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Study Dementia-Friendly Neighbourhoods in Canada: A Carer Perspective
Silverman, M. (2020). Dementia-Friendly Neighbourhoods in Canada: A Carer
Author Perspective. Canadian Journal on Aging/La Revue canadienne du vieillissement,

1-12.

B Based on findings from a study examining the lived experiences of dementia
carers in their neighborhoods, this article highlights the ways in which carers
feel supported (or not) in their local environments, and puts forth concrete
recommendations grounded in their experiences. The study, based in the city of
Ottawa and surrounding regions, although not pretending to generalize to all
Canadian contexts, nonetheless aims to offer a Canadian perspective on carers’
experiences in their neighborhoods, the combination of which has been lacking
in the dementia-friendly literature to date.

Objectives ) ) . . .
By focusing on carers’ perspectives, the goal is not to dismiss the voices of
those living with dementia, or to maintain a damaging trend whereby carers are
often asked to speak on behalf of people with dementia. On the contrary, the
goal is to consider the perspective of carers when it comes to imagining
dementia-friendly communities. Although carers are regularly mentioned in the
dementia-friendly literature as important allies or partners, there is very little
empirical research examining this topic from their unique perspective. It is this
gap that this article aims to fill.

Dementia-Friendly Communities: Context and Literature
The majority of what is known, in the English language, about the need for,

design, and implementation of dementia-friendly communities, has emerged from

the United Kingdom, and more recently, other parts of Europe (Rothe, Kreutzner, &

Gronemeyer, 2017), where pioneering initiatives began ahead of North America

(Haggarty, 2013). This literature largely constitutes grey literature and/or policy

documents that describe the theoretical and practical underpinnings of

dementia-friendly communities (see, for example, Alzheimer’s Society & British

Standards Institution, 2015; Bartholomew & Moore, 2014; Local Government

Association, 2012; Mitchell, 2012; Public Health Agency of Canada, 2019).

Introduction Similarly, the relatively small amount of scientific literature specific to

dementia-friendly communities has also tended to focus on the elements that should
constitute dementia-friendly initiatives, such as a project based in York, United
Kingdom, that found that “everyday amenities such as banks, shops, transport and
leisure facilities play a much more significant role” in the lives of people with
dementia (Crampton & Eley, 2013, p. 52).

Akhtar, Greenwood, Smith, and Richardson (2017), who found that “dementia
cafés” were of great importance to the everyday lives of people with dementia and
their carers, Brorsson, Ohman, Lundberg, Cutchin, and Nygard (2018), who
analyzed how to make a grocery store both accessible and usable for people with

dementia; Fleming, Bennett, Preece, and Phillipson (2017) who examined how the



Methods

design of outdoor spaces and buildings can improve people with dementia’s
experiences in their environments; and Ebert, Kulibert, and McFadden (2019), who
found that when community members had person-based knowledge of dementia, it
improved their social comfort with people with dementia, led to improved social
interactions and reduced social isolation for people with dementia.

In Canada, without necessarily being labeled “dementia-friendly”, there are
examples of programming across the country, such as walking groups and art
initiatives (Kelson, Phinney, & Lowry 2017; Phinney et al., 2016) that have aimed
to “create opportunities for people with dementia to participate more fully in the
wider urban community” (Kelson et al., 2017, p. 10). It is not only in urban centers
that such initiatives are occurring; there has also been concern for the specificities of
supporting people with dementia in rural parts of the country (Bacsu et al., 2019;
Wiersma & Denton, 2016).

Carers in their Neighborhoods: Description of the Study

This section aims to articulate the research methodology on which this article is
based; namely, a 3-year-study that explored how dementia carers perceive,
experience, and engage with the various aspects of their neighborhoods. The
research question asked: What are the everyday experiences of place, space, and
neighborhood of co-residing carers of people with dementia? The study investigated
numerous aspects of the participants’ everyday lives: Where did they go? How were
they getting to those places? With whom were they communicating? How were they
being supported? These questions were intended to build knowledge about how
carers use their neighborhoods and how they are being supported locally.

Using a narrative methodological approach aimed at eliciting participants’
stories (Padgett, 2018), I employed three different data collection methods during
three distinct interviews with each participant: social network mapping, walking
interviews, and participant-driven photography. These visual and mobile data
collection methods reflect current trends towards accessing the multi-sensory
elements of a participant’s environment.

I recruited participants through a community-based organization specializing in
programs for people with dementia and their carers, servicing the city of Ottawa and
its surrounding regions. Of the 12 carers recruited, 8 identified as women and 4
identified as men. Eight participants were caring for a partner, and four were caring
for a parent. The carers ranged in age from 52 to 81 years old, and the partners and
parents for whom they were caring ranged from 59 to 90 years old. These partners
and parents represented a range of stages of dementia, from early to late. All
participants were currently living at home with the person for whom they were
caring, although one participant’s wife entered a long-term care facility during the
course of the research. I explained to participants that I was seeking to build a
portrait of their daily lives in their environment, including where they went and why,
with whom they interacted regularly and why, and how they felt about their

environment. All the interviews took place in the participants’ homes or surrounding
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environments, and this proximity provided additional information about their daily
experiences.

During the first interview, I asked participants to create a social network map, a
document that illustrated with whom they communicate and interact on a regular
basis, whether friends, family, neighbors, service providers, or others in their
community. During the second interview, typically scheduled a few weeks after the
first, I conducted a walking interview in the participant’s neighborhood. For three
participants with reduced mobility, I instead conducted a driving interview. During
the third and final interview, I conducted a photo-elicitation interview, using
photographs taken by participants. At the end of the first interview, I loaned each
participant a camera and asked that person to take approximately 12—15 photographs
of meaningful places, spaces, or objects. I purposefully gave broad instructions, in
order to encourage participants’ own interpretations about meaningful aspects of
their environment. The photographs, which included diverse images such as walking
trails, benches, Christmas lights, cars, mailboxes, coffee shops, general stores, and
household objects, acted as elicitation devices (Clark-Ibanez, 2004; Harper, 2002),
stimulating discussion about participants’ everyday life and practices.
Relationships, Places, and Everyday Practices: Findings from the Study

The carers in the study discussed numerous aspects of their everyday lives,
including social interactions, experiences in the built and natural environment, and
the businesses and services they used. The themes that emerged from their stories all
referred to the people in their lives, the places where they went, or their everyday
routines.

Relationships

Carers’ connections with others, whether family, friends, acquaintances, business
clerks, service providers, neighbors, or strangers, shaped, and were in turn shaped
by, the places and everyday practices that were central to the carers’ lives.

1. Family and friends

Participants reported that family and friends often did not know how to help, and
had difficulty managing their own difficult emotions such as sadness or discomfort.
As a result, the carers’ usual networks of support became more restrictive. Yet
despite the withdrawal of some friends and family, participants talked about
obtaining support from unexpected new sources, such as people they met in support
groups, or people formerly on the periphery of their lives such as hairdressers,
business clerks, or contractors.

2. Neighbors and strangers

Carers also reported both positive and negative experiences in regard to their
interactions with neighbors and strangers. Other participants echoed this sentiment,
saying that neighbors provided an extra set of eyes and ears (for example in
situations of wandering), helped with small tasks such as taking out the garbage, and
were at times an important source of social connection. Neighbors were also seen as

sources of latent support, meaning that the participants took comfort in knowing



they could call upon a neighbor if needed. Some participants explained that they
were confronted with stigma on a regular basis, sometimes in their interactions with
strangers and acquaintances.

3. Businesses and services

I categorized businesses and services under the heading “people” instead of
“places”, because the overwhelming majority of carers in the study explained that
their choice of stores, whether grocery stores, pharmacies, banks, or hairdressers,
was based largely on social relationships and social connections. The carers in the
study wanted to shop, especially when with the person with dementia, in stores that
had a welcoming environment created by workers who were understanding and
helpful.

Places

1. Home

The feelings that carers expressed about their homes were directly linked to their
feelings about the neighborhood in which their home was situated, and in particular,
their experience of social relationships in that neighborhood. In other words, the
quality of those relationships was primarily what shaped participants’ perceptions
about the emplacement of their home.

2. Community gathering places

The carers in the study also talked about the importance of accessible, public,
community places such as coffee shops, libraries, or community centers. They
explained that these places supported social connections, helped break isolation, and
maintained the relationship with the person with dementia by offering a place to go
and an activity to do together. Community gathering places facilitated opportunities
for both the carer and the person with dementia to exercise their social citizenship,
as they helped fulfill many of the fundamental tenants of social citizenship as
described in the introduction, namely having a sense of purpose, experiencing
solidarity with others, participating in the world, and enjoying freedom from
discrimination. Some carers explained that community gathering places did not
always have to be indoors, but could also be an outdoor open space, such as a public
square with benches that facilitated contact with others.

3. Favorite places

Contrary to community gathering places where they would most often go with the
person with dementia, favorite places were places where they would usually go
alone and which would offer them a temporary reprieve or a sense of restoration in
the midst of the challenges of their daily care routines. Sometimes carers’ favorite
places were located in the natural environment, such as Barbara’s garden, yet some
carers also experienced a sense of restoration through the built environment, such as
Albert, who enjoyed looking at the architectural design of local buildings, or Tina,
who purposefully shopped at a certain mall because she liked to sit at a specific
bench and look up at a pattern of lights that she found peaceful. Whether inside or

outside the home, whether in the natural or the built environment, favorite places
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tended to facilitate relaxation, restoration, and even respite for many carers in the
study.

Every day Practices

1. Daily routines

The local environment played a supporting role in shaping and facilitating those
routines. The natural environment thus played a role in Jack’s routines, as he went
on a daily walk with his wife (see more on walks subsequently); the built and social
environments also played a role as he and his wife attended a weekly bingo game in
a local community centre.

2. Walks

The carers explained that walks served different functions at different moments,
depending on the circumstances. In particular, walks facilitated connections with the
person with dementia, with the social environment, with the natural environment,
and with the self. walks facilitated social connections, in some of the ways that I
have described; for example, smiling or waving at people, saying hello to dog
owners, or seeing school children getting on or off the school bus. Furthermore,
many carers expressed that simply the fact of being out in the world, of seeing
others and being seen, validated their sense of self beyond their carer role and
helped maintain their sense of social citizenship.

3. Weather

This research was conducted in a part of Canada in which there is a significant
amount of snow and other challenging weather for half of the year. The majority of
carers expressed that although bad weather made outings more difficult, they still
made efforts to go out regularly, even if those outings were fewer or shorter. For
those carers with reduced mobility, walking was replaced with other outings, such as
drives, and for them bad weather had the same impact: it might shorten the outing or
change the destination, but it did not stop them from going out altogether.

The findings confirm that, similarly to how the accessibility and usability of
grocery stores and other shops are important to people with dementia (Brorsson et
al., 2018), they are also important for carers. In addition to the accessibility and
usability of the built environment of such stores, the social and relational
environment is also important for carers. Additionally, the findings validate that
public gathering places, such as cafés, are not only vital to the lives of people with
dementia but to their carers as well (Akhtar et al., 2017), reinforcing the supportive
role that neighbours and strangers play in the lives of many carers. Additionally, the
carers’ frequent mention of the role of animals, especially dogs, in maintaining their
social connections, adds to the growing conversation about the links between pets
and social participation in the lives of older adults.

One of the limitations of the study was the fact that it did not address the
impact of various forms of marginalization on people’s experiences of place and
space. People who face stigmatization and discrimination because of marginalized

identities, whether it be people belonging to racialized communities, linguistic
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minority communities, those identifying as LGBTQ, or those having different forms
of disability, will necessarily experience their environments differently.

For example, how do carers interact with neighbors when there are linguistic
barriers? Do carers who are trans or non-binary avoid certain stores where they have
been mis-gendered? Do racialized carers avoid certain streets for fear of their safety?

+ Businesses should strive to offer people with dementia and their carers a
welcoming, helpful, usable, and accessible built and social environment.

«  Community gathering places, such as cafés, libraries, general stores, and
community centers, should be maintained and more should be created if needed. The
value of such places in facilitating social connections should be recognized and their
role in communities should be upheld. The design of outdoor spaces should also
reflect the goal of facilitating social connections. This could be achieved in part
through the design of public squares and meeting points, or benches in strategic
locations.

+ Carers and people with dementia should be supported in their walking activities.
Elements that support walking include having sidewalks on most streets, plowing
and salting sidewalks in winter, and maintaining small “destinations” in each
neighborhood, for example community mailboxes, cafés, parks, or public squares.

« Carers should be supported in seeking out their favorite places as regularly as
possible, in the hope that they can help facilitate a sense of restoration. For some
carers, this can be accomplished while in the midst of everyday routines; for others,
getting to a favorite place means relying on the assistance of others or on respite
services, which should be made more plentiful and accessible.

« Communities should find ways to exploit the advantages of dogs as potentially
helpful social connectors. This might take the form of informal community-based
activities involving dogs, so that people with dementia and their carers can have
access to these animals (and their owners) if desired.

+ Discussions should be had about how to mitigate the negative impacts of bad
weather, in order to support the efforts of people with dementia and their carers to
be active even during the winter months. This is an especially important
consideration in Canada and one that warrants further research, including the fact
that some older Canadians leave the country during the winter, potentially reducing
sources of support for people with dementia and their carers.

« The vital work of reducing the stigma related to dementia must continue, as this
has a direct impact on people’s experiences in their neighborhoods and
communities. When imagining what dementia-friendly neighborhoods should look
like, we must keep in mind that people’s experiences are potentially shaped by
multiple forms of discrimination. There is also a need for ongoing sensitization,
knowledge building, and activism regarding people with dementia who also

experience other forms of marginalization.



