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Abstract 

Background Dementia friendly communities (DFCs) are seen as key to participation of people with dementia and 
carers. Dementia‑friendly initiatives (DFI) are important building blocks for the growth of DFCs. Therefore, it is essential 
to understand how DFIs are developed and sustained to secure the growth of DFCs. This study identifies contextual 
factors and mechanisms that influence the development and sustainment of Dutch DFIs. It also explains how these 
contextual factors and mechanisms are interrelated and the outcomes to which they lead.

Methods Mixed methods, namely interviews, observations, documentation and focus groups, were used for this 
realist multiple case study. Participants were professionals (n = 46), volunteers (n = 20), people with dementia (n = 1) 
and carers (n = 2) who were involved in development and sustainment of DFIs in four Dutch DFCs.

Results This study revealed three middle‑range program theories as final outcomes: development of a support base, 
collaboration, and participation in DFIs by people with dementia and carers. These theories address institutional, 
organisational, interpersonal and individual levels in the community that are essential in development and sustain‑
ment of DFIs.

Conclusions The development and sustainment of DFIs requires the development of a support base, collaboration, 
and participation in DFIs by people with dementia and their carers.
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Background
Growing recognition of dementia as an urgent global 
health issue has led to an increase in dementia-friendly 
communities [1]. Dementia-friendly communities 
(DFCs) share a common goal of ensuring that people 
with dementia and their carers continue to participate 
and be valued as citizens [2–4]. DFCs can be character-
ised by their location, such as a city or neighbourhood. 
These are called ‘location-based DFCs’ [5, 6]. DFCs can 
also be organisations or entities with a specific focus (for 
example, airports). These are referred as ‘communities of 
interests’ [5, 6]. The need for building DFCs is recognised 
by 90 % of Organization for Economic Co-operation and 
Development (OECD) countries, including the Nether-
lands. The need and ambition to build Dutch DFC is cap-
tured in a national strategy called Deltaplan Dementie [7, 
8].

Although this need to nurture DFCs is widely recog-
nised, the development of DFCs is influenced by a broad 
range of stakeholders and organisational factors that 
make this task complex. Previous research has shown 
that DFCs require both top-down input by the (local) 
government, such as policy, facilitation and finances, 
and bottom-up (local) resources and initiatives, such as 
initiatives focusing on awareness about dementia and 
related social interaction [3, 6, 9, 10]. Such dementia-
friendly initiatives (DFIs) are the ‘building blocks’ in the 
development of DFCs [6, 11]. DFIs are initiatives and 
activities that aim to promote dignity, empowerment, 
engagement and autonomy to enhance the wellbeing of 
people with dementia and their carers, and to address the 
needs of carers throughout the dementia trajectory [11]. 
The specific goal of DFIs is to bring about changes to the 
social and/or physical environment to create DFC. DFIs 
therefore work towards a community that includes and 
empowers people with dementia and their carers. The 
term, “dementia-friendly community” refers to the kind 
of community to strive for, where everyone, including 
people with dementia, has a place. By “dementiafriendly 
initiatives” we mean the activities being undertaken to 
make communities more inclusive of people with demen-
tia and their carers [12]. As such, a DFC can evolve from 
a collection of DFIs [6, 13]. For example, a neighbour-
hood DFC can have different DFIs, such as education 
about dementia and related social interaction for super-
markets and/or adaptations to the physical environment 
to improve recognition in that environment.

In the Netherlands, decentralisation of health and 
care policies and services makes municipalities respon-
sible for providing appropriate dementia care and sup-
port, as stated by the Social Support Act 2015 [14–16] 
Therefore, building DFC is a responsibility of munici-
palities [7, 8]. This has automatically led to an increase 

of local DFIs [7, 16]. Local DFIs may vary significantly 
in format, structure, content and outcomes, based on 
local resources and needs, the partners engaged and 
population groups targeted [7, 12, 17, 18]. That means 
that one municipality decides to initiate a Meeting Cen-
tre as a DFI while another municipality focuses on inte-
grating dementia in existing activities such as a choir or 
community garden.

The development of DFIs is a complex local process. 
It requires commitment of key actors in a local context, 
ranging from municipalities and healthcare and social 
organisations to businesses and voluntary-sector organi-
sations [3, 8, 19, 20]. They operate within the local pro-
cesses and structures of municipal, health and social 
systems, with their resources and restrictions [3, 19]. 
Because of the local nature of the development of Dutch 
DFIs, more contextual in depth knowledge is needed how 
to develop and sustain DFIs, which previous research 
about DFCs have not explicated [6, 21, 22]. No previous 
research has investigated how key people from different 
backgrounds come and work together to develop and 
sustain a DFI. No research has clarified which contex-
tual factors are critical to set up a DFI, for whom they are 
needed, and how these factors add to the development 
and sustainment of a DFI. Clearly, more in depth knowl-
edge is needed about how DFIs are developed and sus-
tained in order to secure the evolution of DFCs.

The aim of this study was to identify contextual fac-
tors and mechanisms that influence the development and 
sustainment of Dutch DFIs while building a DFC, and 
explain how they are interrelated. To this end, a multi-
ple case study was carried out using a realist approach. 
The main goal of the realist approach is to illuminate 
how complex social interventions work, using context-
mechanisms-outcome configurations from one or more 
realist program theories, to answer the questions: ‘what 
works, for whom, in what contexts and why’ by describ-
ing causal relationships to explain outcomes [23, 24]. The 
focus of the realist approach on identifying mechanisms 
and exploring how they operate in different contexts also 
provides valuable insights into how and why intervention 
programmes lead to change. The realist approach can 
add value by enhancing the clarity, depth, and portabil-
ity of findings, helping professionals and researchers deal 
with context and complexity in pragmatic ways [25–27]. 
.Furthermore, the realist approach enables exploration 
of causal processes within and across multiple levels of 
a social system, as occurs in the development and sus-
tainment of DFIs [25, 28, 29]. These characterizations of 
the realist approach are particularly useful when (future) 
DFC wish to learn how to apply lessons from a local DFC 
elsewhere.

The research question(s) were:
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• Which mechanisms are important in developing and 
sustaining DFIs, what outcomes do they have, and 
why?

• Which contextual aspects affect these mechanisms?

This research was the second phase of the Mentality 
Project (November 2017–October 2022), which studies 
success factors in DFIs using the realist approach. The 
research was guided by the research team and an advi-
sory panel consisting of experts in the field of dementia 
and public health, representatives of people with demen-
tia and their caregivers and stakeholders from four Dutch 
municipalities seeking to become dementia-friendly. 
More information about Mentality can be found at www. 
Menta lity. space.

Methods
A multiple case study design using the realist approach 
was chosen because it allowed in-depth study of develop-
ment and sustainment of DFIs within the real-life context 
of Dutch location-based DFCs [30]. Multiple methods of 
data collection were performed, including semi-struc-
tured interviews, participating observations, available 
documents and focus groups.

Case selection
Selected cases were DFCs that were officially recognised 
as such according to Dutch Alzheimer Association’s cri-
teria [16]. Within the cases of Dutch DFCs, a DFI was our 
unit of analyses, which means that the DFI was the case 
study topic to be studied [30]. Purposeful sampling, as a 
method to select information rich cases [31, 32] was used 
based on maximum variation of DFCs in terms of rurality 
(urban vs. rural sites), the geographic scatter in the Neth-
erlands, duration of being a DFC and characteristics of 
DFIs within a DFC [10]. This sequential sampling method 
was established together with the advisory panel of Men-
tality. A multiple recruitment strategy was adopted by 
identifying cases through the cooperation of the Dutch 
Alzheimer’s association, the advisory panel of Mentality, 

and the network of the research team at national and/or 
regional level.

Twenty-five potential DFCs were identified and were 
invited by the research coordinator (JP) to take part. 
Nine DFCs were willing to participate, and were consid-
ered in terms of the maximum variation and the oppor-
tunity for identifying contextual factors, mechanisms and 
outcomes. Four DFCs were selected by the research team 
and advisory panel as best possible sites.

After the initial selection of DFCs, additional informa-
tion was sent to key informants, such as policy officers. 
The key informants informed and consulted other stake-
holders involved in the development and sustainment 
of DFIs, such as social and health professionals and/or 
volunteers, before making definite commitments. After 
this step, a letter of commitment was signed by the local 
policy officer for each case.

Table  1 provides an overview of included cases and 
their characteristics.

Recruitment of participants within the DFCs
Recruitment of participants within DFCs was organ-
ized around each DFI as unit of analysis. The DFIs were 
developed to include people with dementia, sometimes 
in existing activities such as the intergenerational gar-
dening, dementia-friendly museum, dementia-friendly 
choir and shared living room for older people, includ-
ing people with dementia and sometimes by specific 
dementia friendly activities such as adapting the physical 
environment, Alzheimer Café and Odense housing. Par-
ticipants were stakeholders who were actively involved in 
the development and sustainment of one or more DFIs. 
The aim was to include a variety of stakeholders who 
were involved at both the municipal and implementa-
tion level of one or more DFIs. Given time constraints, 
we set a target of 7–12 participants per DFC for project 
manageability.

Participants were recruited through first purposeful 
sampling [31, 32] by selecting key informants in each DFC 
and then snowball sampling [32] which means that key 
informants were asked to identify other information-rich 

Table 1 Included Cases and Their Characteristics

DFC A. B. C. D.
Selection criteria

DFC since 2015 2019 2018 2015

Urban vs rural Rural Urban Rural Urban

National geographic dispersion South‑east West North South

Dementia friendly initiative (DFI) Inter‑generational gardening and 
adapting the physical environment

Alzheimer Café 
and Odense 
housing

Dementia‑
friendly 
museum

Dementia‑friendly choir and shared living 
room for older people, including people 
with dementia

http://www.mentality.space
http://www.mentality.space
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informants who were active and engaged in the develop-
ment and implementation of DFIs. As such, participants 
assisted in the identification of other eligible participants 
[32].

Data collection
Following the realist and case study methodology, mul-
tiple methods of data collection were used. These were 
semi-structured interviews, participating observations, 
available documents and focus groups. In all cases, data 
collection started with semi-structured interviews, inter-
spersed with observations and documentation. Data col-
lection was divided among four researchers. One pair 
(MT and JP) collected data in A and B. Another pair (ML 
and RJ) collected data in C and D. All data were collected 
between January 2019 and July 2019. See Table 2 for an 
overview of data collection.

Semi‑structured interviews
Semi-structured interviews were conducted using a topic 
guide following the realist principles. They included 
open-ended and exploratory questions for developing 
program theories [33]. The purpose was to gain insight 
into the nature of the DFI; the involvement of the inter-
viewee in the DFI; and their experiences with and per-
spectives on how the DFI was developed, implemented 
and sustained. Special attention was given to contex-
tual aspects and mechanisms leading to outcomes. All 
interviews were audio recorded with the permission of 
the participant(s). Each interview lasted approximately 

40–60 minutes, and took place face to face, on location, 
chosen by the participants. These locations were mostly 
at their homes or at work. In total, 29 professionals, 10 
volunteers and 1 person with dementia were interviewed. 
The topic guide is available in Additional File 1.

Participating observations
The purpose of the participating observations was to gain 
insight into the implementation of DFI and to collect 
information regarding the context, such as the social and 
physical environment. Open notes were made during and 
after the observation sessions, and were used for prob-
ing contexts, mechanisms or outcomes during interviews 
and focus groups. Each observation lasted approximately 
40–60 minutes and took place at the location of the 
DFI. In total, 11 participating observations of DFI were 
performed.

Documentation
Documents related to organisational policy papers, eval-
uations of and proposals for DFIs were studied. These 
documents, collected and delivered by the interview par-
ticipants, aimed to contextualise and supplement data 
from interviews and observations. In total, 17 documents 
were collected.

Focus groups
In each case, interim findings from the interviews, 
observations and documents were presented as sum-
mary reports during a focus group meeting with the 

Table 2 Overview of Participants by Case and Data Collection Method

A. B. C. D.

Total Interviews 7 9 12 12
Interviews professionals 5 5 9 10

Interviews volunteers 2 4 2 2

Interviews people with dementia or carers 
as co‑developers

0 0 1 0

Total Participating observations 3 5 1 2
Activities involving participatory observa‑
tion

Walking and 
working in the 
garden.

lecture and discussion in Alzheimer café, 
reading paper and playing board games in 
Odense housing

Presentation and discussion 
about Egyptian pharaohs

Participation 
during choir 
practice

Total Documents 4 5 5 3
Content of documentation Proposals for 

government 
grants, policy 
papers

Evaluations, policy papers Policy papers Policy papers

Total Number of Participants in Focus 
Groups

4 13 7 4

Professionals 2 8 6 1

Volunteers 2 4 1 3

Carers as users of DFIs 0 1 0 1
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participants from interviews and observations, as well as 
other relevant participants who could not be interviewed 
individually. This was a basis for member checking, dis-
cussion to highlight unanswered questions and deepen 
the findings for theory development. Each focus group 
lasted approximately 60–90 minutes and took place at 
a location, chosen by the participants. These locations 
were at the community centre (case A) and city hall (case 
B,C and D). In total, 17 professionals, 10 volunteers and 
2 carers participated in the focus groups. Table 2 shows 
the overview of participants, specified per case and data 
collection method.

Data extraction
Data extraction started per case after data from inter-
views, participating observations and documentation 
were collected. To ensure consistency and transparency, 
definitions of ‘contexts’, ‘mechanism resources’, ‘mecha-
nism response’ and ‘outcomes’ were used [27, 34–36]. See 
Table 3 for definitions.

Following the realist approach, the researchers (MT 
and AOB) constructed context-mechanism-outcome 
configurations (CMOc) from each interview transcript in 
order to examine what worked for whom, under what cir-
cumstances, and why and how [28]. Interviews were thus 
analysed using CMOc, which were drafted and placed (by 
AOB/ MT) into a data extraction form in Excel, which is 
available in Additional File 2. Next, data from field notes 
and documents was extracted and supplemented to the 

CMOc. Corresponding CMOc were triangulated, noting 
the data source and corresponding fieldnotes or docu-
mentation. If new or rival data were found, they were 
extracted in new CMOc.

Labelling CMOC on outcomes and levels of change.
In the last steps of data extraction, outcomes of each 

CMOc were labelled according to whether they were 
observed, anticipated or implied by the data source, fol-
lowing the reasoning that any insight into relevant con-
textual factors or mechanisms must relate to an outcome 
[27]. Each CMOc was also labelled on levels of change 
as defined by Punton [27] to deepen the data-extraction 
on mechanisms, since change occurs at different social 
strata, consistent with the development of DFI [27, 37, 
39]. Thus, researchers (AOB/MT) labelled each CMOC 
according to the level on which change took place – the 
individual, interpersonal, organisational or institutional 
[27].

Data synthesis
Data synthesis used an inductive, sequential and iterative 
approach [30, 40]. Sythesis of information within each 
case was followed by a cross-case synthesis and finally 
overall synthesis. All authors participated in each step.

Within‑case synthesis
For this, we used retroduction, which is a central infer-
ence-making method in realist research [41]. Retroduc-
tive theorizing involves starting with a program’s effects 

Table 3 Definitions for Data Extraction

Context pertains to the backdrop of an intervention [37]. Context includes the pre‑existing organisational structures; the cultural norms and history 
of the community; the nature and scope of pre‑existing networks; and geographic location effects, such as social and physical environment or previ‑
ous experience with dementia‑friendly initiatives [37].
Mechanisms are not interventions. They are the – often invisible – forces, powers, processes or interactions that lead to (or inhibit) change. They can 
be found in the choices, reasoning and decisions that people make as a result of the resources; the interactions between individuals or groups; and 
the powers and liabilities that things, people or institutions have as a result of their position in a group or society [38]. Mechanisms are ‘triggered’ 
when (program) resources (e.g. information, money, expertise) interact with specific features of the context (individual, interpersonal, organizational, 
or institutional) [25].
Mechanisms resources refer to what is triggered among the context of participants/stakeholders [36, 37].
Mechanisms response refers to the responses of the participants, all that suggests a change in people’s minds and actions [36, 37].
Outcomes are the results of how people react to the mechanisms. Outcomes are either intended or unintended and can be proximal, intermediate 
and final [26, 27].
Outcomes can be labelled as:
• observed (the participant stated during interviews or observations that it had happened);
• anticipated (it had not happened yet but the participant expected it to); or
• implied (no explicit mention of the outcome was made but the data enabled the research team to infer, tentatively, that the participant had 
observed or anticipated it) [27].
Labelling levels of change in mechanisms:
• Individual changes include individuals’ skills and knowledge relating to dementia and DFIs, as well as the motivation, attitudes, commitment and 
values that affect individual behaviour [27].
• Interpersonal and network change refers to the relationships and networks between individuals and groups that influence development or sustain‑
ability of DFIs [27].
• Organisational change refers to the systems, policies and procedures, practices, culture and norms within an organisation that affect the access and 
resources needed to develop and sustain DFIs [27].
• Institutional change relates to the wider environment within which individuals, networks and organisations operate. This includes the political 
system, civil society and the media, political and economic factors, and broader social factors (culture, norms, collective beliefs) that influence the 
development and sustainability of DFIs [27].
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and working backward to think about the conditions of 
reality necessary for such effects to manifest [27, 42, 43] 
Within case synthesis started by identifying concrete 
outcomes (‘what were changes so that DFIs were devel-
oped and sustained?’) and then working backwards to 
mechanisms (‘how and why did these changes occur?’) 
and then identifying contexts (‘under what circumstances 
will these mechanisms lead to these changes?’) [27, 42–
44]. As such, similar outcomes, such as an improved 
perception of the importance of a DFI or taking initia-
tive, were clustered per case. Second, commonalities of 
mechanisms and contexts were also clustered, such as 
mechanisms referring to feeling important or contex-
tual aspects such as stakeholders from various organiza-
tions. Third, based on the clusters, patterns in outcomes, 
mechanisms and contexts were outlined. An example of 
such an outline was contextual factors, such as stakehold-
ers having a personal affinity with people with dementia 
and carers, leading to mechanisms such as feelings of 
being important or connected, which then themselves led 
to outcomes such as taking initiative or purposefulness 
in collaboration. The levels on which change occurred 
remained distinct. These outlines were compared with 
corresponding configurations and quotes from data 
sources, to check for consistency and explanatory power 
[27, 44].

Cross‑case synthesis
Cross case synthesis started by following the same three 
steps as within-case synthesis, namely clustering of the 
outcomes, followed by clustering of commonalities of 
mechanisms and contexts, and finally developing out-
lines. This resulted in ten outlines, including intermedi-
ate outcomes in which mechanisms remained distinct on 
levels of change. The ten outlines are available in Addi-
tional File 3. These outlines, including the accompanying 
levels of change, were discussed with all authors. This 
discussion confirmed the synthesis and made suggestions 
for wording.

Configuring middle‑range program theories
Next, the ten outlines were configurated into initial 
middle-range program theories (MRPTs) by clustering 

outcomes and selecting the most prevalent mechanisms, 
including their contextual factors, by identifying demi-
regularities through retroductive reasoning [27, 42–44] 
This was carried out by three researchers independently 
(MT, WK and LD) and overlap and differences were dis-
cussed until consensus was reached. After this step, the 
initial MRPTs were presented to all authors and the advi-
sory panel for their feedback. They discussed the MRPTs 
using their field expertise and confirmed those MRPTs’ 
usefulness and applicability. Suggestions for wording led 
to the final MRPTs.

Formulating realist program theories at a midrange 
level, such as middle-range program theories (MRPT), 
enabled both the specification of contexts, resources 
responses leading to outcomes and the conceptualization 
and explanation of those outcomes [45]. Such MRPTs 
constituted more granular hypotheses about specific 
causal links and processes to communicate the findings 
as concretely as possible in practice compared to the 
more abstract middle-range theories [25].

Results
The following section describes three final MRPTs. Each 
MRPT is represented by a logic model complemented by 
a narrative as this allows a description of essential fea-
tures of both actions and change [17, 46]. Each MRPT 
describes a final outcome in the title and explains how 
these outcomes are built by contextual factors, mecha-
nisms and lead to intermediate outcomes. Special atten-
tion is given to the contextual factors, resources and the 
levels of change.

MRPT 1: development of baseline support for a dementia 
friendly initiative (DFI)
This section describes the MRPT of the development of 
baseline support for a dementia friendly initiative. Fig-
ure 1 outlines this MRPT.

For development of baseline support for DFIs, profes-
sionals and volunteers from municipalities and health 
and welfare organisations had insight in current issues 
in the community. These included needs related to 
dementia and/or from people with dementia and their 
carers. Other contextual features were the visibility and 

Fig. 1 Middle‑range Program Theory: Development of a Support Base
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approachability of the professionals, volunteers, persons 
with dementia and carers, so that community members 
knew their background and could more easily approach 
them, for example to ask questions. Actions such as 
organising information meetings about dementia or 
making plans for a DFI for community members were 
conducted by the professionals and volunteers sequen-
tially, preferably together with people with dementia and 
carers. During those actions, resources from organiza-
tions were commonly used, such as the physical location 
of an organization or PR supplies from an Alzheimer’s 
association. Those actions addressed the interests of both 
people with dementia and their carers as well as other 
community members, such as parents and their children, 
leading to a reciprocity of interests. On the organiza-
tional level, feelings of importance and making a differ-
ence arose among professionals and volunteers, because 
they felt that the interest of their organisations or back-
ground resonated with interest of other stakeholders 
and that their resources, such as a physical location or 
network, were important for a mutual interest, such as 
a DFI. On the institutional level, community members 
from the neighbourhood also felt that their interests res-
onated with interests of other stakeholders and that their 
resources, such as time or network, had the same impor-
tance for a mutual interest, such as a DFI. Feeling impor-
tant and making a difference arose through reciprocity 
of interests and recognition that individual interests also 
mattered for a greater purpose. Therefore, it resonated 
with feelings to make a positive difference for others. 
Such responses changed collective beliefs about needs 
and possibilities for a DFI and therefore brought about 
changes on an institutional level. Intermediate outcomes 
of building support for a DFI were having a (more) posi-
tive image of dementia and the importance of DFCs and 
DFIs, and having a (more) positive idea how to contribute 
to a DFI and develop concrete intentions and plans.

MRPT 2: collaboration for developing and sustaining DFIs
This section describes the MRPT of collaboration for a 
DFI. Figure 2 outlines the characteristics of this MRPT.

For collaboration, professionals and volunteers from 
municipalities, health and welfare organisations came 

together, preferably complemented by people with 
dementia and their carers. They all shared a personal 
affinity with dementia or the purpose of a DFC or DFI 
from various experiences. For example, there was a pol-
icy officer who understood the impact of dementia from 
personal experience as a carer and a volunteer who used 
to work in elderly care. Other contextual features were 
transparency about manpower and available budget. As 
a result, the professionals and volunteers involved knew 
the preconditions to come together. Follow-up actions 
were organising regular meetings about the DFIs to be 
developed or sustained. At these meetings, professionals 
and volunteers took roles that best suited their personal 
and professional experiences. During those meetings, 
relevant information was shared, such as information 
about history and/or developments in the community 
or which funds to apply for. Accordingly, meetings were 
characterised by sharing, and subsequently by joint deci-
sion making. These contextual features and resources on 
the interpersonal level led to responses of both having a 
grip on and overview of collaboration, and of feeling con-
nected with each other. Such responses led to mutual 
network building and therefore brought changes on the 
interpersonal level. Intermediate outcomes of collabora-
tion were taking initiative and/or continuing commit-
ment to a DFI and experiencing purposefulness, as well 
as satisfaction and fun during the collaboration.

MRPT 3: participation in DFI by people with dementia 
and their carers
This section describes the MRPT of participation in DFIs 
by people with dementia and their carers. Figure 3 out-
lines the characteristics of this MRPT.

To enable participation in DFIs by people with demen-
tia and their carers, an overview was developed by 
dementia trained and competent professionals and/or 
volunteers from municipalities and health and welfare 
organizations. This overview outlined the needs of peo-
ple with dementia and their carers in terms of activities 
and information meetings, by whom these were delivered 
and at what locations. To avoid stigmatisation and sup-
port inclusion, the overview purposely did not include 
terms associated with dementia. Therefore, the term 

Fig. 2 Middle‑range Program Theory: Collaboration to Develop and Sustain DFIs
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‘dementia-friendly initiative’ was not used. The locations, 
such as a community garden or a community centre, 
were also chosen to be inclusive and not associated with 
dementia. Sequentially, actions were undertaken to com-
municate this overview. These actions included for exam-
ple publication in a local newspaper and word of mouth 
information sharing by professionals and volunteers. 
During these actions, resources such as the personal 
and professional networks of professionals and volun-
teers were used. Moreover, professionals and volunteers 
from these networks became more engaged in the DFIs 
and their purpose as they were activated in promoting 
these initiatives. These contextual features and resources 
on the interpersonal level led to responses of feelings of 
encouragement among people with dementia and car-
ers. For example, they identified with activities or infor-
mation meetings that related to their needs. Another 
response was that people with dementia and their carers 
felt respected, for example by recognition of their needs 
in the overview or by deciding for themselves whether 
and when they would participate in which activities. 
Such responses increased personal motivation and com-
mitment to participate, and therefore brought changes 
on the individual level. Intermediate outcomes of par-
ticipation in DFIs by people with dementia and their 
carers were using or taking part in activities and taking 
joint action to partake in activities with other community 
members. In doing so, people with dementia and their 
carers, as well as community members, became more 
open to the presence of (people with) dementia.

Table  4 shows an overview of the MRPTs and associ-
ated levels of change.

Discussion
Implications of the findings in context of the existing 
research
We aimed to explain which mechanisms are important in 
developing and sustaining DFIs in a Dutch DFC, which 
outcomes they produced and which contextual factors 
affected these mechanisms. To our knowledge, this is the 
first study that has addressed the development and sus-
tainment of DFIs including the different levels on which 
changes occur. Our analysis revealed three MRPTs in 
developing and sustaining DFIs. These theories relate to 
the development of baseline support, collaboration, and 
participation in DFIs by people with dementia and their 
carers. Moreover, our results further clarify how each 
MRPT brought about changes on different levels in the 
community. Development of baseline support caused 
changes on the organizational and institutional level, col-
laboration caused changes on the interpersonal level, and 
participation in DFIs by people with dementia and their 
carers caused changes on the interpersonal and individ-
ual levels. Our results support previous research about 
the development and sustainment of complex interven-
tions in dementia community care, which confirms the 
importance of a support base [5, 10, 12, 47], collaboration 
by diverse partners [10, 12, 47, 48] and an understand-
ing of pre-requisites for participating in initiatives [10, 
47, 48]. Moreover, our results highlight how contextual 
aspects such as diversity among partners and insight into 
issues in the community, as well as mechanisms such as 
sharing of resources and reciprocity of interests, pro-
voke feelings of importance, connection and encourage-
ment among all community members. For example, in 
our study, the diversity of professionals and volunteers 
supported the sharing of each other’s resources, such as 
spaces, information and expertise. Likewise, reciproc-
ity arose through the connection of personal interests 
with needs and initiatives in the community, and gener-
ated significance, engagement and activity. For example, 
when a neighbourhood was informed about widening 
the sidewalks and landscaping for people with dementia, 
the benefits of these initiatives for people with dementia 
and carers were connected with benefits for parents with 
strollers and children’s’ play and educational options. 

Fig. 3 Middle‑range Program Theory: Participation in DFIs by People with Dementia and their Carers

Table 4 Overview of the Middle‑range Program Theories and 
Associated Levels of Change

Middle Range program theory Level of Change

Development of a support base Institutional

Organisational

Collaboration for developing and sustaining DFIs Interpersonal

Participation in DFIs by people with dementia and 
their carers

Individual
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Consequently, people became committed to each other 
and engaged with the purpose of the DFI. Of most 
interest is that these mechanisms of sharing, reciproc-
ity, significance, connection and engagement rely much 
more on what connects people together and on posi-
tive aspects, rather than what a separate and/or vulner-
able group needs. This marks a shift in setting up DFIs 
in which it is not so much the negative consequences of 
dementia that act as the impetus for change, but rather 
a cause that connects residents in the community. Such 
impetus for change differs from existing toolkits [12, 
49–51] and is known as asset based community develop-
ment (ABCD), an approach which focusses on assets and 
strengths in individuals and communities, rather than on 
their problems and deficits [52]. The ABCD approach is 
used for empowering communities in addressing health 
inequalities and health promotion in groups from adoles-
cents [53–56] to older people [57–59]. The asset-based 
approach has recently been promoted as an alterna-
tive policy for DFC [59–61]. Moreover, the importance 
of moving away from deficits and focus on abilities was 
also highlighted to explain the outcomes of community 
DFIs for people with dementia and their carers [17]. Our 
current results explain how a focus on the abilities and 
wishes of people with dementia, carers and other com-
munity members during development and sustainment 
of DFIs can be the basis for positive responses such as 
sharing, reciprocity, significance, connection and engage-
ment. As such, our results aligns with the new proposed 
policy for DFCs and offers new insights into positive 
responses that are needed for the process in development 
and sustainment of DFIs. It enables reflection on how 
and why the process was successful, or not.

Within the context of Dutch DFCs, our results describe 
how institutional, organizational, interpersonal and indi-
vidual levels of change are important in the development 
and sustainment of DFIs. In particular, they explain how 
each MRPT affects one or two different levels in the com-
munity. As such, our results resonate with findings about 
development of DFCs that address the importance of 
both top-down and bottom-up approaches [6, 10, 62]. 
However, our results deepen these findings by focusing 
and clarifying which contextual aspects and resources 
are needed and why, and how they trigger mechanisms in 
different levels of change to build DFIs as building blocks 
for a DFC. Next, our results suggest an interdepend-
ence between the mechanisms, intermediate outcomes 
of MRPTs and associated levels of change. For example, 
the positivity from the intermediate outcomes of a sup-
port base is likely to generate commitment and willing-
ness to participate in a collaboration. As such, it can start 
a collaboration or intensify it by moving others to join 
or spending more effort in it. Consequently, the activity 

from the intermediate outcomes of collaboration may 
lead competent professionals and volunteers to support 
participation in a DFI. Additionally, the positive interme-
diate outcomes of participation in DFIs, such as open-
ness about dementia and joint participation in activities, 
can also contribute to a positive idea of a person’s own 
contribution to a DFI, and thus contribute to a support 
base. Such examples of interdependencies explain how 
the intermediate outcomes of one MRPT may become (a 
part of ) the context in a new MRPT [17, 37] without sug-
gesting that there is only one possible direction in which 
interdependencies can exist. Our results regarding levels 
of change provide evidence and insights that encourage 
reflection on the development and sustainment of DFIs.

Strengths and limitations of the study
Since the development of Dutch DFC and DFIs is locally 
bound, we included cases from different regions in the 
Netherland so diversity in contexts could be explored 
in depth. Additionally, a mixed method approach and a 
large number of participants (n = 69) ensured a comple-
mentary, rich and strong array of data. Lastly, input from 
multiple researchers and a focus on multiple levels deep-
ened the analysis, and thus were important strengths of 
this study. It should be noted that almost all participants 
were professionals [46] and volunteers [20], rather than 
people with dementia (1) and/or carers (2), despite our 
intention to recruit all relevant stakeholders. Our obser-
vations revealed that most of the DFI development is 
‘organizationally led’ – that is, initiated by organiza-
tions with strong connections with the municipalities. 
Most professionals and volunteers from those organiza-
tions are still searching for ways to reach out to people 
with dementia and their carers, which could explain the 
low number of people with dementia and carers in our 
study. These limitations, are known from research about 
disengagement of people with dementia and their carers 
in development of DFCs [62–64]. Involvement of peo-
ple with dementia and their carers during development 
and sustainment of DFI is lacking [62]. Instead, inter-
est groups are involved as advocates [65]. People with 
dementia and carers are mainly questioned as ‘users’ of 
DFC about their priorities, experiences and outcomes 
of a DFC [9] but are not involved in the decision mak-
ing process [63]. We mitigated the low number of people 
with dementia and carers in our study partly by conduct-
ing participating observations at DFIs so that fieldnotes 
about experiences of people with dementia and carers, 
could be incorporated in interviews and focus groups. 
People with dementia and their carers were invited to, 
and two carers took part in, the focus group to discuss 
the summary reports.
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Practical implications and future studies
The three MRPTs highlight the importance of building 
a support base, collaboration, and participation in DFIs 
by people with dementia and their carers during devel-
opment and sustainment of DFIs. Our results should 
encourage stakeholders in practice to reflect on interme-
diate outcomes in order to monitor progress and follow 
up on all levels in the community. Moreover, our mecha-
nisms provide more depth in this process by explaining 
the importance of a positive narrative and assets, and 
how events and intermediate outcomes on one level 
affect other levels in the community. In practice, such 
information is important in managing the process and 
understanding how and why things occur. Our results 
give a deeper insight in the process and succesfactors 
and can be used next to, for example, toolboxes that offer 
practical material [49] or describe planning during imple-
mentation of DFis [12]. Moreover, our results explain 
what important contextual conditions are during such a 
process and why – that is, which mechanisms arise and 
to which intermediate outcomes they lead on possi-
ble different levels of the community. Such insights will 
improve overview and reinforce the grip of stakeholders 
on the process of development and sustainment of DFIs. 
Future studies will be needed to further test and refine 
our MRPTs in other cases and contexts. Special attention 
is needed for the involvement of people with dementia 
and their carers during development and sustainment of 
DFIs. Insights from their perspectives will improve the 
understanding of building a support base, collaboration 
and participation in DFIs. We recommend a new study 
that can deepen the understanding of the perspectives of 
stakeholders, including people with dementia and car-
ers regarding their involvement in the development and 
sustainment of DFIs. Next, future studies should address 
how people with dementia and their carers could be 
involved during the process of development and sustain-
ment of DFIs. This will improve the management of the 
process.

Conclusions
This study examined which contextual factors and mech-
anisms affected the development and sustainment of 
DFIs in a Dutch DFC, and the outcomes they produced. 
Two main conclusions can be drawn from the study. 
First, the results provide evidence about the importance 
of building a support base, collaboration and participa-
tion in DFIs by people with dementia and their carers. 
The accompanying mechanisms underpin the process of 
development and sustainment of DFIs and the impor-
tance of a positive narrative. Second, our results clearly 
suggest the interdependence between multiple levels in 

the community and how they impact the development 
and sustainment of DFIs. The results of our study can 
support practices of reflecting on intermediate outcomes 
and possible ripple effects. Accordingly, they can help 
stakeholders monitor their process of development and 
sustainment of DFIs. Our MRPTs may be used to support 
reflections on the process of development and sustain-
ment of DFIs in a theory-based way.

This study provides transparency about the develop-
ment and sustainment of DFIs, and is a reference point 
for future studies in which these theories can be tested 
and refined.
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