
 

 

 University of Groningen

The social health and well-being of people with memory problems and dementia
Sturge, Jodi

DOI:
10.33612/diss.194514450

IMPORTANT NOTE: You are advised to consult the publisher's version (publisher's PDF) if you wish to cite from
it. Please check the document version below.

Document Version
Publisher's PDF, also known as Version of record

Publication date:
2022

Link to publication in University of Groningen/UMCG research database

Citation for published version (APA):
Sturge, J. (2022). The social health and well-being of people with memory problems and dementia. [Thesis
fully internal (DIV), University of Groningen]. University of Groningen.
https://doi.org/10.33612/diss.194514450

Copyright
Other than for strictly personal use, it is not permitted to download or to forward/distribute the text or part of it without the consent of the
author(s) and/or copyright holder(s), unless the work is under an open content license (like Creative Commons).

The publication may also be distributed here under the terms of Article 25fa of the Dutch Copyright Act, indicated by the “Taverne” license.
More information can be found on the University of Groningen website: https://www.rug.nl/library/open-access/self-archiving-pure/taverne-
amendment.

Take-down policy
If you believe that this document breaches copyright please contact us providing details, and we will remove access to the work immediately
and investigate your claim.

Downloaded from the University of Groningen/UMCG research database (Pure): http://www.rug.nl/research/portal. For technical reasons the
number of authors shown on this cover page is limited to 10 maximum.

Download date: 24-05-2023

https://doi.org/10.33612/diss.194514450
https://research.rug.nl/en/publications/62938f42-066a-4dc7-8354-6a2223a701fc
https://doi.org/10.33612/diss.194514450


167

S

English summary

Globally, the population is ageing. In several Western countries, the 
preference to stay at home and budget cuts have led to the deinstitu-
tionalization of long-term care for older adults. As a result, more people 
with dementia are living at home and interacting with public space. Yet, 
people with dementia are often not considered active citizens in society. 
Further, the way that dementia is understood by the general public 
and portrayed in media, mainly illustrating the end-stage symptoms, 
has led to a dehumanizing, hopeless view of people with the disease. 
This negative discourse is being corrected by exploring more diverse 
empowering perspectives of people with a range of dementia-related 
symptoms, not only a formal diagnosis, and in settings beyond the in-
stitutional environment. Capturing a range of experiences with memory 
problems and dementia within the community is shifting the focus from 
decline to how people adapt and self-manage. In particular, a focus 
on the social health of people with dementia has guided research and 
development of innovative care models based on an individual’s ability 
to fulfill their potential, manage life with some degree of independence 
and participate in social activities. Understanding the mobility of people 
with dementia, such as interactions with the social and built environ-
ment, can further inform dementia research by exploring how social 
health is associated with place. 

This thesis explores how mobility research can contribute to the 
development of the concept of social health for dementia. Specifically, 
the focus is on the mobility of people with memory problems and 
dementia and how interactions with the social and built environment 
support social health and well-being. This thesis begins with an over-
view of dementia, social health and how understanding the mobility of 
people with memory problems and dementia can support social health 
and well-being. Additionally, the introduction describes the context 
of this thesis in both a description of the Dutch setting and how the 
study is embedded in the COORDINATEs project, a larger international, 
interdisciplinary research project. Chapter 2 provides a detailed de-
scription of the COORDINATEs project including the theoretical and 
methodological context of which the data for this thesis were collected. 
The overall aim of the project is to understand the mobility patterns 
and mobility experiences of older adults with memory problems and 
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dementia living at home in the Netherlands, Canada and Sweden. This 
data can be used to improve autonomy and inform the development of 
shared decision-making tools to guide housing options for people with 
memory problems and dementia. This thesis is based on data collected 
during the first phase of the COORDINATEs project in the Netherlands. 
Chapter 3 is a scoping review that summarizes and identifies knowledge 
gaps related to what is known about how people with dementia perceive 
the social and built environment and how features of these environ-
ments contribute to their well-being. The overall findings of the review 
were that features of the social and built environment can support 
connection to society and social interactions, and interactions with 
built environments can contribute to well-being. Most of the literature 
is based on UK and Sweden studies and did not identify studies in the 
Netherlands. Therefore, the remaining chapters of this thesis contribute 
to this knowledge gap by providing a perspective based on the social 
and built environment in the Netherlands. Chapter 4 builds upon the 
scoping review by identifying specific “assets”, as opposed to the more 
generic “features”, as described in the previous chapter. Referring to the 
Asset-Based Community Development (ABCD) framework, an inventory 
of physical, social and organizational assets were identified as con-
tributors to well-being. The findings provided insight into the mobility 
experiences that indicate that assets can support navigation in public 
space and support social inclusion and encounters. Chapter 5 builds 
upon these findings through the use of the concept of activity space 
to explore the mobility patterns and mobility experiences related to 
social health of older adults living with memory problems and dementia. 
The findings illustrated two spatial mobility patterns: routine activity 
space and occasional activity space. In relation to the concept of social 
health, participants interacted independently in routine activity spaces 
but depended on others to participate in occasional activity spaces. 
Additionally, coping strategies and decision-making were identified as 
means to maintain autonomy in daily life. Based on findings from the 
previous chapters and additional qualitative data analysis, chapter 6 
highlights aspects of public space that can hinder and promote social 
encounters for people with memory problems and dementia. Based 
on these observations, policy recommendations are made to deliver 
public services and design public space to be “dementia-informed”. A 
dementia-informed planning process, inclusive of land-use, housing, 
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transportation and commercial planning, can support social health by 
planning and designing spaces based on the experiences of people with 
dementia and removing barriers to social inclusion and engagement. 
Further, planning decisions can be informed and tested by a committee 
of experts, including people with dementia and their caregivers. Putting 
policy and planning recommendations into practice would support the 
social health of people with dementia and create socially accessible 
public spaces for all. The concluding chapter of this thesis summarizes 
the main results and reflects on the research contribution, research 
design and methodological approach. 

This thesis provides a new understanding of the strengths and abilities 
of a population that is often labelled with a discourse of loss and decline. 
Mobility research can help correct socially constructed fears around 
dementia by challenging the loss and decline, confirming a positive 
discourse that people can navigate, adapt and live well with memory 
problems and dementia. The findings of this thesis contribute to the 
development of the emerging concept of social health for dementia by 
identifying how a focus on mobility can provide insight into capacity 
and self-management. Moreover, this thesis includes several distinct 
contextual findings unique to the Netherlands which have not been 
explored in other dementia research. Both the asset-based approach 
and the concept of activity space provided an improved understanding 
of how social and built environment characteristics can help people 
navigate their environments and gain a sense of inclusion in society 
despite their condition. These findings have important implications for 
supporting the social health of people with dementia in public space 
and suggest a dementia-informed approach to public policy. With an 
ageing population who will continue to live at home, society will need 
to be dementia-informed as a starting point to ensure social health for 
all citizens. 
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