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Abstract

Objectives: To describe and explain the outcomes of community dementia friendly
initiatives (DFls) for people with dementia and their caregivers to inform the
development and tailoring of DFls.

Methods: Literature searches on DFls were performed through two systematic
online database searches of PubMed, Embase, ASSIA, CINAHL and Google scholar.
Papers were only included if they evaluated outcomes using empirical data from
people with dementia or caregivers. Data collection and analysis were guided by the
categorization in the DEM-FACT taxonomy and RAMESES guidelines for realist
reviews.

Results: Of 7154 records identified, 22 papers were included with qualitative, mixed
method and quantitative study designs. The synthesis led to a description of pro-
gramme theories addressing caring, stimulating and activating communities. Out-
comes for people with dementia and caregivers included having contact with others,
enjoyment and decrease of stress and, lastly, support. This synthesis also indicated
how people with dementia participated in a specific role in DFls, such as patient,
team member or active citizen.

Conclusions: DFls generate different outcomes for people with dementia and
caregivers, depending on the kind of initiative and the specific role for people with
dementia. These findings could be a catalyst for initiation and further development
of DFls in a dementia friendly community (DFC). This draws attention to the mul-

tiple aspects of DFCs and supports reflection on their essential principles.

KEYWORDS
caregivers, dementia, dementia friendly communities, dementia friendly initiatives, outcomes,
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1 | INTRODUCTION

Around 50 million people have dementia worldwide. Due to changing
demographics, it has been estimated that the prevalence is increasing
by nearly 10 million annually, and the number of people with dementia
is expected to exceed 150 million by 2050. To ensure better quality of
life for this rising number of people with dementia, policymakers and
researchers have recognized the vital role of the concept of ‘dementia-
friendliness’,?> which resonates with the concepts of age-friendliness
and marks a fundamental shift from a focus on meeting the physical
and health needs of an individual patient with dementia to a holistic
approach supporting the person living with dementia within the com-
munity to achieve the best quality of life possible.®> The concept of
dementia friendliness can apply to a range of settings, such as acute
care and hospitals, long-term care (nursing homes) and community
settings or neighbourhoods.* The most common settings are dementia

friendly communities (DFCs), 3¢

which are intended to be places
where people with dementia and their caregivers feel understood,
respected, have access to support and feel confident they can
contribute, participate and engage to community life.>”# DFCs can be
characterized by their location, for example a city or neighbourhood,
called “location-based DFCs, or DFCs can be organisations or entities
with a specific focus, for example an airport, summarised as “commu-
nities of interests”.® The urgency of DFCs is recognized by interna-
tional health organizations? and adopted by many national policies. It
has also been incorporated into research agendas to improve wellbeing
for people with dementia and their caregivers.”

Although there is some overlap between the usage of DFC and
dementia friendly initiatives in the literature, dementia friendly ini-
tiatives (DFls) can be thought of as building blocks in the develop-
ment of DFCs*> DFls are activities that aim to promote dignity,
empowerment, engagement and autonomy to enable the wellbeing of
people with dementia and the needs of their caregivers throughout
the dementia trajectory.* Examples of DFls include local neighbour-
hood supermarkets where staff know how to respond and offer
respectful services to people with dementia, or Alzheimer Cafes
which anyone with an interest in dementia can attend and learn more
about dementia and its implications.’® DFIs can be found in small
scale DFCs (e.g. a specific neighbourhood) or they can be more wide

reaching (e.g. in a whole city).

filling their purpose.

e This is the first synthesis of the outcomes and mechanisms of dementia friendly initiatives

(DFls) using studies with empirical data from the perspective of people with dementia or

e DFls generate different outcomes for both people with dementia and caregivers.

e DFIs have different outcomes for people with dementia participating in different specific
roles (i.e. patient, team member or active citizen).

e DFI outcomes according to people with dementia and caregivers support both the practical
development and research of how dementia friendly communities (DFCs) succeed in ful-

There is an important link between DFCs and DFls, because DFls
are embedded in DFC and their outcomes are vital to support DFCs.
Previous studies on achieving DFCs have described this process
mainly from a policy perspective, for example an improved support
infrastructure.®>!! Other studies have addressed the priorities of
people with dementia and their caregivers in guiding achievements of
DFCs, such as acceptance of dementia or connection to and
engagement with community life.®271% Lastly, experiences of people
with dementia living in a DFC were evaluated, for example their
awareness of living in a DFC.*®

However, there has been no link with DFIs in such studies or an
explication of how DFls worked for people with dementia and
contributed to the DFCs. Lastly, the effects of DFls for caregivers

remain underreported,3'16

although DFC also concern them in terms
of their position to people with dementia.

Previous research about DFls has reviewed both theoretical
features* and challenges in development.!” Previous studies have
also documented DFls in European countries.”*® Williamson created
a taxonomy for DFIs (DEM-FACT), which distinguishes three cate-
gories of DFls: the first focuses on community support, the second on
community involvement and the third on the whole community and
citizenship.® This taxonomy also descibes the resources needed for
each category of DFI and links them to the development of DFCs.
However, a systematic understanding of how DFl outcomes are
achieved for people with dementia and their caregivers is lacking.

Increasing knowledge about how DFIs work for people with
dementia and their caregivers is important, because such insights
would support future development and evaluation of DFCs. For
example; policy officers and professionals can examine in advance
which resources are available and/or needed to develop a DFI, with
which outcomes and for whom, for example for persons with de-
mentia and/or caregivers. Furthermore, such outcomes can also be
monitored to examine the establishment of a DFC.

Therefore, in this study, a literature review was performed using
the rapid realist methodology.® The main goal of a realist approach is
to illuminate ‘what works, for whom, in what contexts and why’ by
describing causal explanations using context-mechanisms-outcome
configurations in one or more realist programme theories.?®?! A
rapid realist methodology was preferred to other review methods,

because it prioritizes deep understanding of contextual aspects and
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mechanisms in building outcomes which form the basis of a realist
causal explanation.'®?? Further, the realist approach can improve
engagement of stakeholders including professionals, policymakers
and (representatives of) service users.'®?32% With input from these
stakeholders, the review enables identification of relevant in-
terventions related to outcomes.'?

Our research question was: how do community based DFls
work for people with dementia and their caregivers, and why? This
paper presents the first findings of a three phased project which
aims to study success factors in DFls using the realist approach
(Mentality project, November 2018-April 2022), funded by The
Netherlands Organization for Health Research and Development
(ZonMw). More information about Mentality can be found on www.

Mentality.space.

2 | METHOD

Conforming to the realist review approach,”2324 content experts
and stakeholders were invited to join an advisory panel affiliated with
the Mentality project. This advisory panel consisted of experts in the
field of dementia and public health, representatives of people with
dementia and their caregivers and stakeholders from four Dutch
municipalities seeking to become dementia friendly. This review was

based on five iterative stages.?’

Developing and refining research questions.
Searching for and retrieving literature.
Screening and appraising literature.
Extracting and synthesizing literature.

AT SR o

Validation of findings.

2.1 | Developing and refining research questions
The authors consulted the advisory panel at the start of the review to
confirm that the research question for the review addressed relevant
gaps in the literature and covered their key interests within their
field of practice.

2.2 | Searching and retrieving literature

The database searches were performed from April 1, 2018 until
November 30, 2019. Two searches were developed using separate
search strings and databases. The first search string consisted of a
combination of the following search terms: dementia friendly OR
dementia positive OR dementia capable OR age friendly OR senior
friendly. The following databases were searched: PubMed, Embase,
ASSIA and Google Scholar, since the concept of dementia friendly
is reflected in medical, social and public health science and in
societal relevant reports, Google Scholar was found suitable for

the search in grey literature. After consultation with the advisory

panel about the initial results of the first search, they proposed a
secondary search to broaden the perspective on DFls. The second
search string consisted of a combination of the following terms:
dementia OR dementi* OR amenti*, as a synonym for dementia,
Mesh terms, OR Alzheimer* AND social environment OR social
participation OR social inclusion OR social health OR social inte-
gration. The following databases were searched: PubMed, Embase,
Cinahl and Google Scholar. Cinahl was used instead of ASSIA to
broaden the search for DFls. Both search strategies were piloted
and refined in consultation with the information specialist of
Radboud University. The full search strategy is available in the
Supplementary File 1.

2.3 | Screening and appraising literature

Inclusion criteria were studies describing DFls that were embedded
in a regional policy of becoming a DFC and which were freely
accessible for people with dementia, caregivers and community
members. Only studies with or using empirical data from people
with dementia or caregivers were included. Studies were included if
they were written in English or Dutch. There was no limitation on
publication date. The exclusion criteria were: studies addressing
medical interventions, individual interventions, therapeutic in-
terventions in private home settings and medically indicated
homecare or day care. Policy papers, descriptions of models or
frameworks without empirical data and evaluations disregarding
outcomes for people with dementia and their caregivers were also
excluded.

Following the RAMESES guidelines for realist reviews, papers
were not ranked or excluded based on an assessment of rigour but
rather as fitting in the aims of this review.?12%2” Thus, papers were
selected on their relevance in answering the research question and
for richness of data. Literature selection was done in three stages:
first, screening based on title; second, screening based on abstract;
and third, review of full text for eligibility. In all three stages, se-
lection was done by four reviewers (MT, ML, JP, RJ), who double
screened titles and abstract and discussed content, relevance and
inclusion of the full text papers' in pairs. If needed, a third
researcher was involved to achieve consensus.

2.4 | Extracting and synthesizing literature

Data extraction focused on identification and elucidation of context
(C), mechanism (resources and responses) (M) and outcome (O)
configurations (CMOc), including noteworthy quotes.?® After
dividing the papers (randomly), data extraction was carried out by
the four authors independently (MT, ML, JP, RJ). Next, the four
authors checked together whether extractions were completed in
the same manner, led by the main researcher (MT). A data
extraction form in Excel was used, which is available in the Sup-

plementary File 2. To ensure consistency and transparency, the
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definitions of CMOc which have previously been applied and
described by others?” were used by all researchers in the data
extraction. See Table 1 for definitions.

If information about context or mechanisms was not clearly
stated by the authors of the included studies, reviewers supple-
mented the CMOc by abductive reasoning (i.e. examining evidence
and developing hunches or ideas about the causal factors linked to
that evidence).3! Abductive reasoning was referenced using italics in
the data extraction form to maintain recognizability.

Next, configurations were categorized in the DEM-FACT tax-
onomy,” based on the description of the initiative in the paper. This
taxonomy was selected because it links DFls to the development of
DFCs, as in our inclusion criteria, and because both the taxonomy
and the CMOc adopted resources for analysing DFls. To ensure
rigour, categorization took place after data extraction to ensure
that all information in the papers was read thoroughly prior to
categorization.

Data synthesis used an analytical inductive approach,®? starting
with configurations per category in the DEM-FACT taxonomy. First,
similar outcomes were clustered, for example outcomes such as
improved interaction, reduced stress or increased enjoyment. Sec-
ond, commonalities of mechanisms and contexts were also clus-
tered, for example mechanisms referring to feelings of confidence
or motivation and contextual aspects such as provision of support
or a mixed group of participants. Based on these clusters, patterns
in outcomes, mechanisms and contexts were outlined. An example
of such a pattern was contextual factors, such as provision of
support and contact leading to mechanisms such as increased fa-
miliarity and confidence which lead to outcomes such as improved
interaction or enjoyment. These outlines were compared with cor-
responding configurations and quotes to check for consistency and
explanatory power.>® Based on these outlines, synthesized config-
urations were developed. By recognizing how the outcomes of one
configuration became (an aspect of) the context in another config-
uration, these ripple effects further expounded the synthesis.?® For
example, an outcome such as improved interaction became a
resource of a next context in which people with dementia felt
stimulated to enjoy an activity. Finally, for each category of DEM-
FACT, middle range programme theories (MRPT) were developed
around the synthesized configurations and ripple effects to sum-

marize the nature of the CMO links. Formulating realist programme

TABLE 1 Definitions CMO

Context Mechanisms

Context pertains to the backdrop of an
intervention.?® It includes pre-existing
organizational structures, cultural norms
and history of the community, nature and
scope of pre-existing networks and
geographic location effects?® e.g. previous
experience with dementia friendly initiatives.

Mechanisms usually pertain to cognitive,
emotional or behavioural responses to
intervention resources and strategies. A
mechanism-resource refers to what is
triggered among the context participants/
stakeholders.?®2? Mechanism response
refers to the response of the participants, i.e.

theories at the midrange level, such as MRPT, enabled both the
specification of contexts, resources and responses leading to out-
comes and the conceptualization and explanation of those
outcomes.®*

The main researcher (MT) carried out the synthesis and dis-
cussed the outlines and ripple effects with an independent
researcher (WK), who had not previously been involved in the se-
lection, extraction and synthesizing of the literature. The MRPT were
refined with SD, who was an independent reviewer. Each step of data

extraction and synthesis was prepared with all authors.

2.5 | Validation of findings

In the final stage of the review, the authors presented the key find-
ings to the advisory panel for their feedback. The members of the
advisory panel confirmed the usefulness and applicability of the

MRPT within their context or field of expertise and made suggestions

for wording.
3 | RESULTS
3.1 | Studies retrieved

The database searches led to a total of 7154 published English lan-
guage papers. After removing duplicates, 6294 papers from 2006
until 2019 were ready for initial screening based on the inclusion and
exclusion criteria. The Figure 1 flow diagram illustrates the search
results from search 1 & 2.

Of the 22 papers included, 11 were qualitative studies, 8 mixed
methods studies and 3 quantitative studies. Table 2 presents an
overview of the characteristics of the included papers, including their
categorization in the DEM-FACT taxonomy. See: Table 2: Overview
of included papers; characteristics and categorization.

3.2 | Synthesis of the papers

Evidence from these 22 papers led to the development of three
MRPTs using CMOc. Each category of DEM-FACT led to a MRPT.

Outcome

Outcomes refer to the intended or unexpected
intervention outcomes, i.e. the result of how
people react to the mechanisms2®2° e.g. the
health and wellbeing outcomes of people
with dementia and caregivers.

all that suggests a change in people's minds

and actions.?®2?



THIJSSEN ET AL

ric Psychiatry

_WILEY__| S

Flow diagram search 1T and 2*

Duplicate records removed
before screening:
Search 1 (n=511)
Search 2 (n=349)

Records excluded
Search 1 (n=942)
Search 2 (n=4.946)

Papers excluded:

Search 1 (n=266)

Search 2 (n=31)
Reasons for exclusion: age
friendly instead of dementia
friendly initiative, no focus or
inclusion for people with
dementia or caregivers. Not
community based.

Papers excluded:

Search 1 (n=26)

Search 2 (n=55)
Reasons for exclusion: no full
text, no empirical data from
people with dementia or
caregivers, medically
indicated home care or day
care.

c
o
= Records identified from:
o Search 1 (n=1.756)
= Search 2 (n=5.398)
3
—/
() Records screened on titles
Search 1 (n=1.245)
Search 2 (n=5.049)
Papers screened on abstracts
Search 1 (n=303)
Search 2 (n=97)
=)
[=
e
[}
o
7]
(7]
Papers assessed for eligibility
Search 1 (n=37)
Search 2 (n=66)
N’/
e Papers included in review
= Search 1 (n=11)
Té Search 2 (n=11)

FIGURE 1 Flow diagram search 1 & 2. tSearch 1: search terms: dementia friendly OR dementia positive OR dementia capable OR age
friendly OR senior friendly. Databases: PubMed, Embase, ASSIA and Google Scholar. £Search 2: search terms: a combination of dementia OR
dementi* OR amenti* OR Alzheimer* AND social environment OR social participation OR social inclusion OR social health OR social

integration. Data bases: PubMed, Embase, Cinahl and Google Scholar. Adapted from Page et a

The category of community support led to MRPT 1: caring commu-
nity, the category of community involvement led to MRPT 2: stimu-

|‘35

lating community and the category of the whole community and request.

citizenship led to the MRPT 3: activating community. The CMOc,

including supporting evidence from the papers, are available upon
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3.3 | Realist synthesis

3.3.1 | MRPT 1: a caring community
This section describes the MRPT of a caring community, which is
supported by seven studies. Figure 2 outlines the characteristics of
this MRPT.

This MRPT describes how DFls used education in dementia,®®

sharing experiences®” %7

and adapting the social and physical
environment®’4%"43 to create a caring community. Associated
contextual characteristics were professionals from public and social
services who shared their (personal) understanding and knew how
to act and communicate with people with dementia and care-

87-3942 a5 well as neighbours and volunteers who felt

givers,
familiar with the symptoms of dementia.®”~*® An additional feature
of the context was an accessible physical environment providing
support and landmarks.3®41"*% These mechanism-resources gener-
ated mechanism-responses including the confidence of pro-
fessionals and volunteers in initiating contact and communication
with people with dementia and their caregivers. In this way, a
caring community was created. By using the ripple effect concept,
this community as an outcome became a new context which
generated mechanisms and outcomes for people with dementia
and their caregivers.

This caring community generated three outcomes: two out-
comes for people with dementia and their caregivers and one for
caregivers only. The first outcome was going out to supportive

places®”*3; an example was walking in an adapted neighbourhood.

The caring community provided resources such as social support
and landmarks, which led to the responses of feeling understood
and safety among people with dementia and caregivers. The second
outcome, which was often combined with the first, was meeting
others.>”~*® Examples were meeting fellow participants at a De-
mentia café, where the social support, as a resource, led to feelings
of familiarity as a response. The third outcome, for caregivers only,
was overcoming problems and (room for) enjoyment.®”3? Examples
included caregivers who met peers and professionals. Here, the
same resource-social support-provoked feelings of recognition
(response) and hence the outcome of overcoming problems (for

caregivers).

3.3.2 | MRPT 2: a stimulating community
This section describes the MRPT of a stimulating community, which is
supported by ten studies, the characteristics of which are outlined in
Figure 3.

This MRPT describes how DFls used physical exercise in a
group?+-48
group??=>3 to create a stimulating community. Accompanying char-

and exchanging and practising creative activities in a

acteristics were instructors and peers, such as volunteers experi-
enced in facilitating people with dementia. They combined their
expertise in sports or creative activities with insights into dementia
and complemented each other. Subsequently, they created team
spirit and encouraged people with dementia and caregivers to reach

maximum performance.**~>3 Another characteristic was regularity of

Context:

Professionals & volunteers from
public, health and social services

Peers & neighbours familiar with
dementia

Accessible environment

Mechanism-resource

% know how to communicate and share %

information about dementia

Mechanism-response

confident in initiating contact and
communication

\

Outcome/Context

Caring community

Mechanism-resource

mobilizing support and available cues

Mechanism-response

% feel understood, secure, familiar and
recognized

v

Outcomes

Go out, meeting others (people with
dementia & caregivers)

Overcoming problems (caregivers)

(Room for) enjoyment (caregivers)

FIGURE 2 MRPT 1: caring community
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Context:
Instructors: experts in activity

Peers experienced in facilitating
people with dementia

Regularity in time, place and
members

Mechanism-resource

combine expertise activity with
understanding of dementia

providing clarity

Mechanism-response

know how to encourage the best
performance

creating team spirit

v

Outcome/Context
Stimulating community

Mechanism-resource
Addressing abilities and socialization

Mechanism-response

——> | feel motivated, part of the group and
confident to contribute

v

Outcomes

Participate, connect with others &
enjoyment (people with dementia &
caregivers)

Reducing stress/relieved from caring
(caregivers)

FIGURE 3 MRPT 2: stimulating community

activities in time and place and a fixed group, which provided a sense
of routine.***>4748 As such, a stimulating environment was devel-
oped. By using the ripple effect concept, this community as an
outcome became a new context which generated mechanisms and
outcomes for people with dementia and their caregivers.

The stimulating community generated three outcomes: two for
people with dementia and their caregivers and one for caregivers
only. The first outcome was active participation in a group activ-
ity 44747495152 Eyamples included sport or singing in a choir, and
the emphasis was on active involvement in the activity. The stim-
ulating community provided resources such as addressing abilities
instead of limitations and socialization with like-minded group
members. These resources then led to responses such as motiva-
tion, feeling like part of a group and confidence about participation
during the activity. The second outcome, which was often combined
with the first (active participation), was connecting with others and
enjoying the activity together.**=>® Examples were people with
dementia who supported other participants, experienced good
company and had fun together. Here, the emphasis was on the
positive experience during the involvement of the activity. The
third outcome, for caregivers only, was reduced stress and respite
from caring.**~#74%52 Examples included experiencing a time-out
and having fun; some caregivers felt relieved that they were not
‘needed’ during the activity and others felt comfortable going

home.

3.3.3 | MRPT 3: an activating community

This section describes the MRPT for an activating community, which
is supported by five studies. Figure 4 outlines the characteristics of
this MRPT.

This MRPT describes how DFls used the interdisciplinary orga-
nization of intergenerational activities in the community, together
with people with dementia and their caregivers, to create an acti-
vating community.>*™>® Associated contextual characteristics were
mixed groups of professionals, volunteers, caregivers and people with

54-56,58

dementia, coming from different organizations and associated

55,58

hierarchical structures, and involvement of both young and older

people.>*>8 All merged their background, skills and community as-
sets®>>7%8: participated equally in the activity®*>%°%; and had a
significant role in achieving a shared goal.>*>® These resources
created responses such as sensitivity to and flexibility around each
other's circumstances and gaining new insights from each other,
which led to the creation of an activating community. By using the
ripple effect concept, this activating community became the context
which generated new mechanisms and outcomes for people with
dementia and their caregivers.

This activating community generated three outcomes for both
people with dementia and their caregivers. The first outcome was
maintaining interests and contact with others.>*->¢® An example

was co-organizing and participating in a music event, where a key
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Context

Intergenerational professionals from public,
health and social services in various
hierarchical structures.

people with dementia, peers & volunteers
familiair with dementia

Mechanism-resource

merge backgrounds, skills and

involved and collaborating
towards a shared aim

Mechanism-response

—> flexibility, sensitivity and gaining
new insights

assets

v

Outcome/Context
Activating community

Mechanism-resource

mutual encouragement,
appreciation and learning

mutual flexibility and sensibility

accessibility of assets

Mechanism-response

; feel confident, acknowledged,
respected and connected

feelings of trust

v

Outcomes

Maintain contacts and interests as a
citizen, engage with others. Search
and receive support (people with
dementia & caregivers)

FIGURE 4 MRPT 3: activating community

factor was the maintenance of own activities and interests together
with new and known people. Resources from this activating com-
munity were mutual encouragement, mutual appreciation and
learning. This led to responses such as feelings of confidence and
reciprocal acknowledgement. The second outcome was taking the
initiative to go out and engage with others.>>°%°® Examples were
providing information and education about dementia to banks, retail
establishments, doctors, church and clubs, planning a city trip or
going out and engaging with others. The emphasis here was on
contributing to society as a citizen using personal assets with both
new and known people. Available resources were flexibility, sensi-
tivity and assets from a shared network, which led to feeling
respected and feeling connected with others. The third outcome was
searching and receiving support®®; notable here was proactivity and
self-direction in the search and type of support. Important resources
were flexibility and accessibility of assets and activities, and this led
to feelings of acknowledgement of perceived needs and trust in
services.

4 | DISCUSSION

The purpose of this review was to increase our understanding of how
outcomes of DFIs work for people with dementia and their care-
givers, and why. Our review provides an analysis of different DFls,
which were grouped into categories of community support, commu-

nity involvement or whole community and citizenship, leading to

three types of communities: caring, stimulating and activating. Sub-
sequently, these communities became the next context and gener-
ated mechanisms and outcomes for people with dementia and
caregivers, illustrating a ripple effect of CMOc.

A common thread in these outcomes was having contact with
others, although the content this contact differed among the
communities-ranging from meeting others in the caring community
to connecting with others in the stimulating community and engaging
with others in the activating community. Another outcome was
enjoyment with different characteristics in each community. In the
caring community, enjoyment had a small role, and only for the
caregiver, whereas enjoyment was a prominent outcome for both
people with dementia and caregiver in the stimulating community.
Rather than enjoyment, engagement with others and maintenance of
interests were outcomes for both people with dementia and care-
givers in the activating community. Finally, outcomes in all commu-
nities reflected aspects of support. In the caring and stimulating
community, caregivers reported, respectively, overcoming problems
and reduction of stress. Searching and finding support were out-
comes for both caregivers and people with dementia in the activating
community.

Outcomes about having contact resonate with the literature
about the importance of connection and engagement for people with
dementia and their caregivers in their own community.381213:59.60
Moreover, our study highlights how each category of DFI-via caring,
stimulating and activating communities-generated different social

contacts, with an increase in closeness in having contact. The
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differences in social contacts-including meeting others, connecting
with others and engaging with others-can be explained by looking at
the context and the accompanying mechanisms of the DFls in the
caring, stimulating and activating communities. In DFls in the caring
community, such as Alzheimer's cafés, the consequences of dementia
are central, while in the DFls in the stimulating community, such as
sports activities, a shared interest brings people together, and in the
DFls of the activating community, such as organizing a congress,
people are joined in a shared ambition. Subsequently, the roles of
people with dementia and their caregivers differ from being a patient
to a team-member and/or to an active citizen, and the outcomes are
associated with these roles.

Outcomes of enjoyment and decreased stress are also reflected
in a number of studies about dementia friendly leisure.*~%% Atten-
tion has been paid to the barriers and support needed to undertake
leisure activities by people with dementia and their caregivers®®2
and benefits of leisure according to people with dementia.®® This
supports the explanation in this study for how enjoyment and
decreased stress are associated with a space for being with others,
undertaking an activity together, fostering a sense of connection and
team spirit with others. Our study also indicates the importance of
contextual aspects such as expertise in the activity alongside un-
derstanding of dementia. An instructor with expertise knows the
activity thoroughly and can encourage participants to achieve their
best performance. Here, the understanding of dementia is an equally
important contextual factor as expertise in the activity. The equal
importance of expertise in the activity and in handling dementia also
explains how outcomes of both enjoyment and decreased stress also
apply for the caregiver, because they can focus on themselves during
the activity or choose other ways to spend their time because the
demand for caregiving may be relieved.

Support was an outcome that resonated in the DFls in all
communities. Support is an important part of the DFCs to which
initiatives contribute.>” Support as an outcome addressed the
caregivers during initiatives in the caring and stimulating commu-
nities in particular. Support in the activating community took place
during the activities and drew attention to the active role of people
with dementia, which here is both an outcome and a contextual
aspect. Studies about similar activities described how the priorities
of people with dementia and others differed in campaigning®*®> and
challenges in activism because of the stereotypes around people
with dementia.®® Our study explained how people with dementia
and caregivers can be enabled to be active citizens and how this
constructed the outcomes. As such, people with dementia and their
caregivers themselves were in control of their support instead of
professionals.

The outcomes and mechanisms of the caring, stimulating and
activating communities, are in line with the purpose of a DFC-
namely, to be a place where people with dementia and their care-
givers feel understood, respected, have access to support and feel
confident they can contribute, participate and engage to community
life. Moreover, our findings provide more depth by showing how

seemingly similar feelings are built from different contexts and also

lead to different outcomes. For example, feelings of being understood
as a mechanism yield different outcomes in a caring community than
in an activating community. For practice, such information is impor-
tant to understand how a DFI can yield different outcomes and which
resources are needed to achieve those outcomes. It also supports the
reflection of which DFls are required and/or feasible and for whom,
for example people with dementia or caregivers. Although DFCs
respond to the appeal to recognize the rights of persons with de-
mentia as active citizens, it is important to consider the resources,
commitment and capacity available for a DFI. That may imply that
DFls leading to caring-or stimulating communities are more appro-
priate or realistic for new DFC. Although DFCs respond to the appeal
to recognize the rights of people with dementia as active citizens, it is
important to represent a start of a development process towards an
activating community and corresponding outcomes.® Evaluating the
outcomes of DFls is an crucial aspect of monitoring the purpose of a
DFC.*> Our findings could inform both qualitative and quantitative
research, which underpin the evolution of new DFCs and the
development of existing ones from the perspective of both the
people with dementia and their caregivers.*

Traditional systematic reviews might miss out on the hidden
mechanisms or causal factors interacting within a particular

context.??

The strength of this rapid realist review is that it allowed
us to examine the heterogeneity and complexity of various studies
reporting on DFI outcomes, which led to a richer set of outcome data
from the perspective of people with dementia and their caregivers.
Next, this study gained a deep understanding of the range of mech-
anisms and their interaction with the community where DFls take
place. Two comprehensive search strategies-the input of the advi-
sory panel and the use of a ripple effect of CMOc-deepened the
analysis and thus were important strengths of this study. The choice
to use DEMFACT to categorize DFIs matched the definition of DFIs
and their role in the development of DFCs, as described in the
introduction and inclusion criteria. For example, Activities of Daily
Living (ADL) did not appear in DEMFACT, while they did appear in
other taxonomies such as the taxonomy for social activities.®”
Furthermore, DEMFACT was also aligned with data extraction
because both the taxonomy and the data extraction adopted re-
sources for analysing DFls. However, the choice of DEMFACT as the
taxonomy influenced the development of the MRPTs.

Although our review does not cover all prevailing DFls, a com-
parison with other recent studies does indicate that the included
papers are relevant and representative for DFIs.>*>*® However,
there is a risk of publication bias for other types of DFls, which may
be underreported such as DFls about employment for people with
dementia. There is a risk that evidence was excluded which may have
been informative for theory development. For example, other realist
reviews may include editorial or policy articles; however, our review
focused on empirical studies, so our criteria excluded these types of
documents. Further, although self-reported data were anticipated,
some papers also used data from professionals, peers or community
members about DFI outcomes that could not be separated from self-

reported data and blurred the evidence.
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5 | CONCLUSION

This study demonstrates how the outcomes of DFIs for both people
with dementia and their caregivers are built. It offers guidance for
communities wishing to become dementia-friendly that is appropriate
and realistic for the purpose of an DFC, together with the resources,
commitment and capacity available. It also shows how DFls can attri-
bute a specific role to people with dementia, such as patient, team
member or active citizen. It draws attention to the multiple aspects of
DFCs, including the participation of people with dementia, and sup-
ports reflection on its core elements-namely, recognizing and sup-
porting the rights of people with dementia. Our MRPTs may be used to
plan DFls in a theory-informed way and support or test DFCs in
achieving their purpose. To arrive at an in-depth understanding of
which DFIs work for whom, it is necessary to have a deeper under-
standing of the demographics of the people with dementia and carers
who participate in those DFls. It is also important to gain an under-
standing of the individual characteristics of people with dementia who
choose to participate in DFls, compared to those who do not.

This study provides transparency about DFI outcomes and a
reference point for future research in which these theories can be
tested and refined. The results have informed the next phase of the
Mentality study, in which the theories found here will be tested and

refined using empirical data from nascent DFCs.
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