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Abstract

Objectives: In the context of a growing number of dementia friendly communities (DFCs) globally,
a need remains for robust evaluation, and for tools to capture relevant evidence. This paper reports
the development of a suite of evaluation resources for DFCs through a national study in England.
Methods: Fieldwork took place in six diverse case study sites across England. A mixed methods
design was adopted that entailed documentary analysis, focus groups, interviews, observations, and
a survey. Participants were people affected by dementia and practice-based stakeholders. A national
stakeholder workshop was held to obtain input beyond the research sites. A workshop at the end of
the study served to check the resonance of the findings and emerging outputs with stakeholders
from the case study DFCs.

Results: The study had three key outputs for the evaluation of DFCs: First, an evaluation
framework that highlights thematic areas to be considered in evaluating DFCs. Second, a Theory of
Change that presents inputs into a DFC and short, medium and longer term outcomes. Third,
a matrix for assessing a DFC’s degree of maturity, which enables a sense of the kinds of outcomes
a DFC might realistically aspire to. These three outputs form a suite of interlinking and comple-
mentary evaluation resources for DFCs.

Conclusions: The study has contributed evidence-based resources for monitoring and evaluation
that complement existing frameworks. They can be applied to arrive at a detailed assessment of how
well a DFC works for people affected by dementia, and at insights into the underlying factors that can
guide future policy and practice.

Keywords
dementia friendly communities, evaluation, monitoring, people affected by dementia, mixed
methods

Introduction

In the global context of greater numbers of people living with dementia (Alzheimer Europe, 2019;
Prince et al., 2015; World Dementia Council, 2020), dementia friendly communities (DFCs) have
become an increasingly visible response. While there is no universally accepted definition of DFCs,
they share a concern with ensuring that people affected by dementia (people living with dementia,
and carers and supporters) can live well and continue to be active and valued citizens. In England,
backed by government policy (Department of Health, 2012, 2015) and an official recognition
process (Alzheimer’s Society, 2013, 2014-15, 2018; British Standards Institution, 2015; World
Dementia Council, 2020), the number of DFCs has grown extensively in recent years (Buckner et al.,
2019a). At the time of writing, there were 351 officially recognised DFCs (Dementia Friends, 2020).
Community-based dementia friendly initiatives have also expanded across the world (see e.g.
Alzheimer’s Disease International, 2016, 2017), and dementia friendly activities can be identified in
over 90% of OECD (Organisation for Economic Co-operation and Development) countries (OECD,
2018). The development of dementia friendly initiatives globally is being promoted by the World
Health Organization (WHO), which has published a practical toolkit to support relevant efforts
(WHO, 2021).

As recent international reports illustrate (Alzheimer’s Disease International, 2016, 2017; World
Dementia Council, 2020), DFCs come in different shapes and sizes. A scoping study by the authors
has identified a wide variety of origins, organisational characteristics, and ways of operating among
DFCs in England. While the majority are defined by their geographical location, some are
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Communities of Interest organised around shared identities, interests and places (e.g. churches,
shopping centres, airports, national high street banks). Their activities differ, although for many,
raising awareness of dementia is a priority. Many location-based DFCs have their origins in De-
mentia Action Alliances (Dementia Action Alliance, 2020) — local agencies and businesses working
together to raise awareness and promote best practice in dementia care and support.

Robust evaluation and the development of appropriate resources to facilitate monitoring of
impact has not kept pace with the proliferation of DFCs. Evaluations of DFCs have often con-
centrated on the process of becoming a DFC, barriers and facilitators, and perceived benefits. They
are largely descriptive, with a focus on numbers of DFC initiatives and levels of participation in
activities (Hare & Dean, 2015; Hebert & Scales, 2017; Shannon et al., 2019). Despite notable
exceptions (Coyle, 2018; Fleming & Bennett, 2017; Fleming et al., 2017), a need remains for
evidence on DFC effectiveness and sustainability, and for tools that can capture such evidence.
Evaluation tools need to accommodate the diversity and context-specific nature of DFCs. At the
same time, they need to offer categories for assessment and indicators whose relevance is shared
across DFCs.

This article is based on a national study in England. The study asked how different types of DFCs
enable people affected by dementia to live well, what is needed to sustain them, and how their work
can be monitored and evaluated. It was a mixed methods study in three phases: mapping of DFCs in
England and an online scoping study of 100 sample DFCs (Phase 1); pilot testing in two DFCs of an
existing evaluation tool that had been adapted from a tool for Age-Friendly Cities (Phase 2);
application of the evolving evaluation tool in six case study sites (the two pilot DFCs, and two
further DFCs) (Phase 3) (Buckner et al., 2019a; Darlington et al., 2020; Woodward et al., 2018).

Reported here is the development of the evaluation tool (later called ‘framework’; see below), and
of two complementary evaluation resources for DFCs — a Theory of Change and a matrix for
assessing DFC maturity. This involved a process of testing and co-production that benefited from the
expertise of people affected by dementia and practice-based stakeholders (Phases 2 and 3).

DEMCOM initially drew on an evaluation tool that had its origins in an instrument developed for
assessing Age-Friendly Cities, in line with WHO’s Age-Friendly Cities initiative (Buckner et al.,
2017; Buckner et al., 2019b; WHO, 2007a, 2007b). While age-friendliness and dementia
friendliness are related, they are not the same (Buckner, 2017; Turner & Morken, 2016). The Age-
Friendly Cities tool had undergone minor modifications to ensure a dementia-specific focus in
a small pilot study of a DFC prior to the DEMCOM study (Buckner et al., 2018): The focus of the
original Age-Friendly Cities tool on ‘older people’ and ‘age-friendliness’ had been replaced by
a focus on ‘people affected by dementia’ and ‘dementia friendliness’ — as obvious adjustments that
could be made before an evidence base for the design of a fully dementia-specific instrument was
available. The resulting tool in the pilot study consisted of ten strategic and operational areas or
‘domains’ — the latter had been identified as areas in which evidence was required for assessing
a DFC (Figure 1). While the original Age-Friendly Cities tool also integrated data quality as-
sessment, a scoring scale, and a mechanism for visual representation of findings (see Buckner et al.,
2018; Buckner et al., 2019b), the DEMCOM study concentrated on utilising the ten domains only.
These were compatible with other frameworks that outline key features and building blocks of
DFCs: the importance of involvement of people affected by dementia, and the significance of the
environment, key stakeholders, resources and networks to increase awareness, create supportive
structures and sustain services (e.g. Alzheimer’s Disease International (n.d.); Alzheimer’s Society,
2014-15; British Standards Institution, 2015; Crampton et al., 2012; Heward et al., 2017; Imogen
Blood & Associates Ltd and Innovations in Dementia, 2017; Lin, 2017; Wisconsin Healthy Brain
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Strategic and operational areas
(domains) in which evidence is
required for assessing a DFC

Definitions (areas of focus in each domain)

Political support

Backing (verbal and/or practical) from key political players locally — e.g.
mayor, councillors, political parties

Leadership & governance

Structures & roles for strategic overview & management

Financial & human resources

Commitment of funding, material means, staff, volunteers, investment
in staff & volunteers

Involvement of people affected
by dementia

Instrumental roles and contributions from people affected by dementia
(those living with the condition and their supporters and carers).
Includes available structures, nature of structures, nature of
contributions, impact of contributions

Priorities based on needs

nent

Initiatives have been prioritised on the basis of a Joint Strategic Needs
Assessment and/or other ways of assessing needs

Application of existing
frameworks for assessing
dementia friendliness

Use by the city of existing guidance, e.g. by Alzheimer’s Society, to
inform its work on dementia friendliness

Provision

Availability of relevant services and facilities, including consistency (e.g.
geographical coverage) and continuity (availability and personnel), and
consideration of issues around uptake

Interventions rooted in evidence

Scientific evidence has been consulted and interventions have been
based on the available evidence

Co-ordination, collaboration &
interlinkages

Partnership working across sectors, co-ordination of relevant activities,
and interlinkages between different areas of focus

Monitoring and evaluation of ongoing and completed work, including
plans for future monitoring and evaluation and allocation of resources.
Nature of monitoring and evaluation. Translation of findings into policy
& practice

Monitoring & evaluation

Figure 1. Evaluation tool for DFCs based on an instrument for evaluating Age-Friendly Cities at the outset
of the DEMCOM study (Buckner et al., 2018).

Initiative, (n.d).). The ten domains informed data collection in DEMCOM, and provided the basis for
the development of evidence-based and co-produced evaluation resources for DFCs.

Methods

Study site selection

The selection of two pilot sites for Phase 2 was informed by the insights from the Phase 1 scoping
study. The latter had provided an overview of the diversity of 100 sample DFCs in terms of their
histories, populations served, activities, and organisational models. From a shortlist of three of the
100 sample DFCs, which varied on key characteristics and were invited to take part in the study, two
welcomed the invitation.

The first pilot site (Site A) was a city with an above average Black and Minority Ethnic
population. It had a recently formed Dementia Action Alliance, a cross-sector network of or-
ganisations committed to improving the experience of living in the city of people affected by
dementia. The DFC initiative worked closely with the Alzheimer’s Society. A local dementia centre
served as a hub for most of its activities. The second pilot site (Site B) was a city with a culturally
diverse population that was geographically distant from the first site. Its DFC had grown out of an
established Dementia Action Alliance. The DFC had weak links with the Alzheimer’s Society. Its
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activities were dispersed across the city and its neighbourhoods. They built on a history of
community engagement and activism with older populations.

The six case study sites in Phase 3 included the two pilot sites, plus four geographically
defined DFCs from the sample of 100 DFCs in Phase 1 (Sites C-F). The latter were purposively
selected to ensure diversity in terms of location (region in England), socio-demographic make-
up, underpinning values and motivations, operational approach, and distinctive features (e.g.
serving a diverse community). DFCs in London were excluded from the sampling for Phase 3, as
the Mayor’s Office at the time was co-ordinating cross-borough initiatives to establish the first
dementia friendly capital. Out of 33 shortlisted DFCs, 13 responded to an invitation for ex-
pressions of interest. Consideration of the opportunities for learning offered by the 13 different
DFCs led to a consensus among the research team on five DFCs as potential sites. Renewed
contact with the latter resulted in the recruitment of the four sites whose commitment to
participating appeared strongest. They included one borough that in turn incorporated a growing
number of spatially concentrated DFCs, one city, one large town, and one market town and
parish.

Data collection

In Phase 2, the evaluation tool described above was pilot tested in two sites. The aim was to develop
it into a DFC-specific evaluation framework. The ten tool domains, together with the findings from
Phase 1 on key DFC characteristics, guided data collection.

At this stage, mainly qualitative information was collected through diverse methods (Figure 2),
with an emphasis on input from people affected by dementia and practice-based stakeholders. In
each site, five working group discussions took place that involved professionals in policy and
commissioning roles, voluntary sector workers, staff from local services, representatives of minority
groups, volunteers, and people affected by dementia. Participant numbers in the group discussions
ranged from two to 16. The discussions focused on the relevance of the ten tool domains, potential
data sources, and emerging findings.

Documentary analysis of evidence that was obtained through online searches and local stake-
holders was carried out. A total of 23 and 106 documents collected in Sites A and B respectively
included health needs assessments, minutes of Dementia Action Alliance meetings, timetables of
DFC activities, and evaluation reports of interventions. The substantially higher number of
documents in Site B is attributed to proactive information sharing by a key stakeholder there, as well
as the site’s longer history of working as a DFC.

In Sites A and B, semi-structured interviews with stakeholders in policy and practice were
conducted by telephone or face-to-face. The participants included representatives from the public,
voluntary and private sectors, as well as self-employed individuals, elected local representatives, and
volunteers. The interviews focused on strategic and operational aspects of the DFCs. While in-
terviews with persons living with dementia had not been envisaged for Phase 2, in Site A an
opportunity arose, leading to one semi-structured interview on the participant’s experience of living
in a DFC.

People affected by dementia participated in focus groups in each site. In one instance, a person
living with dementia acted as facilitator. Additional evidence was collected through observations, for
example, of Dementia Action Alliance meetings.

A national stakeholder workshop was hosted in London at the end of Phase 2 (February 2018).
The 39 delegates included people living with dementia (n = 9), carers and supporters (n = 6), policy
and practice stakeholders and members of advocacy groups (n = 7), and researchers (n = 17). In
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Method Site A | Site B Site C Site D Site E Site F Total
(pilot) | (pilot)
Working Group discussions 5 5 - - - - 10
(n meetings)
Documentary analysis 23 106 47 31 70 27 304
(n documents)
. Practice- 11 8 8 8 9 9 53
Interviews
. based
(n participants) stakeholders
People 1 - - - 6 - 7
affected by
dementia
Practice- - - 8(1) 8(1) 7(1) - 23 (3)
Focus Groups based
(n participants stakeholders
(n group People 14(2) | 3(1) 8(2) 16 (2) 12 (1) 6 (1) 59 (9)
discussions)) affected by
dementia
Observations 5 9 2 1(4 day 3 1 21
(n meetings/events) site visit)
Survey 73 22 9 78 35 23 240
(n questionnaires people with
dementia)

Figure 2. Overview of data collection in Phases 2 and 3.

facilitated group sessions, the participants discussed whether the different tool domains were
sufficiently well defined, and what the key criteria for a ‘good’ DFC were in each domain. Their
input informed the next iteration of the evolving evaluation tool.

In Phase 3, the revised tool guided data collection in the six case study sites. Mixed methods were
used (Figure 2). DFC activities and meetings were observed in each site, and documentary evidence
was collected. Semi-structured interviews with stakeholders in policy and practice were carried out,
and in Site E, opportunities for semi-structured interviews with people affected by dementia arose
spontaneously. Focus groups with people affected by dementia took place. In Sites C-E, focus
groups were run where key stakeholders in policy and practice discussed the findings presented in
site-specific interim reports.

A survey of people living with dementia who were not actively involved in the running or
planning of the local DFC was conducted in Phase 3 across the six sites. The aim was to gain insights
into the reach of the DFCs, and how participants experienced living in a DFC. Questionnaires were
distributed in partnership with Local Clinical Research Networks, and through Join Dementia
Research, research databases held at memory clinics, and medical practices. In one site, ques-
tionnaires were distributed through the Alzheimer’s Society. Responses were collected by post or
over the phone (Darlington et al., 2020).

Consent was sought from the participants for the interviews and group discussions to be
audio-recorded and transcribed. Particular attention was paid to ongoing consent from par-
ticipants living with dementia (Dewing, 2007). With the exception of one interview, where the
participant agreed to notes being taken, consent for audio recording was obtained in all
instances.
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Data analysis

The qualitative data from Phases 2 and 3 were analysed thematically, supported by the use of NVivo
V12 for data management. Data from different sources enabled triangulation. Analysis was guided
by the domains of the evolving evaluation tool. A coding tree was created a priori with nodes that
matched the domains, and sub-nodes for each domain that allowed for a more refined analysis. As
more data became available, the nodes and sub-nodes were revised, and data were coded and re-
coded iteratively. This in turn shaped the further development of the evaluation tool.

The coding was split between six researchers, and regular cross-checking occurred. Dis-
agreements were discussed and resolved within the team. At an advanced stage of the analytic
process, individual researchers were allocated different domains of the evolving evaluation tool for
which to prepare a preliminary account of findings. A workshop with all team members was held to
discuss coding and interpretation of findings, and implications for the evaluation tool.

The survey data were managed and analysed in SPSS V25. Descriptive statistics were produced.
Data from open questions were analysed thematically in line with the above (Darlington et al., 2020).

Stakeholder feedback

At the end of the study, a workshop was held with 30 delegates linked to the case study DFCs. The
aim was to check the resonance of the study findings and the usability of the emerging evaluation
resources. The participants mainly included professionals and volunteers working in and with the
DFCs. While people affected by dementia were also represented, most of the participants in this
group were carers and supporters. Only one participant was living with dementia, although several
people living with dementia had been invited.

Results

This section demonstrates how the emerging findings have shaped the development of a suite of
interlinking evaluation resources for DFCs: an evaluation framework based on the initial evaluation
tool, a Theory of Change, and a matrix for assessing DFC maturity (Figure 3).

Evaluation framework

Analysis of the data from the two pilot sites in Phase 2 led to initial revisions to the evaluation tool
(see Figure 4). Of the original ten domains, two (‘Involvement of people affected by dementia’;
‘Monitoring & evaluation’) remained unaltered. Three (‘Financial & human resources’; ‘Provision’;
‘Co-ordination, collaboration & interlinkages’) were renamed without altering their content sub-
stantially, in order to make the domain names more concise and intuitive. Five were merged into two
new domains: Political support” became part of ‘Leadership and governance’, as the emerging
evidence had shown the relevance of political support for the strategic direction and way forward for
a DFC. ‘Priorities based on needs assessment’, ‘Interventions rooted in evidence’ and ‘Application
of existing frameworks for assessing dementia-friendliness’ all were subsumed under a new domain
called ‘Basis of DFC’. The latter was designed to capture anything that provided a foundation for
a DFC’s work (e.g. motivations; needs and assets assessments; local priorities; official guidance by
the Alzheimer’s Society on creating DFCs; scientific evidence) in one single domain.

Analysis of the pilot site data also resulted in the addition of two broader domains that were
relevant across the seven redefined and discrete domains of the tool. The first of these cross-cutting
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Theory of
Change

Evaluation
framework

How DFCs can make a
difference, what
outcomes they can
achieve at what stage

Thematic areas that
need to be considered
in evaluating DFCs

Matrix for assessing
DFC maturity
Criteria for assessing a DFC’s

maturity, can inform DFC’s
aspirations

Figure 3. Suite of evaluation resources for DFCs.

Original (Buckner et al., 2018) Revised
Unaltered Involvement of people affected by dementia Involvement of people affected by dementia
Monitoring & evaluation Monitoring & evaluation
Financial & human resources Resources
Renamed  Provision Activities & environments
Co-ordination, collaboration & interlinkages Collaboration
Leadership & governance
— P8 Leadership & governance
Political support
Priorities based on needs assessment
Merged - . -
Interventions rooted in evidence .
— — Basis of DFC
Application of existing frameworks for
assessing dementia friendliness

Figure 4. Initial revisions to the evaluation tool based on analysis of Phase 2 data.

domains’ was labelled ‘Inequalities’. It was based on evidence that indicated the need to pay attention
to potential imbalances within a DFC. For example, the geographical locations of services affected
access to DFC activities. In one site, DFC activities predominantly took place in a dedicated venue,
which meant they were less accessible to users who lived further afield and/or did not have access to
private transport. Also, data from both pilot DFCs suggested a very limited reach of specific groups:

... with [involvement group for people affected by dementia] ... we’re getting people, mainly white,
mainly that can get on the bus into town, mainly that come to other events, so hear by word of mouth, so
we know that we’re missing people from BAME communities, ... people that are frail ...
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(Site B; practice-based stakeholder)

The second cross-cutting domain, ‘Sustainability’, was developed on the basis of data that suggested
that consistency and continuity regarding different aspects of a DFC was important. For instance,
both pilot sites had experienced funding insecurity, and loss of key staff and volunteers. This had
interfered with the planning and delivery of DFC activities. The data also highlighted the critical
importance of continuity in strategic leadership, and in formalised and practical support from the
local authority and other centrally funded local services:

... [the Dementia Action Alliance was] progressing at an incredible rate with [name] who was the council
employee heading us up ... it was his part of his role and his job. And then he got another job ... and at
that point the council said, “You’re on your own, we’re all in favour of it but we won’t be putting a council
employee into place.’

... the council involvement is the thing that we really are striving to get back.
(Site A; Dementia Action Alliance Vice Chair)

The evaluation tool developed on the basis of Phase 2 findings is presented in Figure 5.

These tool domains broadly resonated with the participants in a national stakeholder workshop.
At the same time, there was a consensus among the participants on the need to adjust the cross-
cutting domains. It was suggested that ‘Inequalities’ should be renamed ‘Equalities’, as the use of
positive language would be consistent with the message of DFCs and the tone of the study. Also,
‘Sustainability” was viewed critically, as it was felt to have connotations of maintaining a status quo.
‘Evolution’ was advocated as a less restrictive alternative that reflected the dynamic nature of DFCs
and was better suited to capturing aspirations and development beyond existing levels of
achievement. Workshop participants also argued that ‘Involvement of people affected by dementia’
needed to be a cross-cutting domain, reflecting the fact that all aspects of a DFC are fundamentally
about people affected by dementia and require their contributions. The proposed changes were
compatible with the emerging findings, and they resonated with the researchers’ understanding of
DFCs.

Evidence from the case studies in Phase 3 suggested further modifications to the tool. The
researchers noted that data on inclusion could sit comfortably with data relating to equality issues.

Discrete domains Cross-cutting domains

Leadership & governance

Basis of DFC = v
Resources o =
Involvement of people affected by dementia S =
Activities & environments ;‘%* =
Collaboration < <
Monitoring & evaluation

Figure 5. Revised evaluation tool based on Phase 2 findings.
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Accordingly, the cross-cutting domain ‘Equalities’ was renamed ‘Equalities and inclusion’. They
also agreed that the domain ‘Collaboration’ was redundant. Relevant evidence tended to be readily
accommodated in other domains where it had, in fact, often been coded additionally, particularly in
‘Leadership and governance’ and ‘Activities and environments’. For example, the following
statement can be seen as relating to both collaboration and leadership and governance:

The Dementia Steering Group continues to go through from strength to strength with a wide variety of
statutory and non statutory organisations being members. The most recent organisation to join is the
[regional] Ambulance Service. Other representatives who attend come from housing, health, third sector,
CEC partnerships, procurement and Trading Standards amongst many others.

(Site E; documentary evidence)

Finally, it became apparent that while the evaluation tool was strong at identifying processes and
structures, it was not capturing outcomes from DFC work in a sufficiently explicit way. This had
been observed by the researchers during data collection, and it had also been raised at the stakeholder
workshop. The data highlighted that DFCs’ work had outcomes that related to the different tool
domains. In order to ensure a systematic way of capturing outcomes, it was decided that they needed
to be considered explicitly under each of the domains.

The process described has resulted in an evidence-based and co-produced evaluation framework
for DFCs (Figure 6a). The areas of focus of each framework domain (Figure 6b), which indicate
issues to be considered in evaluating a DFC, have been shaped by the findings from the research sites
and supported by the literature. For example, the findings suggested the importance of DFCs si-
multaneously making mainstream services more inclusive for people living with dementia (‘de-
mentia-inclusive’), and providing ‘dementia-only’ services (‘dementia-specific’) — a point also
raised by Dean et al. (Buckner et al., 2019a; Dean et al., 2015a, 2015b). In addition, the areas of focus
for evaluation have been shaped by a consensus among the participants of the national stakeholder
workshop on key criteria for a ‘good’ DFC that evaluation needs to capture. The latter include that 1)
people affected by dementia are involved in all aspects of the DFC (strategic leadership; operational;
evaluation); ii) the DFC provides a range of services and activities that cover all stages of people’s
dementia journeys; iii) there is strong local political engagement with the DFC; and iv) there is
continuity of resources.

Theory of Change

The evaluation framework works in conjunction with a Theory of Change for DFCs that was
developed as part of the study. The case study DFCs operated in different contexts, and they were at
different stages of development. These factors — local context, and stage of development — played
a critical role in shaping the outcomes of their work and their aspirations for the foreseeable future.
The insights from the case studies, together with literature that highlights personal- and collective-
level outcomes from the work of DFCs (e.g. Alzheimer’s Disease International (n.d.); Harding et al.,
2019), have informed a Theory of Change that presents inputs into a DFC and short, medium and
longer term outcomes (Figure 7/Appendix I).

How inputs were identified is illustrated by the following excerpt from a focus group discussion
among stakeholders in Site E, which drew attention to motivations for becoming dementia friendly:
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framework domains

(a)
Basis of DFC E>
2 o | | e
1 5 [ H o
o c ‘B =
DR 3 Leadership & governance |L)
| [ = | c N [5} $
4 O % T ommn S =
=}
€=l 5 o3 Resources )| S
[T=} [ (7.} )
1 EclE >N 9 =
0 9 L = — . ®)
20 © Activities & environments E>
°c 0 =
4 > =gH H O
£ ®© w .. .
Monitoring & evaluation l:>
(b)
Evaluation Areas of focus for evaluation

Basis of DFC

Knowledge of local community and priorities of people affected by
dementia. Use of best evidence of how to support people affected by
dementia to live well. Motivations underlying the creation of the DFC, and
how they have informed its development and approach.

Leadership &

How DFC is led, evidence of strategic overview, who is involved and how
responsibilities are agreed. Extent and nature of local political engagement

environments

governance with the DFC, and role of wider infrastructure. Existence and nature of
communication strategy.

Resources Different kinds of resources (financial and human resources, practical and
in-kind support) available to a DFC, and their continuity.
Provision of dementia-specific and dementia-inclusive mainstream services,

Activities & activities, facilities and environments that have been designed to promote

inclusion of people affected by dementia at all stages of people’s dementia
journeys. Community engagement, awareness raising, campaigning, risk
reduction.

Monitoring &
evaluation

Arrangements for measuring the performance of a DFC, or aspects of its
work, and for assessing the environments (physical, social, cultural) in
which it operates, at different points in time. Standardised baseline
measures. Co-ordination of data collection, interpretation and sharing.
Data to monitor DFC reach, impact on people affected by dementia and
those involved in the DFC, and community level physical, social and cultural
characteristics (e.g. changes in dementia-related awareness and attitudes).

Involvement of
people affected by

Involvement structures, and how people affected by dementia have shaped
a DFC through being involved in all aspects of it (strategic leadership;

dementia operational; evaluation).
. How the work of the DFC has developed, maintained continuity, and
Evolution .
responded to change over time.

. How inclusion and equitable distribution are achieved by activities of a DFC,
Equalities & . X R . I
inclusion with local services (e.g. transport) and for different populations within the

community.
Outcomes Outcomes resulting from the DFC's efforts.

Figure 6. (a) The evaluation framework for DFCs — final iteration. b. Areas of focus of the evaluation

framework domains.
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PO1: ... [the local DFC] calls itself the little town with a big heart and it definitely is, ... so I would say
[the motivation is compassion].

P02: ... I have also seen some businesses now starting to appear and they’re thinking actually there’s
a real good business reason for doing this, ... they’re interested in their balance sheet ...

(Site E; stakeholder Focus Group)

In the analytic process, ‘motivations for becoming dementia friendly’ came to be understood as an
important consideration in a DFC’s development. Captured by the ‘Basis of DFC’ domain, it can be
described as an ingredient, or input, to be reflected in the Theory of Change.

The data also provided evidence of outcomes that are directly attributable to specific interventions
or particular aspects of a DFC’s work — in this quote, the outcomes are friendship and social
connectedness among the members of a social group for people affected by dementia:

.. we see a community that are more connected, and whether they’re more resilient because of the
friendships ... the social interactions. ... [the group for people affected by dementia], that really is a little
family now. They organise trips out and different things, that social, the benefits of having somebody to
call on, or to understand, or to look after the loved one while they go and do. All of that happens on a daily
basis now, and that wasn’t there before.

(Site E; practice-based stakeholder)

At the same time, there were outcomes that were linked more broadly to the overall DFC initiative —
for instance, enhanced awareness of dementia:

Now when you go around the town now, the dementia friendly signs, they’re all over the place. And
people who have never been trained will understand if you’ve got dementia, the carers feel more
comfortable taking people out.

(Site D; Focus Group with carers)

The Theory of Change appears to describe linear processes of DFC development. Rather than an
accurate reflection of reality, this is a feature of the — necessarily simplified — representation of the
inherent complexity of DFCs. The case studies indicated causal mechanisms in the DFCs’ evolution
that entailed circular processes and feedback loops. For example, as became apparent particularly in
Sites A and B, provision of activities for people living with dementia (short-term outcome) led to
participants feeling confident and valued (medium-term outcome), which in turn enabled them to
voice their views on services and activities and, thus, shape provision (short-term outcome). In-
vestment of resources, particularly in terms of volunteer time (input), preceded the sites’ com-
mitment to becoming DFCs (medium-term outcome), which in turn mobilised further volunteer
contributions (input).

The Theory of Change indicates what DFCs might achieve at different stages of their journeys. It
can thus guide monitoring and evaluation, as well as efforts to identify priorities for policy and
practice, while taking account of a DFC’s individual circumstances.
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Matrix for assessing DFC maturity

The study findings have also enabled the design of a user-friendly resource for DFC (self-)as-
sessment that can complement the evaluation framework and the Theory of Change. This takes the
form of a matrix built around the evaluation framework domains (Figure 8/Appendix II). It provides
domain-specific criteria to assess the degree of maturity of a DFC. A distinction is made between
three levels of DFC maturity — ‘early’, ‘developing” and ‘embedding’ — that reflect the stages of
development observed in the case study DFCs. For example, in the ‘Leadership and governance’
domain, one of the criteria that would place a DFC in the ‘early’ category is the presence of a ‘local
government representative with time allocated to the DFC’. A criterion for the more advanced
‘embedding’ stage is: ‘DFC work embedded in local government plans. DFC shaping local policies’.
The matrix was developed on the basis of key characteristics of the case study DFCs, and evidence of
the kinds of aspirations and outcomes that these enabled.

Discussion

An issue that continues to emerge in discussions with stakeholders is that DFCs are struggling with
assessing their achievements and impact. This is due partly to capacity, but partly also to gaps in
knowledge and expertise. From a global perspective, the World Dementia Council has emphasised
the need for ‘a better understanding of the evidence base for dementia friendly initiatives’ (World
Dementia Council, 2020, 3). The evidence base will be strengthened by the availability of evaluation
resources such as those that have resulted from DEMCOM. While developed in an English context,
these resources can be adapted to DFCs beyond England, as appropriate to local contexts. They
might be applied in combination with instruments such as the WHO toolkit (WHO, 2021) to support
the development of DFCs as well as the building up of a robust evidence base of their impact.

A key output from the study is an evidence-based evaluation framework for DFCs that is based on
in-depth case studies and consultation with practice-based stakeholders and people affected by
dementia. It identifies strategic and operational areas where monitoring and assessment should focus
if DFCs are to work well for people affected by dementia, and if they are to be sustained. The
framework has informed, and can be used in conjunction with, further study outputs — a Theory of
Change for DFCs, and a matrix for assessing DFC maturity. The combined use of these resources can
result in a detailed picture of strengths in a DFC’s work and areas for improvement, and insights to
guide priority setting and future policy and practice.

The depiction of the matrix (Figure 8/Appendix II) is necessarily simplified and thus obscures
that there can be considerable overlap between the criteria for the different degrees of DFC maturity.
Also, in the messy reality of a DFC’s journey, the criteria do not necessarily follow a linear
progression. Progress in a DFC’s development can stall and even revert to earlier stages as, for
example, key players move on, or resources diminish — a fact illustrated by the experiences of the
pilot sites. Nevertheless, delineating clear criteria for degree of DFC maturity is useful for analytic
purposes, as well as for demonstrating the principle of assessing DFC maturity, and they can enable
an enhanced sense of a DFC’s stage of development. Assessing a DFC’s level of maturity, and
considering this in relation to the Theory of Change, can support well-informed and realistic
planning by the DFC. It can help with identifying priorities that are appropriate to the DFC’s specific
situation. It can enable the DFC to focus on further inputs required, and on outcomes that it can
realistically aspire to, as well as timeframes for their delivery. These can be integrated into policy and
practice. For example, if a DFC’s degree of maturity in the ‘Activities & environment’” domain is
‘early’, a realistic short-term outcome would be provision of a (growing) number of dementia-related
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activities, including raising awareness of dementia. As the DFC reaches the ‘embedding’ level, one
might reasonably expect enhanced awareness and understanding of dementia in the community as
a medium-term outcome.

The Theory of Change, together with the matrix, can provide a detailed understanding of DFC
achievement. It can guide measurement of outcomes, which can be assessed against a DFC’s level of
maturity, thus providing an indication of a DFC’s performance in relation to its specific
circumstances.

The suite of evaluation resources, and the matrix and Theory of Change in particular, focus
attention on the complex and dynamic nature of DFCs. By emphasising sensitivity to a DFC’s degree
of maturity, they promote a realistic approach in DFC planning, target setting, and monitoring and
evaluation that reflects the resources and opportunities available.

Within the study, it was possible to use the matrix to establish the maturity of the six case study
DFCs in the various domains, identify missing data, and demonstrate how the involvement of key
personnel and organisations informed the development and design of dementia enabling work. At
a final workshop, findings were presented for sense checking and discussion to participants from the
case study DFCs. The participants appreciated the organisation of findings by domain, which meant
that they could focus on strengths of the DFCs, on reasons why certain DFC initiatives had not been
sustained, and on the kind of data needed to review progress. More generally, the participants agreed
that there was an urgent need for user-friendly evaluation resources for DFCs, and that the current
study had made an important contribution to addressing this.

Cross-sector and cross-agency collaboration are widely recognised as critical to the success of
DFCs (Alzheimer’s Society, 2014-15, 2018; British Standards Institution, 2015; Goodman et al.,
2019; Green & Lakey, 2013). This entails co-ordination of provision of services, and of monitoring
and evaluation activities. DFCs can draw on the evaluation resources developed through the study to
structure information exchange, agree on goals, identify indicators, and co-ordinate data collection
and analysis among their members.

A recurring issue in discussions of DFC evaluation is the notion of comparison of DFCs, both
within and across countries. The study evaluation resources support intra-DFC comparison across
time. Their consistent use enables a DFC to track its development and achievements. This is
important for learning and informing practice, as well as for attracting resources and ensuring
accountability to funders.

Comparison across DFCs is more complex. This is highlighted by WHO with regards to Age-
Friendly Communities, which have some similarities to DFCs, (Buckner, 2017; Turner & Morken,
2016). WHO’s report on core indicators for Age-Friendly Cities (WHO Centre for Health
Development, 2015) draws attention to the fact that the contexts and local conditions of Age-
Friendly Cities vary, which affects comparability. Noting that core indicators can facilitate com-
parison across place, the report argues that ‘[inter-city] comparisons are something to be aspired
[sic]” (WHO Centre for Health Development, 2015, 8) while focusing on intra-city comparison
across time. The study findings suggest that while different approaches or DFC models work in
different settings, there are key features and mechanisms that are relevant across DFCs. The matrix
for assessing DFC maturity is based on such features. It identifies key criteria that have been
designed to be sufficiently broad and adaptable to be relevant to differing local contexts. This makes
ita tool for inter-DFC comparison. DFCs of similar degrees of maturity in similar contexts can aspire
to similar kinds of outcomes. However, further testing of the matrix for the purpose of inter-DFC
comparison is needed, particularly beyond the context of England, and there is scope for its further
development. By applying a system that allows for inter-DFC comparison, different DFCs can
generate comparable data. Such meta-data can enable a better understanding of what it is that makes
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DFCs work well at scale. Importantly, comparison across DFCs should not be viewed through
a competitive lens, but as a mechanism for mutual learning.

A important motivation for DFCs are what Buswell et al. (Buswell et al., 2017) term ‘utilitarian’
or pragmatic considerations — the economic benefits to be gained from being responsive to the
increase in numbers of people living with dementia. These benefits (e.g. cost savings arising from
DFCs enabling people living with dementia to defer the use of social care services and/or to stay in
their own homes for longer) remain largely speculative, as relevant evidence is scarce (though see
Green & Lakey, 2013). There is also a paucity of evidence on the resources needed to sustain DFCs
and allow them to do effective work that leads to different kinds of outcomes. While not designed as
an economic study, the study created evidence-based scenarios to assess comprehensive resource
requirements as well as the broader ‘social value’ of DFCs — their social, economic and envi-
ronmental benefits (Goodman et al., 2019; Public Services (Social Value) Act (2012), 2012; Willis
et al., 2018). There has so far been no evidence documenting the actual or potential cost-
effectiveness, cost benefit, and social value of DFCs. The evaluation resources developed
through the study can provide the necessary building blocks for relevant evaluations if used
strategically at an early phase to structure monitoring efforts. As DFC activities progress, they can
also serve to document resources used and outcomes achieved, and to demonstrate longer term
impact if an appropriate data collection structure is in place.

The study had some limitations. These include the under-representation of people affected by
dementia from diverse groups, and those in the later stages of living with dementia — although this
reflects who was involved in the DFCs studied. This limited the ability to ensure that the evaluation
resources developed adequately reflect the experiences and priorities of different groups, opening up
opportunities for further research.

While the study has delivered a suite of evaluation resources, scope remains for further testing
and refinement of these. Of relevance here is the scale and nature of a DFC. The case study sites have
covered DFCs of different sizes and administrative geographies, on a scale from borough at one end
to market town and parish at the other. Yet although the research sites have incorporated local
neighbourhoods and small rural DFCs, the evaluation resources have not been applied in-
dependently at this very local level. Similarly, their applicability to DFCs that are not geographically
defined (Communities of Interest) remains as yet untested.

While the Theory of Change is presented in a format that is often used for Logic Models, its
evidence-informed nature distinguishes it from the latter and their hypothetical character (Sharp,
2021). It is, however, worth remembering that the evidence base from the case studies is not
exhaustive. The Theory of Change could thus benefit from further collection of research and practice
evidence that can inform appropriate revisions.

Given the origins of the evaluation framework in a tool designed for Age-Friendly Cities, the
question arises whether the suite of evaluation resources for DFCs may in turn inform Age-Friendly
City assessment toolkits. In the context of population ageing, work to explore this would be timely.

Conclusion

The continuing growth of DFCs in England and internationally needs to be supported by up-to-date
evidence on their effectiveness and on how they can be sustained. This calls for well-designed
evaluation resources. The study has contributed evidence-based resources for monitoring and
evaluation that complement existing frameworks. They can be applied to arrive at a detailed as-
sessment of how well a DFC works for people affected by dementia, and at insights into the
underlying factors that can guide future policy and practice.



2396 Dementia 21(8)

There is value in using evaluation resources to track DFCs’ progress and identify indicators of
impact over time. Both internal monitoring and, ultimately, comparison of outcomes achieved by
DFCs of similar degrees of maturity in key areas of work will demonstrate how DFCs are changing
the environment and everyday experience of people affected by dementia. Efforts to ensure that the
necessary tools and approaches are available must continue with some urgency.
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Figure 7. Theory of Change for DFCs.
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Figure 8. Matrix for assessing DFCs maturity.
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