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Abstract
Introduction With numbers set to increase globally, finding
ways to better support people with dementia and their
families is a matter of growing concern. Community-based
interventions can play a key role in supporting people with
early to moderate stage dementia postdiagnosis, helping
delay decline and hospitalisation. However, provision of such
interventions is fragmented, with significant gaps and no
reliable funding model, hence innovative groups and schemes
catering for a genuine need can struggle long term and
frequently fold.
Methods and analysis This realist review aims to expand
our understanding of how best to implement and facilitate
community-based interventions to run sustainably, focusing
on contextually relevant explanations. We will gather and
synthesise literature using a realist approach designed to
accommodate and account for the complexity of ‘real life’
programmes, as implemented under different conditions in
different settings, aiming to draw transferable conclusions
about their sustainability that explain how and why context
can influence outcomes. Our review will iteratively progress
through five steps: (1) locate existing theories; (2) search for
evidence (using Academic Search, AMED, CINAHL, EMBASE,
MEDLINE, ProQuest, PsycINFO, PubMed, Scopus and Social
Care Online, between May and September 2019); (3) article
selection; (4) extracting and organising data; (5) synthesising
the evidence and drawing conclusions. Data analysis will
use a realist logic to explain what works, for whom, in what
circumstances, in what respects, how and why. A stakeholder
group will provide guidance and feedback throughout.
Ethics and dissemination Ethical approval was not
required. Recommendations drawn from results are likely
to be of interest to a range of stakeholders including those
commissioning, planning, running, supporting or attending
such interventions, as well as policymakers, healthcare
professionals and researchers. We will draw on the expertise
of our stakeholder group regarding tailoring dissemination
to each audience using a variety of materials, formats and
channels.

Introduction
Postdiagnostic support for people living with
dementia
More people are living with dementia worldwide, with numbers predicted to grow from

Strengths and limitations of this study
►► This review will bring together learning from a wide

range of place-based interventions aimed at supporting those affected by dementia living in the community postdiagnosis, to deepen our understanding
how such interventions could be implemented more
universally and consistently, long term.
►► A realist approach is well suited to accommodate
and account for the complexity of such ‘real life’
intervention programmes, as implemented under
different conditions in different settings, to extract
transferable conclusions.
►► This will enable the development of recommendations and resources for those in a position to plan,
commission, run or support such interventions or influence policy and infrastructure regarding them—
which is timely as there are currently gaps in such
postdiagnostic support.
►► This study is designed to gather evidence for how to
successfully implement and sustain an intervention
of this sort, not data on the effectiveness or otherwise of a particular intervention type.
►► As this is a form of literature review, the richness of
insight will depend on the depth and detail of information contained within the literature, which may be
limited as this research question is not commonly
the main focus of study in dementia care research.

46.8 million in 2015 to 131.5 million by 2050.1
An increasing number of national strategies
recommend diagnosis at earlier stages, as earlier
diagnosis provides the opportunity for people
and their families to make choices and lifestyle
changes that will build resilience for the long
term.2 The evidence for the effectiveness of
different types of postdiagnostic interventions is
growing.3 4 However, in the UK, the availability
and delivery of such early stage interventions
is neither comprehensive nor uniform across
regions and communities; instead, it is typically
delivered sporadically and piecemeal by a mixed
market of statutory, third sector, voluntary and
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Benefits of meeting together in local communities
Isolation and loneliness are major issues both for those
living with dementia and family carers.7 8 Technology can
help connect people but psychological theories suggest
that the need for direct human contact is critical.9 There
is evidence that regular social activity, where people
are able to leave their homes and gather together in a
communal setting on a frequent and ongoing basis, can
be helpful both for people living with dementia and the
people who care for them.10–15
The authors of this paper were engaged in the recent
international MEETINGDEM project that investigated
the implementation of the Dutch Meeting Centres
Support Programme (MCSP) model in other European
countries beyond the Netherlands.16 Meeting centres are
venues that are based in a local community, facilitated
by a small team of staff and volunteers trained in the
ethos of person centred dementia care and the Adaptation-Coping Model.17 They were developed following a
community needs assessment in the Netherlands 20 years
ago and there are now >140 Dutch centres with a national
infrastructure that local community groups can engage
with to get help and support in bringing new centres on
stream. Research has demonstrated that, compared with
regular day-care, attending a meeting centre has a positive
effect on mood, behaviour, self-esteem and delay of institutionalisation of the person with dementia10–12 and on
sense of competence, burden, psychological and psychosomatic complaints of family caregivers.13 The MEETINGDEM project ran from 2014 to 2017 and successfully
established and evaluated MCSPs in the UK, Italy and
Poland.16 Those attending the meeting centres as part of
the MEETINGDEM programmes reported significantly
improved quality of life over a 6-month period compared
with a control group receiving usual care. Higher attendance levels were associated with greater neuropsychiatric
symptom reduction and increased feelings of support.14
2

Carers experienced less burden than those receiving
usual care.15
Meeting centres, however, are not the only such community-based intervention bringing people who are living
with mild to moderate dementia together. The MEETINGDEM project brought the authors of this paper into
contact with many other place-based day support initiatives that have a similar local ethos of bringing people
together in a local community setting to provide postdiagnostic intervention. Many of these operate at a ‘grass
roots’ level and in spite of the lack of any formal funding
model for this kind of intervention. Some innovative
enhanced day services also share elements in common
with meeting centres. The similarities and differences
between these well-established groups may point the way
to how such interventions could be implemented more
universally and consistently. It is timely to undertake a
realist review investigating ‘What makes a community
intervention for people affected by dementia sustainable: in what circumstances and why?’ The review aims
to deepen our understanding of how best to implement
and sustain such schemes for the benefit of those directly
affected by dementia.

Methods
Aim
To understand what makes a place-based community
intervention for people affected by dementia sustainable
long term (ie, for a period of 2 years or more).
Objectives
1. To conduct a realist review to understand what makes
a place-based community intervention for people affected by dementia sustainable: in what circumstances
and why?
2. To provide recommendations on what practices, resources and processes will best aid sustainability of
such interventions to those in practice (whether in
commissioning, planning or running), complete with
accessible publications and online materials.
3. To provide recommendations to policymakers about
what could be useful at both a regional and national
level to aid the implementation and sustainability of
such interventions.
Review questions
1. What are the mechanisms that determine whether
people affected by dementia engage (or not) with
community-based interventions?
2. What are the mechanisms that determine whether
some interventions sustain over time and others do
not?
3. What is the role of context in triggering the above
mechanisms?
4. What context-sensitive resources, processes and behaviours are needed to ensure the sustainable implementation of a community-based intervention?
Morton T, et al. BMJ Open 2019;9:e032109. doi:10.1136/bmjopen-2019-032109
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community agencies with inconsistent funding, which can
lead to fragmented provision with significant gaps.
Gaps in the care pathway for supporting those with early
or moderate stage dementia can add to the confusion
and fear that overwhelms families and people living with
dementia when they need support. Budget constraints
on statutory funding means the National Health Service
(NHS) and local authorities are unable to prioritise people
early on in their dementia who do not (as yet) have a significant level of need to reach the criteria for funding for care.
Dementia advisers are now widely commissioned5 to provide
sign-posting and some support, although formal evaluation
suggests they need to be firmly embedded within local care
pathways to work effectively.6 Family carers provide an enormous amount of care and support to people with dementia,
yet the support they receive from the state varies markedly
within the UK. Alzheimer and Memory Cafés are increasingly widespread, though for many a monthly meeting in a
large group may not be enough to alleviate more significant
needs to build long-term resilience.

Open access

Research plans
Objective 1: to conduct a realist review
Our review will follow Pawson’s five iterative stages19 as
outlined in figure 1.
The realist review is an interpretive, theory-driven
approach to synthesising evidence from a range of sources,
including qualitative, quantitative and mixed-methods
research.20 This approach is designed to accommodate
and account for the complexity of ‘real life’ intervention
programmes, as implemented under different conditions in different settings, aiming to explain how and why
context can influence outcomes.21 Hence, it is well suited
to extracting transferable conclusions from reviewing
the functioning and success (or otherwise) of a range
of community-based interventions for people affected
by dementia, as these are likely to involve a high level
of complexity and be responsive to contextual factors
which are likely to vary considerably from intervention to
intervention.
Explanation building in a realist review starts with the
development and refinement of a realist programme
theory of how community-based interventions for people
affected by dementia are facilitated or impeded in their
implementation and long-term sustainability. We will
‘map’ the factors involved and the steps needed for the
long-term success of such an intervention, applying a
realist logic of analysis—that is, how context may trigger
certain mechanisms to lead to certain outcomes—to
explain how intermediate outcomes for each step might be
achieved. We define context as the conditions that trigger
or modify the behaviour of mechanisms;22 Mechanisms
Morton T, et al. BMJ Open 2019;9:e032109. doi:10.1136/bmjopen-2019-032109

are the usually hidden processes that generate outcomes,
defined as ‘underlying entities, processes, or structures which operate in particular contexts to generate
outcomes of interest’.23
Our realist review protocol has been written by the
project team and been registered with PROSPERO.24 The
review is running for an 18-month period from December
2018.
Step 1: locating existing theories
This initial step is to identify and gather existing theories
relating to how best to implement a community-based
intervention for people affected by dementia sustainably, and what may impede this, to inform the review
going forwards. This aims to include information on
‘what works for whom, in what circumstances, in what
respects and how’21 This is based on the rationale that
those who have designed and implemented the kind of
interventions that are the subject of this review will have
their own theories about how and why such interventions
work and why certain components are required.19 For
example, an early 2012 report on Debenham Project,25 a
grass roots social activity and support initiative for people
affected by dementia in and around the Suffolk village of
Debenham—that has today been running for 10 years—
emphasised that factors such as a sense of ownership by a
proactive community, as well as drive and vision from key
scheme leaders, were essential to the project’s growth and
sustainability.
To locate such theories we have undertaken two parallel
work streams, both to be carried out iteratively:
1. An exploratory, informal search of the literature aimed
at quickly identifying the range of explanatory theories
that may be relevant, while also helping us to become
familiar with the range of initiatives of the kind that
are the subject of this review that are in operation.
This search is distinct from the more formal search
outlined in step 2 as it is not systematic but rather
uses informal search methods, such as citation tracking and snow-balling26 along with more structured but
still informal scoping searches27 and the gathering of
relevant publications and materials recommended by
members of our stakeholder group (see below).
2. The convening of a stakeholder group, which will involve connecting with and consulting a range of key
figures and lay experts, via focus group meetings, individual interviews, visiting community groups and email
and telephone feedback on specific issues. In the first
instance, we are asking two related questions: (A) what
encourages or discourages people in making use of a
community intervention? (barriers and facilitators to
engagement); (B) what helps or hinders a community
intervention in being sustainable long-term? (barriers
and facilitators to sustainability). Once information
from these questions has been collated and combined
with what has been found by informal searching (see
above), we will build an initial programme theory to
test in the review. This will require iterative discussions
3
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Patient and public involvement
This study is focused on how to improve the long-term
sustainability of existing community initiatives, a question raised as a challenging issue during the authors’
work with those running and attending such initiatives
during the MEETINGDEM project.16 Representatives
of Innovations in Dementia CIC (Community Interest
Company) and the DEEP (Dementia Engagement and
Empowerment Project) were involved in the grant application to Alzheimer’s Society at the start of this project.
This study is primarily a literature review concerning
community groups, so as such will not officially involve
patient participants. However, in line with realist review
guidelines (RAMESES: Realist And Meta-narrative
Evidence Syntheses - Evolving Standards),18 a stakeholder
group will be convened to advise and guide the project
throughout, from the building of an initial theoretical
model prior to our main search, to disseminating recommendations towards the end of the project. This group
will include lay experts involved with community-based
interventions in various capacities, whether commissioning, leading, running, supporting or attending. It is
important to ensure that we hear from people directly
affected by dementia, hence engaging with members of
the DEEP network living with dementia will be part of
this.

Open access

SCI-Dem project flow diagram.

within the project team to make sense of all the information. This initial programme theory will then be
presented back to the stakeholder group to be refined
based on their feedback. It will also inform our formal
search strategy.
Step 2: searching for evidence
Formal search
Formal searching is being conducted to find a relevant
‘body of literature’ that might contain data to further
develop and refine the programme theory. Multiple
4

searches are anticipated. These are being designed,
piloted and conducted by the research team with the
guidance and assistance of an information specialist.
The following databases are being searched:
Academic Search Complete; AMED; CINAHL; EMBASE;
MEDLINE; ProQuest; PsycINFO; PubMed; Scopus and
Social Care Online. Searches will take place between
May and September 2019. Adaptations will be made for
different databases if and as necessary. We may also search
grey literature sources and other relevant bibliographic
Morton T, et al. BMJ Open 2019;9:e032109. doi:10.1136/bmjopen-2019-032109
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Figure 1
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Inclusion criteria
Types of intervention for inclusion should:
1. Target people with mild to moderate dementia
(whether exclusively or among others without dementia, but either way there is dementia-specific
support).
2. Serve people living in the community, whether in their
own homes or in extra-care housing.
3. Are voluntary attendance (ie, members have chosen to
attend, not been told they must as part of treatment or
respite care).
4. Are social and place-based (bringing people together
physically) in a community setting (open to members
of the public to attend).
5. Are designed as an intervention with meaningful activity aiming to improve quality of life for people with
dementia and family carers, or to help them manage
or lessen the challenging effects of dementia.
6. Meet at regular, prefixed times, at least weekly and for
a substantial amount of time (ie, a morning or afternoon).
7. Meet continuously, on an ongoing basis, or aim to do
so.
Exclusion criteria
Interventions will be excluded if they:
1. Are only for those with severe dementia.
2. Do not target, and have no plan to cater for, people
with dementia.
3. Are only for care home residents, hospital patients or
those in a closed institutional setting.
4. Are an online or at-a-distance networking scheme that
does not involve meeting physically.
5. Only involve individual participants alone (eg, occupational therapy, counselling or medical).
6. Are only functional meetings solely for the purpose
of administering medical treatment or carry out case
management.
7. Are focused mainly on respite for carers or nursing
care only (ie, not focused on social, meaningful and
quality-of-life-raising activities for those attending).
Morton T, et al. BMJ Open 2019;9:e032109. doi:10.1136/bmjopen-2019-032109

8. Only take place monthly; or for a very short duration
(eg, 1 hour); or intermittently with no specified or
timetabled meetings.
9. Are fixed-term courses with a time/goal/session limit
(eg, an 8-week course).
Screening will be undertaken first by title and abstract
and then of the full text of documents. A 10% random
subsample of the citations retrieved at each stage from
searching will be reviewed independently by a second
reviewer and any disagreements will be recorded and
resolved by discussion. If disagreements still remain, then
the matter will be resolved by discussion between the
whole project team.
Additional searching
Searching is anticipated to be an iterative process, with
extra targeted searches undertaken if more data are
judged to be required to develop and test certain subsections of the programme theory.18 20 We intend to carry out
a series of targeted searches putting together key terms
derived from the themes found during the input from
stakeholder engagement and informal searching at stage
1. Areas that we believe may need additional searches
include funding; implementation and engagement;
network and marketing; and stigma and anxiety (see
online supplementary file 1). Further areas may arise as
the searching and analysis continues, as in a realist review
this is an iterative process to be revised as necessary as the
review progresses.18
If required, documents focused on interventions that
only meet some, not all, of the inclusion criteria may
be searched for to gather more information on specific
hypothesised mechanisms, if there is reason to believe
such mechanisms may function similarly or analogously
in types of intervention that are closely related.19 For each
additional search, the project team will meet to discuss
and set inclusion and exclusion criteria. The screening
processes will be as described above for the initial search.
Step 3: article selection
Article selection will be based on relevance and rigour:
whether a document contains data that can contribute
to developing or testing the programme theory; and
whether those data were generated using credible and
trustworthy methods.18 20 Data will be assessed on their
own merits, not on that of the paper or study as a whole,
as it is recognised that, for example, poorly designed
or conducted research may still contain good quality
‘nuggets’ of information for a realist review.28 29 A document that meets inclusion criteria may nevertheless not
contain any relevant data for programme theory development and refinement.
The full text of all included papers will be read by one
reviewer to decide if they contain data that could inform
some aspect of the programme theory (relevance) while
simultaneously making an assessment of rigour (the
trustworthiness of data being used, where needed).20 29
A random sample of 10% of documents will be selected,
5
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databases identified by our information specialist and will
undertake forwards and backwards citation searches of
relevant documents. Title, abstract and subject heading
search terms directly related to our research question will
be selected, tested and refined to find a balance between
broad inclusivity and targeted relevance. Extra search
terms, based on the input from stage 1, will be used in
further searches to narrow down the focus on specific
issues (see online supplementary file 1).
In keeping with RAMESES guidelines,18 there are
no restrictions on the types of study design eligible for
inclusion. Documents such as editorials, opinion pieces,
commentaries, process evaluations, qualitative research,
programme manuals and systematic reviews may be
included, if holding information relevant to developing
a programme theory.

Open access

Step 4: extracting and organising data
Data extraction and organisation will be by the first
reviewer, again with a random 10% subsample reviewed
independently by the second reviewer with any disagreements recorded and resolved by discussion. Any unresolved disagreements will be settled by discussion between
the whole project team.
Full texts of included papers will be loaded into NVivo
(qualitative data analysis software) to find and categorise (code) relevant sections of text that may relate to
the developing programme theory, especially in regards
to possible context-mechanisms-outcome configurations
within it. Coding will be both inductive (codes created
in response to data as it is found) and deductive (codes
created in advance, informed by the initial programme
theory). The characteristics of the documents, including
the codes contained in each document, will be extracted
separately into an EXCEL spreadsheet as previously
mentioned in step 3. Included studies may be re-scrutinised iteratively as the programme theory develops.
Step 5: synthesising the evidence and drawing conclusions
Realist logic will be used to make sense of the initial
programme theory and synthesise data in relation to it.18
Interpretive cross-case comparison will be used to understand and explain how and why observed outcomes have
occurred—for example, by comparing interventions
which have sustained robustly with a high level of engagement with those which have had less sustained success in
implementation over time, to understand how context
may have influenced the sustainability of a project or
group. Likely context-mechanism-outcome configurations will be identified and mapped based on the data,
from which conclusions can be drawn about their role
within the overall programme theory.
While the processes above have been set out above in a
linear way, in a realist review they can be undertaken iteratively and overlap to a significant degree. The purpose of
analysis and synthesis is to understand how mechanisms
behave under the different contexts described within the
documents included in the review. Figure 1 illustrates
the processes discussed and where there may be iterative
elements.
Objectives 2 and 3: to provide recommendations
Our refined programme theory will inform the
development of publications and materials to make
6

recommendations, to both policymakers and those in
practice, on how to best aid the implementation and
sustainability of community-based interventions for
people affected by dementia. Further details are provided
in the Dissemination plans and Project outputs sections.
Dissemination plans
The results of our review are likely to be of interest to a
range of stakeholders including
1. Those planning to run, or currently running, a community-based intervention.
2. Those attending, or involved with supporting, a community-based intervention.
3. Those responsible for commissioning such services/
support/interventions.
4. Those responsible for setting policy regarding dementia-related services/support/interventions.
5. Fellow researchers in the dementia and health and social care field.
Different strategies are likely to be needed for such
diverse audiences and our approach will be integrative,
aiming to recognise and value the different forms of
knowledge needed to inform complex decision-making.30
We will draw on the advice and expertise of our stakeholder group to help clarify who is best placed to contact
regarding dissemination for each audience and what kind
of materials and information may be most relevant to
them, as well as taking advice directly from such suggested
contacts on preferred materials, formats and channels.
For example, a full end-of-study report will be produced
for the Alzheimer’s Society, academic papers produced
for submission to peer-reviewed journals and professional
conference presentations planned and delivered. In addition, for a non-academic and general public audience,
materials in various formats (including online materials)
will be developed with ‘plain English’ summaries of the
review findings and recommendations. Throughout the
review process an online project ‘blog’ (https://scidemreview.wordpress.com/) will be kept and publicised via
social media and in newsletter articles.
Project outputs
This review aims to produce the following as its main
outcomes:
1. A programme theory for effective implementation of
sustainable, place-based community interventions, including mapping of frequently occurring features that
may inhibit or promote the success of a scheme, including (1) a detailed outline of contextually informed
barriers and facilitators to engagement with social and
community schemes designed to aid mood, cognitive
functioning, mobility and physical health, and delay
decline and hospitalisation in those with mild to moderate dementia; (2) a detailed outline of contextually informed barriers and facilitators to the continued
provision of social and community schemes designed
Morton T, et al. BMJ Open 2019;9:e032109. doi:10.1136/bmjopen-2019-032109
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assessed and discussed with a second reviewer to ensure
that decisions to finally include a document based on
relevance and rigour have been made consistently and to
resolve any differences. The remaining 90% of decisions
will be made by the first reviewer, though any ambiguous
cases of relevance or rigour will be read by and discussed
with the second reviewer and/or the wider project team
as they arise. The relevance and rigour characteristics of
each document will be logged on an EXCEL spreadsheet,
along with information from step 4.
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Discussion
Dementia is being diagnosed earlier and the number of
people living with dementia is expected to rise significantly in the coming decades. This is a global trend.1
However, strategies to support any but those with the
most acute needs tend to be underdeveloped and inconsistently applied in the UK at present. While there is a
demand for early stage postdiagnostic support and a grass
roots drive to provide it, reliable funding and recognition
within the health and social care infrastructure is rare for
these kind of interventions. As a result such initiatives
have a tendency to collapse and disappear within a couple
of years of starting despite much expense, hard work and
innovation in setting up, a real need in communities and
appreciation from those who use such services.
The literature so far has tended to focus only on
whether different kinds of psychosocial interventions
work or not. There is growing evidence that interventions involving regular social meetings and activities are
beneficial for people living with dementia in the early to
moderate stages.10–15 However, the factors involved are
likely to be extremely complex and any beneficial effects
are useless if the delivery of such interventions cannot be
sustained. This realist review seeks to look at the wider
contextual drivers for whether a community-based intervention can be implemented successfully and kept going
in the long term. An increased understanding of what
facilitates or impedes this will be used to develop recommendations and resources for those in a position to plan,
commission, run or support such interventions, or influence policy and infrastructure regarding them. No prior
realist review has been undertaken on this.
Importance of the research
With the number of people in society living with dementia
set to increase, finding ways in which we can better support
Morton T, et al. BMJ Open 2019;9:e032109. doi:10.1136/bmjopen-2019-032109

both people with dementia and their families and carers
is a growing concern. There is evidence that community-based groups and initiatives can play a key role in everything from combating isolation and maintaining positive
self-image to delaying decline and hospitalisation. This
realist review will expand our understanding of how best
to facilitate such interventions so that they can sustain
long term by focusing on contextually relevant explanations. This in turn will develop outputs to inform the
planning and implementation of future interventions,
and the policy surrounding this.
Twitter Follow Thomas Morton @ThomasMortonADS
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to aid mood, cognitive functioning, mobility and physical health, and delay decline and hospitalisation in
those with mild to moderate dementia.
2. Recommendations to those commissioning, planning
and running place-based community interventions.
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