able to contribute in meaningful ways to decision-making about their

Corresponding author:
Sherry Dupuis, Department of Recreation and Leisure Studies and Partnerships in Dementia Care Alliance, University
of Waterloo, 200 University Avenue West, Waterloo, Ontario, Canada

https://uk.sagepub.com/en-gb/journals-permissions
https://doi.org/10.1177/1471301221997281
https://journals.sagepub.com/home/dem
https://orcid.org/0000-0002-0819-807X


care and life preferences, few opportunities exist for them to participate in the design of resources
and services meant for them. There is also a need to support the self-management of persons living
with dementia with the provision of accurate, high quality, user-friendly information. The Living Well
with Dementia resource was developed through a partnership with persons with dementia, family
members, Alzheimer Society representatives, primary care providers, and researchers. The
methods used in the development of this resource are outlined in six steps employed in this process,
from establishment of a PAR team to final resource creation. Informed by a whole systems ap-
proach, the resource brings together essential components of self-management into a compre-
hensive system of care and support for living. It empowers users to be active participants in the
application of new knowledge to their lives. Better self-management has important implications for
access to health care and quality of life for persons with dementia and care partners.
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Introduction

There is much stigma associated with dementia (Mitchell et al., 2013), and efforts to manage this
disease tend to focus on managing functional decline and safety risks, with carers assuming control
over decision-making in the best interests of the individual with dementia (Burgener et al., 2015;
Riley et al., 2014). There is growing evidence that persons with dementia are able to adapt to
functional changes, finding ways to remain active, and create meaning in their lives as they live with
this disease (Bartlett 2014a, 2014b; Beard, 2004; Genoe & Dupuis, 2012, 2014; Harman & Clare,
2006). Moreover, persons with dementia are interested in contributing to and sharing in decision-
making related to disease management (Dupuis et al., 2012a, 2012b), as evidenced by the de-
velopment of programs empowering them to assume greater control in their lives and develop skills
to better self-manage their care (Dupuis & Gillies, 2014; Hickman, et al., 2015; Wiersma et al.,
2017). The importance of engaging persons with dementia in program development has been
identified by Alzheimer’s Disease International (2019), the World Health Organization (2015), and
country-specific policy documents (Canadian Academy of Health Sciences, 2019; NHS, 2017;
Public health Agency of Canada, 2019).

Self-management approaches, especially for persons with chronic conditions, have been
identified as an opportunity to inform and empower individuals to maintain well-being and quality of
life. In fact, since being introduced in the 1960s, the potential of self-management in the context of
chronic diseases has been widely recognized (Allegrante et al., 2019). With a focus on giving people
knowledge, skills, and tools needed to make decisions about their health and wellness and assist with
role and emotional management, self-management approaches have been recommended as an
opportunity to improve health outcomes and reduce healthcare costs (Allegrante et al., 2019). Self-
management programs have been developed for numerous chronic conditions including arthritis,
asthma, diabetes, cardiovascular disease, depression, and HIV and have demonstrated positive
outcomes for many, although not all, conditions (e.g., Allegrante et al., 2019; Bosworth et al., 2009;
McCauley et al., 2006; Van Grieken et al., 2018; Vas et al., 2017; Warner et al., 2015, 2019).
Although the concept of self-management has been defined in a number of different ways, most
definitions include three key components: (1) management of the medical issues associated with the
disease; (2) maintaining meaning in life and valued roles; and (3) managing the emotional responses
associated with the diagnosis (Allegrante et al., 2019; Wiersma et al., 2017).
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Given the projected increase in dementia prevalence and growing interest in supporting self-
management among persons with dementia, it has never been more imperative to develop effective
means for supporting persons living with dementia. This article describes the participatory action
research (PAR) process used in the development of a self-management resource designed by and for
individuals with dementia as part of a broader system of support. It is our hope that our process might
inspire and inform other participatory processes inclusive of people living with dementia or other
individuals often excluded from research and knowledge translation initiatives.

Self-management in dementia

As persons living with dementia have experiences similar to persons living with other chronic
conditions related to the management of medical issues and emotional responses to the disease and
the challenges of maintaining meaning in life (Mountain, 2006), self-management approaches have
the potential to significantly enhance quality of life for persons with dementia and their care partners.
There is evidence that early support and information may reduce fears and anxieties related to the
diagnosis, help to maintain self-esteem, increase feelings of control, and inspire hope and new
possibilities for living well for persons living with dementia (Dupuis &Gillies, 2014; Sørensen et al.,
2008); reduce the adverse outcomes associated with the caring role for family members and better
prepare them for the future (Boots et al., 2015; Kjallman Alm et al., 2013; Sørensen et al., 2008); and
reduce the societal costs of long-term care (Leifer, 2003). Despite the potential value of such
programs for persons living with dementia, the concept of self-management in the dementia context
has received limited attention.

A key component of self-management is access to information about the disease and the supports
needed to live well. In the case of dementia, such information is needed at all phases of the dementia
journey, particularly at the point of diagnosis. While persons with dementia, especially in the early
phases of the condition, can take on an active part in their treatment and future planning, this can
only happen when persons living with dementia and family members have access to adequate
information and supports to do so. Yet, much of the information provided tends to be focused at
family members; very little is known about the information needs of persons living with dementia,
and few relevant resources exist to address these information needs (Alzheimer Society, 2010; Killen
et al., 2016).

The lack of attention to self-management in dementia and the information needs specific to
persons living with dementia have been attributed to a number of issues including stigma and the
predominant misunderstanding that persons with dementia are unable to learn new skills and lack the
capacity to contribute to their own care (Mountain, 2006). These perceptions pervade despite
research demonstrating the continued abilities of persons with dementia to describe their experiences
and participate in decision-making about their care and the increasing direct involvement of persons
with dementia in advocacy initiatives and in educating others with dementia (Dupuis et al., 2012a,
2012b; Dupuis & Gillies, 2014; Bartlett, 2014a, 2014b). Thus, there are growing calls for more
research on the information needs of people living with dementia (Alzheimer Society, 2010) and
for self-management approaches in dementia (Hickman et al., 2015, 2016; Mountain, 2006;
Vernooij-Dassen et al., 2005; Vernooij-Dassen & Olde Rikkert, 2004; Wiersma et al., 2017). In fact,
understanding and meeting the information needs of persons living with dementia to support self-
management have been identified as pressing issues in provincial (Ontario Ministry of Health and
Long-Term Care, 2016) and national dementia strategies (Alzheimer Euorpe, 2017) and as an
essential component of dementia-friendly communities (Dupuis, 2010).
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Self-management approaches and resources

There is some evidence that educational resources such as “resource kits,” toolkits, and online
resources may be an efficient and cost-effective way to provide educational support to persons newly
diagnosed with chronic illnesses (Allegrante, 2019; Lorig et al., 2013, 2015) and could have
possibilities for supporting other populations experiencing a new diagnosis, such as persons living
with dementia. Educational resources have been used effectively to assist physicians in educating
their clinical teams (Schwartzberg et al., 2005) and have been evaluated for their use with specific
populations including arthritis and fibromyalgia (Lorig et al., 2008), osteoarthritis (Umapathy et al.,
2015), and other chronic illnesses (Lorig et al., 2013). However, no research, to the best of our
knowledge, has been conducted on the use of similar print and/or internet resources with persons
with dementia. This knowledge translation gap demonstrates not only the great need for high quality,
reliable, relevant, clearly communicated, person-centered information for older adults and others
newly diagnosed with an illness or disability and their families (Harris et al., 2002) but also how
clinicians often underestimate the amount of information their patients want or require to adjust to
their illness (Kinnersley et al., 2007).

Self-management resources bring together information and resource tools that have been re-
viewed for readability, relevance and usefulness to the target population, and accuracy of in-
formation. Reliable information can help individuals diagnosed with an illness or disability feel
empowered and more in control of their situations, enables them to become more knowledgeable
about their illness and the care and treatment options, increases awareness of the supports and
services available, promotes active involvement in decision-making and making more informed
choices, supports higher levels of self-care, relieves anxiety, helps in the management and in coping
with their illness, and increases satisfaction with care (Allegrante et al., 2019; Berzins et al., 2009;
Boger et al., 2015; Dineen-Griffin et al., 2019).

Although a dementia-specific resource may be a significant opportunity for persons living with
dementia to better participate in their own care and decision-making, information alone may be
insufficient to impact ability to manage health and enhance quality of life. A criticism of psy-
chological models of self-management is that they often lay sole responsibility for management of
disease on individuals without considering the broad systems and programs needed to support
individuals in self-care (Northrup, 2002). Instead, it has been recommended that the focus should be
on identifying and drawing together the different components essential to self-management into
a seamless, comprehensive, and coherent system of care and support (Kennedy & Rogers, 2001;
Kennedy et al., 2014; Mountain, 2006; Northrup, 2002). A whole systems approach to self-
management would bring together a strong network of support, including family care partners,
community resources and programs, and tools to support self-management such as information
provision and knowledge, the empowerment of individuals living with chronic illness so they can be
actively involved in decision-making and problem-solving, and the design of appropriate and
effective care and support services that are flexible, easy to access, and needs-based. Indeed, in-
formation tools found to be the most effective and successful are those that are developed with
individuals with lived experience (Bombard et al., 2018). But to be effective, self-management
requires a strong partnership between persons with chronic illness, their family care partners, and
healthcare providers, as well as access to a full system of programs and services to support self-
management both at the system level and the individual level.
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Development of a Living Well with Dementia resource using PAR

The focus of this project was to bring together persons living with dementia, family care partners,
and a diverse group of professionals and researchers to develop and implement a self-management
resource for persons living with dementia and their family care partners. A multi-phased needs
assessment and priority setting exercise conducted by the Murray Alzheimer Research and Edu-
cation Program (MAREP), University of Waterloo, found that there was overwhelming consensus
among persons living with dementia, family members, and health professionals regarding the need
for relevant and accessible information at the point of a dementia diagnosis. People with dementia
and their family members involved in the process described often feeling isolated and confused after
getting a diagnosis of dementia and yet did not know where to turn for reliable information. A
commitment was made at the end of the priority setting process to work together in creation of an
information tool that would be provided to families at diagnosis. It was our hope that supporting self-
management for persons living with dementia would mean that individuals would be better able to
work with their healthcare team, more prepared to participate in decisions, more aware of available
supports, more knowledgeable of treatments, more actively involved in their own care for longer
periods of time, have the resources necessary to deal with the emotional aspects of the diagnosis, and
ultimately be better able to live well with dementia. A unique aspect of dementia self-management
results from the increasingly important role of family care partners as dementia progresses and
cognitive function declines. For family members, better self-management may result in less carer
stress and easier access to key information to help carers in their roles and be better prepared to plan
ahead and support the person living with dementia.

If persons with dementia and their family care partners are to take more of an active role in self-
management, then integrated knowledge translation (IKT) is a fundamental prerequisite to their
involvement and participation. IKT refers to collaboration between researchers and individuals who
use the research (Gagliardi et al., 2016). However, IKT is rarely used in the dementia context,
especially where people with dementia are actively included in the process. In fact, traditional
approaches to knowledge translation often referred to as “knowledge to action” approaches fail to
recognize the important contributions that persons living with illness or disability can make to the
knowledge generation and sharing processes, and how knowledge generation/creation can happen
simultaneously with knowledge use/transfer referred to as “knowledge in action” (Dupuis &Whyte,
2017). For these reasons, we were drawn to participatory action research (PAR) for this project.

Although people with dementia were rarely included in decision-making in research processes
prior to 2000, participatory approaches that actively engage people living with dementia in the
research process have been increasing over the past two decades, including projects conducted in
Japan (Nomura et al., 2009), Australia (Goeman et al., 2016), Canada (Dupuis et al., 2012a, 2012b;
Fortune et al., 2015; Hickman et al., 2015, 2016; Mann & Hung, 2019; McKeown et al., 2015), the
UK (Rodgers, 2018), and Belgium (Hendriks et al., 2013). Participatory processes have helped
inform guidelines and frameworks and identify innovative approaches and strategies for supporting
people with dementia as co-researchers, co-designers (Dupuis et al., 2012a; Hendriks et al., 2013;
Phillipson & Hammond, 2018; Wang et al., 2019) and as co-analysts (Clarke et al., 2018), including
people living with dementia in later phases of dementia (Smith & Phillipson, 2020). Although some
participatory approaches have included people living with dementia in a specific phase of the process
(i.e., predesign or evaluative phases), more recent studies have been engaging people living with
dementia in co-design in all phases of the process (Wang et al., 2019). This research demonstrates
that meaningful inclusion of people living with dementia in research design is not only possible but
also beneficial to both people living with dementia and the design of the research (Wang et al., 2019).
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There were five common elements of PAR that made it an appealing methodology for our
process. People experiencing specific phenomena or working in particular settings are included as
co-researchers throughout the process.

This means actively engaging all in meaningful ways in collaborative decision-making; collecting and
analyzing data; reflecting, interrogating, and interpreting the information; determining the best ways to
share information and in constructing the story to be told; and acting on the information (Dupuis &
Whyte, 2017, p. 106; Kemmis et al., 2014)

Understanding what is of practical significance to the people and settings involved and drawing
on local knowledge and methods is of utmost importance (Reason & Bradbury, 2008). PAR in-
tegrates knowing and acting in the same process, making both knowledge co-creation and action
critical dimensions of PAR processes (Dupuis & Whyte, 2017). PAR often has a social justice
agenda, with the ultimate goal of personal and social transformation that happens as a result of
engaging in PAR processes. In fact, Reason and Bradbury (2008) suggest that “[a]ction research
without its liberating and emancipatory dimension is a shadow of its full possibility and will be in
danger of being co-opted by the status quo” (p. 5). Finally, PAR is a fluid and emergent process that
unfolds over time as new information is gathered, reflected upon, and acted on (Dupuis & Whyte,
2017; Reason & Bradbury, 2008). What follows is a description of the action research cycles and
steps undertaken to develop a dementia resource that actively engaged diverse voices, particularly
persons living with dementia, in the development and implementation of this resource.

Establishment of a PAR team

The first step in developing the Living Well with Dementia resource was to develop a PAR team.
Guided by the principals of PAR and the authentic partnership model developed by Dupuis et al.
(2012a), 17 individuals with diverse backgrounds and experiences were brought together to form
this team and to oversee the development of the resource. As Dupuis et al. (2012a) outline, an
authentic partnership

1. Recognizes how persons with dementia have been silenced, excluded, and oppressed while at the
same time recognizes the collective capacity they have to empower themselves and others (Foley,
2001; Freire, 1972, 1976);

2. Seeks to work in partnership with persons with dementia, their families, and others to promote
equality and social justice for all persons with dementia (Adams & Clarke, 1999; Foley, 2001;
Freire, 1972);

3. Views knowledge as power and education and learning as important vehicles for social change,
transformation, and liberation (Findsen, 2007; Freire, 1972, 1976);

4. Challenges the supremacy of higher order or expert knowledge and instrumental rationality
(Habermas, 1984) by acknowledging, valuing, and incorporating the lived or experiential
knowledge of our partners (Thomas, 1982); and

5. Incorporates a systematic process of critical reflection and dialog in community with others as all
partners work collectively toward the realization of new possibilities (Freire, 1972; Habermas,
1984). (p. 432)

Thus, our PAR process brought together persons with dementia, family care partners, Alzheimer
Society representatives and educators, First Link Coordinators (i.e., professionals who work to link
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individuals and families experiencing dementia to community supports and services; see McAiney
et al., 2008, 2012), primary care physicians, and other health professionals working with persons
with dementia such as people working in pharmacy and an interdisciplinary team of researchers from
diverse disciplines/fields. In recruiting PAR team members, we started by identifying and inviting
individuals from a range of organizations and backgrounds who had previously engaged in PAR
processes with us and had demonstrated a willingness and commitment to participatory processes.
Consistent with authentic partnerships (Dupuis et al., 2012a), we used early meetings to reflect on
who was included and who might be missing and should be invited to participate. Throughout our
reflective process, when it was determined that expertise might be missing from the team and
needed, we searched out potential new members and invited them to join.

In early meetings and/or separate conversations with team members, we also explored the
expertise, strengths, and talents they brought to the project and how they preferred to be involved
(Dupuis et al., 2012a). Then, together, and in regular monthly meetings, the team worked col-
laboratively to identify and carry out the subsequent PAR cycles and steps required to develop the
resource; these steps are summarized in Figure 1. Our process was documented using detailed
minutes from all team meetings and process activities, which were shared regularly with all team
members. We also used our meetings to critically reflect on our process and determine collectively
how to move forward.

In consultations with the Office of Research Ethics at one of the PIs universities and consistent
with practices used in PAR processes at that university, we prepared and received ethics clearance for
this project at the outset of the project (ORE 15805) and for all phases of the project where data were
being collected and analyzed through the submission of modifications to the original application.
Full ethics clearance was also obtained for the pilot testing of the resource at both PIs universities
(ORE# 17953, REB# 12-030). Our ethics process was informed by Dewing’s (2007) work with
persons living with dementia and Welsby and Horsfall’s (2011) research with women with in-
tellectual abilities, both of whom recommend the use of options and flexibility in securing consent

Figure 1. Summary of steps involved in developing the Living Well with Dementia resource.
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and/or assent and the continuous use of process consent procedures to ensure all partners and
participants are reminded of the project purpose and have opportunities to make informed decisions
about their continued involvement in each phase of the project.

Identification of information needs

The PAR team determined that the first step in the process was to identify the information needs of
persons living with dementia and their care partners at the time of diagnosis. In order to do this,
a variety of needs assessment methods were chosen including two focus groups with participants
(N = 8 participants) in early-stage support groups facilitated by a person with dementia and a re-
searcher from our team; face-to-face or telephone interviews with persons with dementia, family
members, and professionals (N = 14); and open-ended questionnaires completed by persons with
dementia (N = 21) and family members (N = 17). Questions were posed about what types of
information were needed at the time of diagnosis, what information was most helpful, preferences
for accessing information, and the experience of interacting with the healthcare professionals when
diagnosed. These methods provided an opportunity to explore and identify the types of information
people with dementia felt they needed but had little access to.

Working together, the team then reviewed and analyzed the data generated from this process and
used the data to develop a second questionnaire called “Identifying Your Information Needs and
Preferences.” A draft version of the new questionnaire was shared with 18 persons living with
dementia, five family care partners, and one professional to ensure the information was un-
derstandable and the questionnaire was easy to complete. On a five-point Likert scale from “very
important” to “not important,” participants were asked to indicate how important each type of
information was at the time of diagnosis. The questionnaire identified specific types of information
in different areas including the diagnosis process, dementia, healthcare systems and teams,
treatments and medication, emotional needs, communication, community supports and services,
quality of life, planning ahead, safety, and care options. Participants were also asked to indicate how
they prefer to receive information, where they prefer to access information, from whom they prefer
to receive information, and when they would prefer to receive information. This second ques-
tionnaire was made available in both hard copy and online versions and distributed in a range of
ways including through the MAREP contact database, the Alzheimer Society of Ontario, Alzheimer
Society of Canada, and the Dementia Advocacy and Support Network International (now known as
Dementia Alliance International). Hard copies of the questionnaire were also distributed at two
AChangingMelody forums designed specifically by and for people livingwith dementia and their care
partners. A total of 115 persons with dementia and family care partners completed the questionnaire.

Information generated through these efforts was consistent with previous research on chronic
illnesses indicating a common core set of information needs of older persons newly diagnosed (Abdi
et al., 2019; Grobosch et al., 2018; Harris et al., 2002; McGilton et al., 2018). Across all of these
sources of information, participants identified a range of information needs that fit into four broad
themes related to health care (e.g., information about illnesses causing dementia, how to recognize
symptoms and how to act upon symptoms, how to work with healthcare teams, and medical and
nonmedical treatments); care and support (e.g., the availability of social and other support services
and how to access those services, safety considerations, and care options including long-term care
placement); living well (e.g., how to transform and live with the emotional reactions of the diagnosis
such as grief, loss, and anger, how to enhance communication, and how to maintain holistic wellness
and quality of life in order to live well with the diagnosis); and planning ahead (e.g., how to manage
activities and strategies for planning ahead including dealing with financial consequences of the
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diagnosis, designating powers of attorney, and end of life care). These themes are similar to those
found in a recent study by Soong et al. (2020). Given the differences in terms of availability of
support services and processes for accessing those services across Canada, the PAR team had a
number of conversations at this stage to determine how best to discuss information related to the
theme of care and support. It was decided that it would be extremely challenging to outline processes
for all jurisdictions across the country and that, where possible, we would provide generic in-
formation about support services as well as more specific information relevant to Ontario citizens
where many on our team were located.

Identification of existing self-management resources

As the information needs of people living with dementia and their care partners were being explored,
the team also acknowledged that some good resources may already be in existence but that it was
often difficult to locate these resources. We determined that it was important to build on existing
resources where possible and not “reinvent the wheel.”With direction from the PAR team, MAREP
staff members began conducting a comprehensive environmental scan in order to identify all
existing resources at the time being used to provide information to persons with dementia and their
care partners. This task was done by conducting a thorough internet search and interviewing health
professionals and Alzheimer Society staff across the country about the tools and resources they were
currently using. When new tools or resources were identified, a request was made to send a copy to
MAREP. Over 500 individual resources were identified.

Assessment of existing tools and resources

Coulter (1998) highlighted the important role that information materials can play in supporting self-
management but also stressed: “If patients are to be active participants in decisions about their care,
the information they are given must accord with available evidence and be presented in a form that is
acceptable and useful” (p. 225). Unfortunately, few resources meet the standards for high quality,
usefulness, and relevance because in most situations, resources are developed without people with
lived experience being actively involved in their development. Our team determined that an
evaluation process was needed to assess the accuracy, readability, relevance, and usefulness of the
existing resources to persons living with dementia and that persons living with dementia must be
included in that process. A subcommittee was created to develop assessment tools/workbooks that
could be used for this purpose, manage the evaluation of existing resources, and ensure that assessors
were trained to use the assessment tools/workbooks.

Consistent with authentic partnerships (Dupuis et al., 2012a), at the beginning of our process, we
explored with team members what talents, skills, strengths, and expertise they felt they brought to
the project, and as we progressed, we continued to check in to determine how diverse team members
wanted to be included. At this phase, one of our team members with dementia identified an interest
and willingness to participate on the subcommittee and also in the assessment process; another team
member with dementia preferred to be included only in the assessment process. We also were able to
engage students who expressed an interest in engaging in our research process as members of the
subcommittee and/or assessors. This resulted in a subcommittee made up of one educator, three
researchers, one person with dementia, and three students (two undergraduates and one doctoral
candidate).

Two assessment tools/workbooks were developed for this purpose: one to be used by assessors who
did not have dementia and one to be used by persons with dementia. The assessment tools/workbooks
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were based on existing valid and reliable measures used to assess these factors, including the
DISCERN and SAM tools (Charnock & Shepperd, 2004; Charnock et al., 1999; Doak et al., 1994)
as well as suitability for individuals with low literacy skills (Doak et al., 1996). Readability was
assessed using the online SMOG tool (https://www.readabilityformulas.com/smog-readability-
formula.php). Six assessors, including two persons with dementia, two undergraduate students,
one doctoral candidate, and one master’s level student, were first trained and then collaborated in
the assessment of all 500+ existing resources using the assessment tools and workbooks created by
the subcommittee. Once the assessment process was completed, the team had a better sense of the
information areas where strong resources and tools already existed that could be incorporated into
our resource, and a list of gaps in the tools available to address the information needs of persons with
dementia was created (see Table 1).

Development of new resources/information to address gaps

Within the PAR team, small working groups were developed to gather information needed to create
the resources (or content) for those areas where no quality and/or useful resources existed. This
information was gathered from comprehensive literature searches and individual interviews with
expert informants. As an example, one of the information areas identified by persons with dementia
in which no high quality resource existed was what to expect at a specialist appointment. Family

Table 1. Identified Information Need Requiring Content to be Developed.

Category Identified needs

Health care How dementia affects coexisting medical conditions
The purpose of certain tests
The length of time testing will take
How to prepare for tests (before and after)
What test results mean
How to get referred to a specialist
Available specialists in your area
What to expect at a specialist appointment
What you can do while waiting to get a specialist appointment (e.g., tips on how you can help
yourself protect your memory)

Care and
support

How different health professionals can help
Which services are appropriate at different stages of the dementia journey
Cost of service/wait time
How to navigate the healthcare system
Safety assessments

Living well Specific strategies for dealing with anger
Strategies for dealing with other responsibilities (e.g., caring for parents or children)

Planning ahead When/how to give up responsibilities (e.g., driving, cooking, and being alone)
How dementia may affect insurance policies
Emergency care plan
The long-term care home placement process (e.g., wait times)
Cost of long-term care
What to expect on moving day
Transition periods
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physicians and specialists working in memory clinics were consulted to determine, with our partners
with dementia, the information most relevant to include. We then worked with our partners with
dementia and family members to identify helpful ways to present this information so that it was
accessible and relevant to persons with dementia and their care partners. Draft versions of the content
were reviewed by the PAR team, and once new content was finalized, the same procedures used to
analyze the existing resources were used to assess the new content, including an assessment for
relevance, usefulness, readability, and accuracy of information.

Creation of the Living Well with Dementia online resource

In addition to determining information needs of persons with dementia early in our process,
participants involved in the needs assessment were also asked how and where they preferred to
receive information and when in the process they preferred it. The majority of persons with dementia
(84%) indicated they preferred to receive information they could read on their own. They preferred
to receive information either in a support setting (79%) or in their home (71%). In addition, the
majority of persons living with dementia (66%) indicated they preferred having information
staggered over time, available in a way that would provide them with control in choosing what they
looked at when. This approach was important for reducing feeling overwhelmed, especially when
too much information was provided at once. However, 36% of participants indicated a preference to
receive all information at once at the time they were diagnosed. Using this information, the team then
explored all possible options for providing the information we had gathered and created to persons
with dementia and their care partners. After much discussion and critical reflection, the PAR team
made the decision to create a web-based resource that would enable individual users to access
information in a way each is most comfortable, at a time relevant to them; allow easy access to
individuals working in support settings to access the information and print copies for individuals
who prefer written materials; enable updates of the resources to be made quickly and easily, thereby
allowing the information to remain current and accurate; and reduce the high costs associated with
printing large volumes of information.

Written material has become one important venue for providing supplementary information to
persons living with illness or disability (Allegrante et al., 2019). Written materials allow the learning
process to continue after consultation, can be used to reinforce information provided verbally, as
well as provide additional information that cannot be relayed during consultations, and provide
opportunities for individuals to absorb information at their own pace (Coulter, 1998). However,
written materials can often be difficult to get into the hands of persons newly diagnosed, leaving
many without the information they need for effective self-management. Internet-based resources are
increasingly becoming a primary source of information and advice (Allegrante et al., 2019), in-
cluding with persons living with dementia and their care partners (Soong et al., 2020) and older
adults (Flynn et al., 2006: Medlock et al., 2015). Advantages of sharing information via the internet
include increased accessibility, interactivity, information tailoring, privacy and anonymity, and
providing a more graphically and aesthetically engaging experience (Allegrante et al., 2019).
Moreover, internet-accessed health-related information can have a significant impact on outcomes
for persons experiencing illness, enabling them to engage more directly with and have greater
responsibility in their healthcare decisions, and increase awareness about the supports and resources
available to them (Allegrante et al., 2019; Flynn et al., 2006).

In order to design a successful website, it was necessary to do some pre-planning, including the
development of a website storyboard. Storyboarding involves determining the information im-
portant to be shared and creating and diagramming a site structure that best fits user needs
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(Techwalla). As part of the website development process, an in-person storyboarding meeting was
held with the PAR team. Over the course of the daylong event, members of the PAR team discussed
the purpose of the website, the target audience(s), and accessibility features that needed to be
incorporated into the site (e.g., inclusion of subtitled videos, print, and +/� zoom function). More
detailed conversations occurred to determine preferences for organizing the website, graphics, color
scheme, navigation, and content. Our partners with dementia were actively involved in choosing the
layout and design features that best supported navigation of the site; the colors used on the site so that
they were warm and inviting; the development of a butterfly logo for the site that they felt rep-
resented hope; options to increase font size; the ability to print each page if desired; and the photos
chosen for the site. Our partners also felt that it would be important to include videos as an alternative
way of sharing information and helping people living with dementia navigate the site and helped us
in developing new videos and identifying existing videos they found useful.

Using decisions made during the storyboarding process, the final step in the development phase
involved creating the website, posting the content onto the new site, and doing an initial testing of the
usability and accessibility of the draft site with our partners living with dementia and care partners. This
process provided us with an important opportunity to review the entire site through the eyes of people it
was designed for, identify issues that might exist relevant to navigating the site and understanding
content provided on the site, and make final tweaks to the site before launching it and embarking on
a broader pilot study. The resulting resources developed for this initiative can be accessed at https://
uwaterloo.ca/living-well-with-dementia//. All resources were also translated into French.

Developing a plan for disseminating the Living Well with Dementia web-based resource

One of the concerns raised by our partners with dementia was around how we were going to ensure
that people with dementia were made aware of the resource at the time of diagnosis. It was important
that this resource be embedded within the larger community healthcare system so that people could
be made aware of it and supported in using it when needed. We worked with our team members
living with dementia to identify the places/people they are most likely to access at diagnosis or
shortly after. We also explored with the professionals on our team what they needed in order to share
and use the resource. Based on this information, the PAR team felt that it was critical that family
physicians and memory clinics, local pharmacists, First Link Coordinators (where they exist), and
Alzheimer Society staff be made aware of the resource and be able to provide persons living with
dementia and their family care partners with something they could take home with them that would
direct them to the resource. To this end, we worked with our PAR team to create Living with
Dementia postcards that introduced the resource and provided information on how to access it. A
“Frequently Called Numbers” magnet was also created that provided spaces for people living with
dementia to put the telephone numbers for their physicians, the local hospital, their pharmacist, the
local Alzheimer Society, and other important numbers. The magnet also included the information for
accessing the Living Well with Dementia resource. In a large dissemination initiative, these postcards
and magnets, in both English and French (Canada’s two official languages), were distributed to the
individuals/organizations identified as key resources by people with dementia. A USB/memory key
wristband was also created with more detailed information about the resource. When people with
dementia used the USB, they had the option of reading the information or listening to an audio file of
the information. People with dementia were able to access the resource directly using the link
provided on the USB. These resources were distributed at several conferences, meetings, and
workshops. Finally, members of the team also arranged to attend conferences of key professional
groups including a meeting with the First Link Coordinators and with Alzheimer Society educators

2404 Dementia 20(7)

http://healthy.uwaterloo.ca/livingwithdementia/
http://healthy.uwaterloo.ca/livingwithdementia/


to make them aware of the new resource and discuss with them what they needed to better refer the
resource to the people they were working with.

Final thoughts on our process

Increasingly, research is showing that persons living with dementia can be active participants in their
own care and decisions about care and preferences for living (Dupuis et al., 2012a, 2012b; Wiersma
et al., 2017). Despite often being excluded from research and knowledge translation initiatives, our
process not only demonstrates that people with dementia can participate in active and meaningful
ways as co-researchers in PAR processes but also how inclusion of persons with dementia ensures
the relevancy of the decisions made and actions taken to persons living the experience. People with
dementia were included in all aspects and phases of this process; without them, this resource would
have been something very different and likely not as useful to them. Our approach is consistent with
conceptual frameworks for self-management that emphasize the importance of providing resources
and making linkages for people with dementia and their families but also support the empowerment
of persons with dementia to be agents of social change in the social structures within the context of
their unique lives (Bartlett, 2014a, 2014b; Dupuis & Gillies, 2014; Wiersma et al., 2017). The next
phase in our PAR process was the piloting of the resource with people with dementia and their family
members, and the team is currently working on an article that describes this process and the results of
the pilot.

An additional outcome of this process was the identification of the need for a self-management
education program that would be developed and facilitated by people living with dementia. Led by
Dr. Elaine Wiersma, members of our team were successful in obtaining funding to develop the
Taking Control of Our Lives program, a self-management face-to-face education program designed
by and for persons living with dementia using PAR. The program explores various topics related to
dementia and encourages participants to increase understanding, develop skills, and feel more
confident in making decisions about their own care and living (Hickman et al., 2016; Wiersma et al.,
2017). Innovations like the Living Well with Dementia resource and Taking Control of Our Lives
program, and using PAR processes as a means of building strong partnerships between individuals
and organizations in communities central to supporting people living with dementia, bring together
different components essential to self-management in order to create a more comprehensive and
coordinated system of support for persons with dementia and their care partners (Mountain, 2006;
Northrup, 2002). Including diverse stakeholders in our process served as an important step in
building and strengthening networks for our partners with dementia and their care partners.
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