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Neighbourhoods as relational places for people living with dementia

Abstract: An increase in the number of people living independently with dementia
across the developed world has focused attention on the relevance of
neighbourhood context for enabling or facilitating social health and wellbeing.
Taking the lived experiences and daily realities of people living with dementia as a
starting point, this paper contributes new understanding about the relevance of local
places for supporting those living with the condition in the community. The paper
outlines findings from a study of the neighbourhood experiences, drawing on new
data collected from a creative blend of qualitatively-driven mixed methods with
people living in a diverse array of settings across three international settings. The
paper details some of the implications of neighbourhoods as sites of social
connection for those living with dementia from material from 67 people living with
dementia and 62 nominated care-partners. It demonstrates how neighbourhoods
are experienced as relational places and considers how people living with dementia
contribute to the production of such places through engagement and interactions in
ways that may be beneficial to social health. We contend that research has rarely
focused on the subjective, experiential and ‘everyday’ social practices that
contextualise neighbourhood life for people living with dementia. In doing so, the
paper extends empirical and conceptual understanding of the relevance of
neighbourhoods as sites of connection, interaction, and social engagement for

people living with dementia.
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Introduction

This paper contributes new insight into how people living with dementia experience
the places where they live, and how those places can support people to live as
independently as possible with the condition. It presents analysis from an empirical,
qualitatively-driven mixed methods study to outline opportunities for social support
facilitated by regular and habitual contact with others. Drawing on arguments about
the relational nature of space, we argue for the reconceptualising neighbourhoods as
networked and relational rather than as fixed, physical or material entities.
Recognising this relationality may provide opportunities to better appreciate the

supportive capacity of local places for individuals living with dementia.

The relationship between ageing and one’s local environment, including
neighbourhood places, has long been of interest to social scientists and practitioners
working in the field of dementia (Authors 2012). As the “collections of settings older
people frequent and move between on a daily, weekly and monthly basis, such as
their own homes, their friends’ homes, family members’ homes, retail locations and
various formal care environments” (Andrews et al., 2013; p.1343), neighbourhoods
are often considered crucial for enabling people to remain independent and active as
they age (Wiles et al., 2009; 2011). Discourses around ‘dementia friendly
communities’ and allied movements such as ‘age friendly cities’ are advancing
theoretical understanding of, as well as policy and practice responses to, how people
living with dementia can be better supported to live as well as possible (ADI, 2018;
Herbert and Scales, 2017; WHO, 2017). However, we suggest that there remains a

need to better understand how neighbourhood experiences can contribute to this, for



example, through engagement with localised social networks or remaining socially
connected to enable better social health or wellbeing. This paper contributes to this
understanding. It advances insight into the experiential meaning of local - or
neighbourhood - spaces for people living with dementia. It explores how
relationships, interactions and connections with others garner meaning in local
contexts and might provide support to those living with dementia in the community.
The paper considers these insights in the light of calls for greater appreciation of the
relational geographies of everyday life and considers how neighbourhoods are
places of possibility and restriction in the lives of people living with dementia. The
paper ends by proposing ways in which a relational model of neighbourhood spaces

might better support those individuals.

Living with dementia in neighbourhood settings

Where we age matters. Neighbourhoods are particularly important to the social
health and wellbeing of older people, in part because changes in an individual’s
functional capacity may impact on mobility (Lawton, 1983) and because older people
may greater sensitivity to the opportunities afforded by local places due to longevity
of residence (Oswald et al., 2010; Rowles, 1978). Attachment to local places is also
believed to strengthen as people get older as they become less mobile, less involved
in outdoor activities, and see a shrinking of their social networks (Bowling et al.,

1995).

Although ageing and dementia are in not synonymous, the literature on ageing in

place can inform how we might better understand neighbourhoods in the lives of



those living with dementia. For instance, and arguably intuitively, neighbourhoods
are thought to offer an attractive system of support to enable or restrict a sense of
wellbeing associated with being socially connected, promoting trust and cohesion
through bonding and bridging social capital (Poortinga, 2012; Ziersch et al., 2005)
and facilitating ‘social health’ by enhancing one’s sense of active engagement and
connectedness (Vernooij-Dassen et al., 2018). Social health has emerged in the
dementia literature as a way of reframing experiences of the condition in ways that
are less stigmatising. Rather than focusing on what individuals are unable to
achieve, social health recognises that those living with a dementia can experience
positive wellbeing through adaptation an maintaining a balance between
opportunities and limitations in the context of social and environmental challenges
(Huber et al., 2011; de Vugt and Drdes, 2017). Social health is thus considered a
useful lens through which to maintain an awareness of the capacity of those living
with dementia to participate in social life in meaningful and positive ways (Vernooij-
Dassen and Jeon, 2017). Elsewhere we have assessed the potential for
neighbourhoods to support the social health of those living with dementia (Ward et
al., 2018). This paper adds further evidence of how environments outside of the
home can enable individuals to fulfil their potential and their obligations, interact with

others, and participate more broadly in the social life of local places.

One way that neighbourhoods might be considered important to social health is
through their roles as ‘communities of place’ and sites of social support and
belonging. For instance, and while not concerned specifically with social health,
Wiersma and Denton (2016) report on how social networks and informal social
support were important for people to remain living in the community and locally
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engaged and outline an albeit fragile culture of care and looking out for each other
that offers something of a safety net for individuals living with dementia. The idea of
a ‘shrinking world’ has been identified as particularly challenging for individuals living
with dementia and their care-partners (Duggan et al., 2008; Kane and Cook, 2013).
The importance of being able to go outdoors and consequently interact with the
social and physical environment is thought to be central to an individual’s ability to
maintain wellbeing (Droes et al., 2017) but living with dementia makes this
increasingly difficult, in part because of associated cognitive as well as physical

changes.

The last decade has withessed some interest in the role of neighbourhoods and
communities of place for those living with dementia (e.g. Keady et al., 2012;
Manthorpe and lliffe, 2018). The dementia friendly community movement has
developed globally through campaigns such as Alzheimer’s Disease International
that have mobilised individuals, groups and organisation to actively shape the (local)
environments to suit the needs and aspirations of those living with dementia (ADI,
2018). Although not exclusively geographically-situated, dementia friendly
communities have tended to adopt a geographical slant, promoting the development
of local places to better enable people living with dementia to have choice and
control over their lives and remain independent for as long as possible (Alzheimer’s
Society 2013; 2014). Here, work to promote dementia friendly and dementia-
enabling environments has focused on the development of good design principles,
such as consideration of how the outdoor environment can be adapted to enhance
people’s ability to successfully enter and navigate their local neighbourhoods
(Mitchell et al., 2003; Mitchell and Burton, 2006).
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However, efforts to promote ‘dementia-friendly communities’ have not gone
unchallenged. Aspirations toward ‘friendliness’ has been argued to underplay
questions of rights and entitlements against a backdrop of austerity and widespread
cuts to health and social care budgets (Shakespeare et al. 2017). Nonetheless,
under the banner of dementia friendly communities, commentators have
begun to question the positioning of dementia as exclusively the domain of health
and social care, arguing that “it is the daily attrition of everyday life where help is
most needed. People with dementia and family carers find routine activities most
difficult - shopping, managing finances, using transport, keeping active - causing
them to withdraw and impacting upon their well-being” (Crampton and Eley, 2013,
p.49). Consequently, dementia has become an emerging concern in fields as diverse
as business and retail (Brorsson et al 2018, Edwards et al 2018), tourism (Connell at
el 2017; Page et al 2015), transport studies, (Risser et al 2015), town planning
(Biglieri 2018), financial management (Giebel et al 2018) and sport and leisure
(Fortune and McKeown 2016). This move towards a more multi-disciplinary terrain
points not only to a re-spatialising of dementia, shifting focus from institutionalised
settings, but also a break with constructions and understandings of dementia
exclusively according to health and social care discourses and priorities (Hillman and

Latimer 2017, Thomas and Milligan 2017).

The research reported in the rest of this paper takes as its starting point the
experiential realm of what it means to venture into and interact with others in a

location loosely termed a neighbourhood from the perspective of individuals living



with dementia. In appraising how individuals construct and engage with their
socially-experienced neighbourhoods, we outline the importance of understanding
such places as relational, rather than a Euclidean or zonal phenomenon implied by
cartographic representations (Massey, 2005). Our aim is not to assess how the
material or built environment can better support people to navigate the physical
environment, nor to evaluate how changes in cognitive function can reduce the
opportunities for going outdoors. Rather, it is to provide insight into the ways in
which neighbourhoods can act as locations for social connectivity, and outline some
of the ways in which this can enable people living with dementia to feel supported to
maintain a sense of belonging in ways that might be conducive to social health. We
also contribute new knowledge about the active role people living with dementia can

play in developing sustainable, dementia-appropriate environments.

Approach and methods

The data reported was gathered as part of a 5-year, international work package that
forms part of a larger research programme on neighbourhoods and dementia. The
research is gathering and analysing data in an iterative and qualitative-driven mixed
method design framed by a participatory ethos and constructivist paradigm. It
focuses on the phenomenological and interpretive dimensions of the meanings
neighbourhoods holds for participants as well as their day-to-day neighbourhood-
related practices. The research aims to understand how neighbourhoods support the
well-being and everyday lives of people with dementia and their carers in order to
understand how such places can be better appreciated and developed as sites of

support and engagement.



Rather than impose our own predetermined definition of what may, or may not,
constitute a neighbourhood we focused the subjective interpretations offered by
participants, that we understood through a threefold collection of methods. One,
walking interviews involved people living with dementia and sometimes their family
carers taking us on a ‘neighbourhood walk’ and to show us around their local area.
Participants told us about their memories of living there, and we asked about their
different connections to the place. We also enquired about what they like, or do not
like, about where they live (see also Clark, 2017). Second, in the UK sites, we made
use of filmed home tours (Pink, 2009). We considered home as the starting point to
the neighbourhood and were interested in what ‘home’ means to the participants.
Participants were invited to take the researchers on a filmed tour around their home,
telling us about how they spend their time at home and what was important to them
about their home. Finally, we adopted a participatory network mapping technique,
asking family carers and people living with dementia (whenever possible) to tell us
about the relationships that they have in their everyday lives. We asked participants
to ‘map’ and describe these relationships and to tell us about any support that they
give and receive (Campbell et al., 2019). Ethical approval was obtained across the
three field sites, in Sweden and Scotland by the respective institutional ethical review
boards and in England by the NHS health and social care ethics committee through

IRAS (REC Reference: 15/IEC08/007).

Data collection took place across the central belt of Scotland, Greater Manchester in

north-west England and the county of Ostergétland in Sweden. Although conscious



of what Emmel (2013) refers to as a linguistic fallacy of reducing our sample to a set
of quantifiable markers, our combined cases comprise of 129 individuals, and lived in
city, suburban and rural locations and come from a variety of different backgrounds
and live with different types of dementia. The extent and form of the data collected is
detailed in Table 1. Interview data was transcribed verbatim. Transcripts were read
several times by team members alongside the viewing of visual materials produced
during the interaction and subjected to a thematic coding framework that was

developed iteratively with analysis moving between data and existing literature.

Table 1: Scope and scale of data set

England | Scotland Sweden Total

Participants Total 56 47 26 129
Living with dementia | 29 22 16 67
Nominated care- 27 25 10 62
partner
Living in couple dyad | 44 15 10 69
Living alone / 12 7 6 25
alternative
arrangement

Age (of person Youngest 57 51 62

living with Oldest 88 88 87

dementia)
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Methods Network maps 47 30 30 (sit-down | 107
interview)
Walking interviews 37 16 18 71
Home tour 30 27 (notall |0 57
filmed)
Total 114 73 48

Findings: Neighbourhoods connections and networked neighbourhoods
Neighbourhoods as connections

While individual experiences are unique, the data demonstrates how subjective
feelings about a neighbourhood can be a significant source of support and contribute
to an individual’'s wellbeing, for example with respect to social interaction,
participation and engagement (Wahl & Weisman, 2003; Wiles et al., 2009). Our data
reveals neighbourhoods to be important in two ways; for the provision of practical
support, where goods and services can be used and consumed to maintain life; and
for the development of relationships and interactions that are key to maintaining a
sense of being connected. Connections develop through a life-time of living in one
location (that is, as connections to place) or because of the relationships we form
with others living and working there (as connections to people). Both are central to
the ways in which people living with dementia experience and think about the
neighbourhoods where they live and contribute a sense of belonging through their

active production of neighbourhood places.
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Participants describe a diverse and complex range of different forms and functions of
locally situated connections. These include close and distant family; different
friendship groups; neighbours; local shop keepers; service providers; and passers-
by. These connections can provide a form of support in different ways and for
different purposes, though it is important to recognise that it is not a question of ‘how
many people’ someone with dementia may know that matters, but rather the quality
of those relationships, and the capacity for such relationships to provide different
types of timely support. For instance, and as we have argued elsewhere (Ward et al.,
2018), one group of individuals that have emerged as being important have been
neighbours. Such individuals provide emotional and practical support, and
importantly, also offer a ‘watchful eye’, and a sense of feeling connected to a wider
social sphere. Many participants were able to point to at least one instance of how a
neighbour was able to offer some form of support. This included the management of
household waste, such as’ putting out/bringing in of rubbish bins [or trash cans],
taking in parcels, looking after pets, properties and gardens when residents were
away, and keeping an eye out for anything untoward. Participants also identified

good neighbourly practices:

“She makes pancakes and passes the baking over the fence. She's a nice

wee neighbour.” (Anne, Scotland)

“[the people who live] next door are brilliant. | might not see them from one

day to the next, but my daughter has got their phone number and they take
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my [rubbish] bins out and bring them back for me whenever they need

emptying” (Margaret, England)

“[people living round and about] are so nice, a good sort really, you know, |

can talk to anyone here” (Anders, Sweden)

‘Familiar strangers’ also contribute a sense of support. These individuals may be
encountered on a regular basis but whose personal details, such as their name or
where they live, remain unknown. June for example, visits a shop almost daily,

ostensibly to collect a newspaper for herself, and occasionally, a neighbour:

“Yes. | like the crossword in the [newspaper]. | do my crossword every
morning with me first cup of tea.
Researcher: So do you get the paper every day?

Everyday, yeah.” (June, England)

June’s visit to the shop matters ensures she maintains a sense of connection with a
wider world. Her frequent visits enable staff to recognise her and, as she told us,
look out for her, helping her count her change after her purchases and ensuring she
is keeping well. Such exchanges are short lived but their lasting impression, at least
for June, means that she feels connected to a part of a broader network of
individuals. Indeed, when June was too unwell to make her regular trip to the store
an employed delivered the paper to her home. John outlined a similar sense of

familiarity with staff at a shop he visits regularly:

13



“I went into the local shop. | go in there for a paper... | said, I'm going to tell
you that I've been diagnosed with dementia. ‘Oh, God’, she says, ‘That’s a
shame. Well’, she says, ‘I'll have a talk to the [staff] and just tell them to look

after you’.” (John, Scotland)

Acts of kindness are built on the recognition that comes from routine and brought to
the fore at times of potential concern. Doreen recalled a time when she became

disorientated when on a routine walk:

“l still enjoy walking. That’s why | lost myself, | kept walking, and walking, and
walking and just forgot where | was, and somebody was going past and says
to me, ‘Doreen, where are you going?’ And I'm thinking, why is this person
asking where I’'m going for, where I’'m going? | was just walking...
Researcher: So people knew you where you were?

Yeah, in the area, yeah.

Researcher: So people had looked out for you?

Oh yes, yeah.” (Doreen, England)

Being recognised by others is important for mundane, but perhaps more frequent
ways of connecting. Indeed, being recognised in local shops offers an important

sense of belonging in place:
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‘Researcher: So the lady recognised you?

Yes! It's been quite some time, but yes, she does recognise me... And it's so
nice to come into places, and be greeted, you know, ‘I haven't seen you for
some time, and how are you?’ Yes, it's really nice, | do appreciate that.” (Viv,

England)

“l was out on a walk one day and | was going to go to the little shop ...and |
don’t know for what reason, but ...l couldn’t remember how | should get to the
shop, and | had to stop the man and say, excuse me, can you tell me where
that little grocer’s shop is, I've got dementia, and I’'m a bit lost, so he very
kindly directed me... and | think that was a good thing to do, because it’s like

public education as well, don’t hide it, just say.” (Judy, Scotland)

Repeated, regular acts of recognition can enable a sense of belonging to both
people and place. Visible presence, fleeting recognition, familiar strangers, and
seeing others and being seen in particular spaces at particular times are all central to
how participants engaged with a wider social sphere and enable their participation in
what Jacobs (1961) called the ‘street ballet’ of urban life. Being

recognised by familiar strangers facilitates a sense of connection and, we would add,
a belonging to, place by participating in the social life of small urban spaces
(Morgan, 2001). Such connections are made through the routine, mundane
interactions with, for example, staff in local stores, cafes and on public transport, as
well as passers-by, among whom a moment of recognition through a passing hello,
smile, nod of the head or even brief eye contact matter because they symbolise, and

embody, recognition and belonging to, place. Shallow or informal neighbourhood
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interactions can range from the subtlety of a smile through a window or an
acknowledgement of presence when passing by, through to clear recognition and a
stop for a chat on the street (Blokland, 2003; Harris, 2008). They are also more
significant in terms of social capital than is generally recognised, enabling
participants to connect with a social environment than can stretch beyond the social
capital available through weak ties (Granovetter, 1973), and contribute to a sense of
belonging (May and Muir, 2015). Neighbourhoods have the potential, then, to not
only act as sites for information and social interaction, but also exist as relational
webs of support; metaphorical safety nets available in exceptional circumstances.
Indeed, neighbours appear to be a key source of immediate support because of their

geographical proximity to offer assistance at short notice.

While local social connections can play an important supportive role for those living
with dementia, such support is not unidirectional. People living with dementia are
active players in a wider web of interconnections, providing support to other
members. This can include caring for a partner, grandchildren or ageing parents or
friends, as well as keep a watchful eye on neighbours and others close by.
Participants described engaging in ‘small acts of kindness’ (Anderson et al., 2015)
for friends and neighbours, running errands, or keeping an eye on property when
people go away. Such acts are conducted without reciprocal obligation and can be a
socially complicated process. Importantly they indicate how people living with
dementia play important roles in supporting and caring for others and have the

capacity to engage in acts of reciprocity.
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Networked neighbourhoods

Our findings support previous work about the role of local social support networks
available to people living with dementia (Wiersma and Denton, 2016). It also
conceptualises neighbourhoods as geographically proximate locations bounded by
how far one can easily travel or walk (Blackman et al., 2003; Keady et al., 2012).
Yet this is not the only, or perhaps even most ‘realistic’ or authentic, way of
understanding the neighbourhoods our participants encounter and engage with. As
Andrews et al. (2013) explain, Doreen Massey (1991; 1999; 2005) has argued that
such views may produce rather uncritical, homogenous and exclusionary views of
neighbourhood places that ignore the power geometries that shape both them, and
the lives of those who experience them. ‘Time-space compression’ means that
places are no longer the product of local processes, institutions and actions, but are
rather produced by global forces. The result is a reconceptualization of local places
as compressed and stretched-out entities, experienced at different scales by

different social groups.

Neighbourhoods are not static plains within which activities take place and
relationships form. Nor are they clearly bounded units that expand and contract
according to an individual’s ability to get out and about. Rather they are
experienced, and are revealed to us, as a series of networked locations connected
through paths and lines of travel, be that through the regular tread of feet on
pavement, a bus or cab ride, or lift in a car. For example, one husband explained
how his wife (who lives with dementia) makes a weekly trip to a nearby town,

catching a bus there and back on her own:
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“She knows where she’s going, she’s got a phone with her. There’s three
buses and they all go to the same place, all the same way. If she sees the
precinct, she gets off for the shops, and she knows where to get the bus back.
So it’s a very short walk to the bus stop, it’s a very short walk home, so...that

gives her a little bit of independence, you see.” (David, England)

Regularity and routine appear central to the production of networked
neighbourhoods and the support they may be able to provide as those living with
dementia maintain a sense of familiarity with and, to a lesser degree, confidence in,
navigating through space, to remain as independent as possible (Bartlett and
Brannelly, 2019). For June, a fortnightly visit to a relative allows her to maintain a
sense of independence, for example by grocery shopping in a large supermarket
some distance from where she lives (see also Ward et al., 2018), while for others,
neighbour-relations are central to maintaining a connection to a poignant sense of

belonging:

“The bus stop there will take me to [town] and the bus stop on the other side |
can go all the way to the Shopping Centre if | want and my sister-in-law lives
in between [here and there]. And because I've been doing it from my own
home | used to catch the same bus | can do that blindfolded. | don't go
anywhere else on the bus, but | can go to her house. .... | can do that no
problem... I've done it for so long it’s like going to the corner you know.”

(June, England)
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‘[Neighbour] has a car and so, because | do not have a car anymore... But
I've stopped [driving] and ... so we socialize, and | can go with him and so, so
it's great and we have our loved ones in the cemetery in [a nearby town] and

so we go there sometime”. (Fanny, Sweden)

Common to these experiences is a sense of familiarity not simply in terms of
recognising the places that are passed through on the journey, but also in engaging
in the routine of visiting or passing through the same location at the same time, using
the same mode of travel. So, the capacity for familiarity, recognition and belonging
that we noted earlier means that those places further away from home might be
considered just as ‘local’ as spaces closer to home as neighbourhood experiences

becomes stretched across space.

In some cases, this stretching can cover much greater distances with the aid of
technology such as skype and internet messenger services. Occasionally, such

technology is used to mediate local interactions over distance:

“I suppose the biggest person that is a support to me is a girl called [name].
And she's my best friend and | talk to her every day. She texts me in between
times, she WhatsApp’s me...They live in Dubai. So yes, it’s not easy to have

a coffee with [her] but we talk every day and if she's worried about me she'll
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organise a haircut for me, | just turn up at the hairdressers and it's already

been paid.” (Brenda, Scotland)

Two participants who had migrated to the UK remained in regular contact with
relatives in Africa and the Caribbean through communication technologies, and
notably, with the support of family members who acted as digital proxies through
which messages could be passed. Both also maintained connections with
acquaintances who had also migrated to the UK and maintained cultural links
through regular visits to a barber shop that specialised in cutting African and
Caribbean men’s hair, as well as attending specific community groups providing
culturally relevant activities. Crucially, such activities and services were not located
within the immediate geographies of participants’ local neighbourhoods, but required
a degree of travel and planning, mostly with the support of family members, to attend

them and maintain the connections.

The use of public and private transport, as well as communication technologies,
make for a more relational sense of neighbourhood engagement for our participants.
Consequently, and although conscious of avoiding the conflation of social networks
with neighbourhood support, we suggest that as social locations neighbourhoods are
experienced as a series of contracting and expanding, networked phenomena
(Massey, 2005) rather than geographical zones bounded and determined, by how far

an individual can walk.
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However, local ties have not been rendered irrelevant or redundant. It is important to
recognise that the local scale becomes important again as the condition changes, in
part because of the embodied nature of daily life. Neighbourhoods and mobility
remain paramount for those living with dementia who may be predominantly situated,
or even fixed, in domestic environments or resigned to specifically designated
‘dementia-friendly’ communities, or for those who live alone and have less direct
support from other members of a household (Odzakovic et al., 2019). Our analysis
has also identified elements of the ‘shrinking world’ outlined by Duggan et al (2008)
that can fuel this narrative. Participants described greater anxiety leaving the home
independently, sometimes because of a deterioration of the cognitive capabilities
associated with dementia, such as memory loss, confusion, and spatial
disorientation, or a loss of confidence in being able to cope in challenging
circumstances, such as becoming lost. It is important not to romanticise, or
celebrate, the power of the local to enable participants to live a ‘good life’ with
dementia or dismiss the idea of a shrinking world as irrelevant. Elizabeth for

instance had begun to experience difficulties going to a nearby gym on her own:

“One of the worst things for me is, because my memory can go..., we can walk
along and it can just go off. And there’s been times when I've gone into town
and then I've had to phone [husband] and say, what bus do | get home? And
he’s like, right, stay there, I'll come and pick you up. And there was one time
when | did it, he said, where are you? | said, well, I'm in town and | forgot where
I am. And he said, ‘right, well, get a taxi... | will feel safer knowing that you're

at home, you know’. So this is a problem in some situations. | don’t go to the
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gym on my own because although they know | have the dementia, | don’t want
[pause] you have to start thinking in advance of things.

Elizabeth’s husband and main care-giver: But you’ve also got to have a certain
point of independence.

You've got to have independence, but you also have to think, | can’t do this, or
if I do this, if I go to the gym and | have a... memory lapse or something like
that, that then puts the onus on them in the gym. And it’s not fair...to my mind,
it’s not fair on them.... You don’t want to be a burden to somebody. | went in
one time, when [husband] was locking the car and I'd gone in, and the girl at
the counter said, ‘oh, are you on your own?’ | said, ‘no, you don’t have to worry,
[husband is] coming now’, you know. And you could see her thinking”.

(Elizabeth, England)

Others talked of growing isolation caused by the physical distance between

themselves and their friends and family:

“It’s just with my family not living locally and things like that. You feel a bit lonely,
especially when | see people coming, people coming to visit with their family,
and [neighbours] go out and visit their family because they live locally and that
sort of thing...

[later]

Researcher: But nowadays you don’t really tend to go out on your own then?
Not really, because, | mean, my family don't live locally. | can’t even remember

where | live and where | don't live.” (Doreen, England)
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Of course, the neighbourhoods that our participants experience are also changing
themselves. The moving away of neighbours, friends and family, the closure of a
shop or local resource, or even the changing of the seasons could all result in
participants experiencing difficulties continuing to maintain a sense of local
belonging. Alternatively, at a point when dementia might make it difficult for
individuals to venture far from home, we are reminded of the importance of local
connections and the opportunity to see neighbours come and go, watching passers-
by from balconies and watching the comings and goings of the street outside through
the window or from a front porch have salience (Odzakovic et al., 2019). For
instance, over the course of the research Violet became too unwell to leave her

home. She increasingly came to value sitting in her wheelchair by her front door:

“When | feel like it... | sit outside.

Researcher: In your garden?

Yes. | sit on the drive and... [watch] children go up [the road].

Researcher: Do they?

Yes. And | see them....

Violet’s husband and main care-giver: There’s one who lives opposite and he
brings all the school kids with him.

Researcher: Does he? And he comes over for a chat?

Violet’'s husband and main care-giver: They come over just now and again,
you know.

Researcher: Do you like that when the kids come over and chat with you?
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Oh yeah, yeah. | enjoy it. | enjoy children talking... | like to tell them about

when | was a child, you know? | had a good life.” (Violet, England)

Violet strives to articulate here the importance of local connections that reach
beyond the more formalised relationships people have with family and friends. Itis
notable that the connections Violet talks about are embodied as well as biographical.
It matters to her that she can see and hear children pass by the end of her driveway,
and their doing so serve as a reminder of previous times. Implicit here is the ways in
which neighbourhoods serve as points of connection, not just through a physical

connection to services and facilities, but also a social connection to a wider world.

Discussion: what do neighbourhoods mean for people living with dementia?

Our data and analysis provide a twofold contribution to the broadening of our
understanding of neighbourhoods. First, there is an ongoing relevance in thinking
about neighbourhoods as more than physical entities in the literature on dementia
and the environment. While this may not be revelatory to those familiar with debates
about ageing in place, it is important that those working in allied fields, such as
dementia, also take stock. Certainly, neighbourhood physicality is important, and we
do not intend to dismiss as irrelevant work on the modification of the built
environment to better support those living with dementia. Nonetheless,
neighbourhoods remain socially experienced phenomena. They are the locations
where daily life is produced through interaction and relationality. Our analysis
highlights the importance of the taken for granted, perhaps overlooked, routines and
habits that can contribute to wellbeing. Sources of mundane interaction and ordinary
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encounter can enable individuals to feel connected to a wider network, and thus
contribute, albeit subjectively, to a sense of belonging in, and through, place
(Anderson et al., 2015; Cattell at al., 2008). The types of interaction that we have
reported on here arguably contribute to this process, not through the provision of
direct or demonstrable support, but rather by helping people to feel comfortable
through the creation of loose ties through nods and smiles of recognition.
Recognition goes beyond the reciprocal value of bridging and bonding capital to
enable a sense of situated belonging among familiar and intimate strangers (Morgan,
2009; Perren et al., 2004). Echoing May and Muir (2015), we suggest that it is not
so much the practical support provided by neighbours or emergency assistance
offered by passers-by that matter but rather how incidental encounters of all sorts

contribute to a sense of attachment to neighbourhoods.

Second, neighbourhoods are not static or remain immune to change but are shaped
by people and their practices. Yet “too frequently, there is a tendency to treat “place”
simply as a context... rather than seeing it as productive of particular outcomes for
older adults, as well as being shaped by them” (Andrews et al., 2007; p.12).
Blackman (2006) suggests that the neighbourhood may represent the smallest
socio-spatial scale at which public life unfolds and that an understanding of how
people experience and define their neighbourhood is thereby crucial in recognising
the role it plays in supporting their health. For Blackman, the neighbourhood can be
experientially identified “as we leave our front door. Where it ends varies according
to many spatial and temporal factors but, in public health terms, the concept of a

walkable zone of experience is important” (2006 p.33). Although a useful starting
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point, this definition should be broadened in ways that capture the locational but also

the affective and relational meanings of neighbourhood to residents.

Our work demonstrates how ageing in place with dementia is a broad concept of
meaning beyond practical and functional issues. It shows how neighbourhoods are
constituted as relational entities, and where a sense of place emerges through
“connections within networks of ‘translocal interactions’, related to and produced by
many other spaces and places at multiple scales”. (Anderson et al., 2013; p1348). A
neighbourhood is more than a walkable zone within which dementia-appropriate
services and assistance can be offered. Rather it constitutes a networked location
of, at times contraction, and at other times, expansion. While such fluctuation is
subject to and the result of, changes in the dementia condition, it is also due to the
dynamic nature of relationships that are formed within, and transcend, place. We
are not suggesting that our participants are experiencing the globalized,
cosmopolitan neighbourhoods that were the impetus for Massey’s (2005) conception
of a global sense of place. Rather, the encounters and connections that inform
relational places for participants constitute what Andrews et al. (2013, p1345) define
as mutually constituted processes of making people and places, starting with the
process of ‘embedded knowledge’ that can be gained through encounters with place
through direct immersion, direct encounter, and in the case of transport and
technology, through connection at a distance. In the context of living with dementia,
neighbourhoods need to be understood as relational sites of familial and social
recognition and interaction, as well as habitual, routine practices engagement. This
enables us to see neighbourhoods as local places, not in terms of physical locations
of scale of walkability (for instance), but rather sites that transcend geography to
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enable habitual practices, familiarity and social interconnectivity to be enacted

across multiple sites and scales.

There are two caveats to this argument. First, the experiences we have sought to
understand have come from multiple locations, revealed to us as individual rather
than collective experiences. They thus remain deeply subjective accounts that,
perhaps, might even mask some of the vulnerabilities our participants might
experience when going outdoors (Bartlett and Brannelly, 2019). Certainly,
neighbourhoods can still be understood as collective experiences, and the
development of dementia friendly communities offers one way of enabling people
living with dementia to reproduce neighbourhoods in ways more suited to their
requirements and aspirations. Second, we are cautious to avoid producing an overly
optimistic or joyful collection of experiences that eradicate the different, at times
difficult, experiences of those living with dementia. For it is possible to construct a
narrative of decline in local places, either as a consequence of changes brought on
by the condition that limits an individual’s ability to get out and about, or because of a
sense of malaise over lost communities and a breakdown in local ties. However,
people living with dementia have not fallen passive victims to this process. They
continue to make and maintain different forms of connections locally, and they are
also part of the processes that are creating new connections that stretch across
space and that “can be imagined as articulated moments in networks of social

relations and understandings” (Massey, 1991; p.28).

Conclusion
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This paper has proposed new avenues for thinking about how people with dementia
understand and experience the locations where they live. While there is still work to
be done to develop and assess the ideas we have presented, we hope this paper
goes some way to widening our understanding of, and furthering debate about, the
links between dementia, neighbourhoods, and even ageing in place more broadly.
We have made two points with respect to this. First, people living with dementia play
active roles in the ongoing production and maintenance of neighbourhoods as
interconnected, relational places. And second, being socially connected to

neighbourhoods constituted in this way affords opportunity to remain engaged.

Two further implications emerge from this. First, staying connected highlights for
many of our participants the importance of interactions in terms of on-going
communications, and non-verbal signs of recognition, as well as the possibility to see
others and be seen themselves. We concur with Anderson et al’s (2015)
assessment of the merits of engaging in ‘little acts of kindness’. Such acts are
frequently and routinely carried out by neighbours and other ‘familiar strangers’
without comment and enable people to continue to live independently. While there
has been discussion about the different roles that interactions with non-intimates
assume (Lofland, 1998; Morgan, 2009), our research begins to demonstrate how
individuals living with dementia also assume these roles themselves. People living
with dementia were carrying out acts of support in the neighbourhood too. Such
reciprocity implies that people living with dementia can continue to play an active role
in their neighbourhoods, contributing to, as well as drawing upon, local spaces as
inter-connected webs of support (Wiersma and Denton, 2016). Our analysis
suggests that the opportunity to go outdoors and remain a part of the social life of
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small spaces is beneficial. This is not just because of the physiological and
psychological benefits of being able to go outdoors per se, but also because it allows
for the opportunity to engage in serendipitous, as well as planned for, interaction with
others. So, our findings advance the social health literature (Vernooij-Dassen et al.,
2018) as well as earlier work on wellbeing (e.g. Cattell, 2012). Being connected to
others as part of a wider system of people and places can in turn offer a
metaphorical safety net of support to call on should the need arise. Engaging in
regular or routine journeys, frequenting the same shops, and knowing, however
slightly, one’s neighbours can all enable this to happen, but it requires a conscious
effort on everyone’s part to be open to the possibilities of encounter and interaction,
irrespective of whether we are living with dementia. More significant for those living
with dementia, casual but regular encounters in neighbourhood spaces may go
some way to raising awareness of the condition and reducing some of the stigma

displayed by those with limited experience of the condition.

The second implication concerns how neighbourhoods are conceptualised in health
and social care practice. The convenient but imprecise term ‘neighbourhood’ takes
for granted assumptions about the seemingly geographically limited, tightly bounded
spaces within which people live. Our analysis indicates a need to further explore the
meaning of ‘neighbourhood’ through a relational lens in the context of dementia.
Neighbourhoods are more than containers of practical support. They can potentially
offer opportunities for people living with dementia to actively engage in processes
that shape spaces in meaningful ways. In the construction and maintenance of
connections to people and places we see the development of a more networked or
relational sense of place. Here, the active engagement of people living with
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dementia in the social production of neighbourhood spaces should not be

overlooked.

Individuals living with dementia inevitably experience their neighbourhoods in
different ways, and at times the symptoms of dementia may impact on the nature of
this experience. Yet so too will other circumstances, including co-morbidities, age,
gender, from household composition, existing social networks, and the length of time
spent living in a place. This paper offers a contribution to understanding some of this
complexity. Going forward, there is a need for research to better understand the
importance of a relational sense of place for those living with dementia, and how this
intersects with fluctuations in the condition, to appreciate a more nuanced
awareness of the ways in which neighbourhoods can support, as well as at times

inhibit, life for those with dementia.
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