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Abstract: Given their stability, their ability to influence public attitudes and capacity to mobilise
human resources, it seems likely that many faith communities can have a significant impact on
the wellbeing of people living with dementia (PLWD) and their carers, who may be dependent on
the commitment of informal communities of support over months or years. This paper reports
on a pre—post cohort study undertaken in an Anglican (Church of England) diocese in the UK.
Representatives (N = 61) of 11 church communities completed the Dementia Awareness Scale
immediately before and 12 months after an intervention to promote ‘Dementia-Friendly Church’ in
their congregation. Results showed a robust improvement in scores on both the ‘Knowledge” and
‘Comfort’ subscales, with the largest effect size in the latter. Within each subscale, improvements were
evenly distributed across the individual items. These findings indicate that such an intervention is
likely to significantly improve the environment for people living with dementia and their companions
who are members of or engage with the Church community. They also suggest that a similar
programme could be extended to other intentional communities, whether in faith-based organisations
or societies with shared interests.

Keywords: Dementia-Friendly Church; Alzheimer’s; religion; quantitative; cohort study

1. Introduction

‘Dementia-Friendly Communities” are now an established feature of the collective response to
dementia, with 349 registered in England alone at the time of writing (Alzheimer’s Society 2020) and
a global movement to establish them promoted by Alzheimer Disease International (Alzheimer Disease
International 2016). The purpose of the movement is to bring about a cultural change at the community
level that will change the experience of living in the community for people living with dementia
(PLWD) and their carers. Typically, intervention will centre on eliciting the support of local businesses
for changes that will reduce the stress and increase the support for PLWD, along with an exercise in
whole-community education about dementia and support for PLWD.

Of the current 349 recognised Dementia-Friendly Communities, almost all are geographically or
territorially defined, ranging in size from metropolitan cities to small hamlets. Only four stand out,
as defining intentional or occupational communities which may cross geographical boundaries with
their network of relationships: the University of Nottingham and three groups of Christian churches.
This represents a missed opportunity: churches may have particular potential in the support of PLWD
and their carers because they have a permanence that many interventions lack. For example, PLWD
and their carers frequently report problems with continuity of support: specialists may know only
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part of the story and frequently change; there may be a disconnect between health care and social
services; support may be offered for a limited period and then expire. At a more fundamental level,
stigma may limit social interaction (Department of Health 2015). By contrast, faith-based communities
tend to be stable over long periods of time and committed in the long term to those who join or visit
them, they tend to work with family networks as well as individuals, to be able to mobilise voluntary
support and to either challenge or reinforce particular attitudes which impede the establishment of
a society valuing people living with dementia (Post 2000; Kevern 2009; Swinton 2017). In Goldenberg’s
evocative terminology, they function as ‘vestigial states’, parallel or alternative social orders that can
supply some of the shortcomings of the secular social order (Goldenberg 2015); and, in theory at least,
these features make them particularly useful in supporting PLWD and their carers (Marquez-Gonzalez
et al. 2012; Farr and Bute 2015; Jewell et al. 2016, 2017).

The idea of ‘Dementia-Friendly Church’ (DFCh) has emerged as an extension of
the Dementia-Friendly Communities movement. Its premise is that churches could be made more
hospitable and welcoming places for people living with dementia and their carers by, in the first
instance, a consciousness-raising exercise. By raising the knowledge and awareness of the church
members and making small practical changes to the layout, worship and hospitality available in
the church building (such as by improving the information available to them and by improving
the physical design), the intention is to improve the experience of people living with dementia and
their carers when accessing the resources of the church, and eventually by focused, practical action to
change the culture of the local community and the way it is experienced by PLWD and their carers.

However, despite the popularity and profile of the Dementia-Friendly Communities model in
the UK and elsewhere, there is little evidence to support its effectiveness (Heward et al. 2017). What
research exists is almost all qualitative and exploratory (Dean et al. 2015a, 2015b; Institute of Public
Care 2015; Lin 2017; Hebert and Scales 2019) and lacks the generalisability that may be achievable using
quantitative methods. Furthermore, where evaluation had taken place, there was “little evidence of it
having effected change” (Buckner et al. 2019, p. 1235). But when it comes to considering the potential
for Dementia-Friendly Churches, while there is growing support for the concept (Plunkett and Chen
2016; Garland 2017), the data are even more scarce than for Dementia-Friendly Communities as a whole.
A protocol for a study of Black African Churches in the USA has been published (Epps et al. 2019) and,
more recently, some initial qualitative data on what ‘stakeholders’ (but not people living with dementia)
thought a Dementia-Friendly Church may look like (Epps et al. 2020). But apart from the difficulty of
translating findings from the very different religious and ethnic environments of the USA, there is
little here that casts light on the particular needs of people living with dementia, or how churches may
address them.

The current research, therefore, addresses a deficit in the knowledge base on Dementia-Friendly
Churches by arriving at some generalisable findings and thus provides some robust recommendations
for future practice. It will analyse the potential of a Dementia-Friendly Church (DFCh) initiative to
influence congregational attitudes to dementia and, by extension, the capacity of church congregations
to influence the experience of people living with dementia and their companions when they engage
with them. There is a wider question of the ways and degrees to which changes in a local congregation
may influence the attitudes of and resources available in the geographical community of which they
are a part: this, however, falls outside the scope of the present study.

2. Background

Religious organisations have historically provided a fundamental organising structure for human
communities on all scales from the local to the global. Although this organising capacity has had mixed
outcomes historically, its influence is undeniable. This makes them potentially well suited as vehicles
for encouraging beneficial changes at an individual and social level. In England, the religious structure
with the widest reach remains the Church of England, which in theory covers the whole of the nation
with a system of parishes based upon places of worship and licensed clergy. DFCh uses this network



Religions 2020, 11, 337 3o0f12

to attempt to bring about changes in the lives of people living with dementia and their companions.
The purpose of the present study is to gather preliminary evidence regarding the degree to which this
aim is realised using the current model of DFCh at a diocesan level, with a view to considering its
potential for wider dissemination in faith-based organisations and other ‘intentional’ communities.

The diocese in which this study is based covers some 1750 square miles and a population of about
2 million. The church community numbers about 44,000, based around 424 parishes, served by over
500 clergy in active ministry. Many church buildings serve as the centre for the local community;,
particularly in rural areas. Over the last seven years, in collaboration with a local university and
dementia charities, the diocese has developed a process of fostering DFCh that has had wide influence
in the UK and abroad. Nine years ago, discussions with local clergy identified dementia as an area
of concern across the diocese, for its effects both on the congregation and on the wider community.
The work of the diocese has since been recognized by the Alzheimer’s Society, which in 2019 awarded
it Dementia-Friendly Community status (Alzheimer’s Society 2019). This in turn allows it to award
Dementia-Friendly Church certificates to participating churches.

The current version of the DFCh programme uses a three-stage approach of embarking, embedding
and extending.

e  Embarking—In response to interest from the local church, the Dementia-Friendly Church enablers
introduce material in two different ways. First, the national Dementia Friends training is delivered
within a regular Sunday service. This raises awareness for the whole congregation, helps turn
understanding into action and opens up conversations around the topic of dementia. Second,
the DFCh training course, usually run over four sessions, is delivered to a core group of volunteers.
Increasingly the training is provided simultaneously to volunteers from several churches.

e Embedding—The next stage is when the church commits to Dementia-Friendly Church status,
which the diocese is able to grant through the status it has achieved as a Dementia-Friendly
Community. For this, the church identifies three actions which they will undertake in the coming
year. Churches are awarded Dementia-Friendly Church certificates, which are renewable each year.

e  Extending—The third stage involves engaging with the wider community, partnering with others
to ensure that dementia-friendly churches are at the heart of dementia-friendly communities. This
can entail building strong links through Dementia Action Alliances.

As well as personal support, those running the programme provide peer support groups for
dementia coordinators, produce a regular newsletter and arrange an annual conference. By the end of
2019, the programme had included 101 Dementia Friends Sunday services, making 4151 Dementia
Friends. The four-session course, or equivalent, had been delivered 31 times, with 575 participants. At
that time there were 70 churches with Dementia-Friendly Church certificates, setting out three actions
on dementia for the coming year.

Intended outcomes of the DFCh programme are therefore on three levels:

e At thelevel of the local congregation, to change attitudes, improve knowledge and so enhance
support for about 240 church members currently living with dementia, their family and carers.
The aim is to improve both the quality of support (resources per person) and its reach (number
of people supported), taking an expansive definition of ‘congregation’ to include the wider
community and its institutions such as care homes.

e  Atthelevel of the local community, catalysing changes towards the emergence of dementia-friendly
communities in collaboration with local partners and the Dementia Action Alliance.

e At the level of values, attitudes and beliefs, generating new insights into the theological and
socio-political elements of dementia as experienced by members of contemporary Western society,
and challenging its deep-seated values.
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3. Research Design

The aim of the research presented in this paper was to determine whether a church’s participation
in the first stage of the DFCh programme was associated with a measurable change in the responses
to dementia of church attendees over a 12-month period between April 2017 and March 2019.
The underlying assumption is that such changes, scaled up to the level of the congregation, amount to
a change in the culture and environment encountered by people with dementia and those who share
their lives when they enter the church or engage with the church community. The research adopted
a repeated-measures prospective cohort design because the variability between different congregations
and their contexts rendered it impractical to attempt to set up a control group.

Measurement was by means of a paper questionnaire (Figure 1), distributed with a consent form
and information sheet at the initial launch event in each of the participating churches. In most cases,
this was the Sunday service at which DFCh was introduced; in a few cases, it was a workshop or
training event on the subject. Returned questionnaires with consent forms attached were collated at
the church or mailed directly to the Principal Researcher who assigned a code to each one and detached
the consent form before coding data.

It is rewarding to spend time with people who have dementia

I am afraid of people with dementia®

People with dementia can be creative

I feel confident around people with dementia

I am comfortable touching people with dementia
I feel uncomfortable being around people with dementia*
Every person with dementia has different needs
I am not very familiar with dementia *
I would avoid an agitated person with dementia*
. People with dementia like having familiar things nearby
. Itis important to know the past history of people with dementia
. It is possible to enjoy the company of people with dementia
. I feel relaxed around people with dementia
. 1People with dementia can enjoy life
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. People with dementia can feel when others are kind to them

—
ox)

. 1 feel frustrated because I do not know how to help people with dementia*

—
~

. I cannot imagine caring for someone with dementia*

—
0]

. Tadmire the coping skills of people with dementia

—
\O

. We can do a lot now to improve the lives of people with dementia

. If somebody who has dementia is being ‘difficult’, it may be that they are trying to
communicate

21. Which of these diseases do you worry about getting when you get older? [diabetes, stroke,

heart disease, dementia, cancer, depression, influenza]. Put them in order from 1 (I am

=]
o

most worried about this) to 7 (I am not very worried about this):*

22. In this locality how many people do you know or have heard of who are living with dementia?

23. In this locality, how many people do you know or have heard of who are caring for someone
who is living with dementia?

24. Roughly how many times this week have you had a conversation where the subject of
dementia has come up?

25. Roughly how many times this week have you had a conversation with somebody with

dementia (or suspected dementia)?

26. Roughly how many times this week have you had a conversation with somebody about their
friend or relative with dementia?

Items marked * are reverse-scored.

Knowledge Subscale comprises items 1-9, 13,16,17
Comfort Subscale comprises items 10-12, 14, 15, 18, 19, 20
Fear: item 21

Figure 1. The Dementia-Friendly Churches Questionnaire.
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After 12 months, those who had participated in the first round of the study were sent a second
copy of the questionnaire (with identifying code) and invited to repeat the process. These were either
collected by representatives at the church itself or mailed directly in a prepaid envelope to the Principal
Researcher. The research design was scrutinised and approved by the Staffordshire University Research
Ethics Committee.

The main body of the questionnaire comprised the Dementia Attitudes Scale (DAS), a 20-item
scale in which each item is scored on a 7-point Likert scale. The scale demonstrates acceptable reliability
(total-scale Cronbach’s alphas 0.83-0.85) and convergent validity with similar scales (O’Connor and
McFadden 2010).

The DAS is divisible into two subscales for Knowledge and Comfort, which are interpreted through
a distinctively personalist lens. Thus, the 8-item Knowledge subscale focuses on Personhood-based rather
than Biomedical Knowledge of dementia, that is, an understanding of how a person with dementia may
express their personhood, and what limits it. Similarly, the 12-item Comfort subscale refers specifically
to Social Comfort, to the degree to which the participant feels at ease in the presence of a person living
with dementia (Ebert et al. 2019). This distinctive emphasis of the DAS renders it particularly suitable
as a potential measure of the willingness of a church community to accommodate people living with
dementia and how this changes over the course of a year of DFCh interventions and activities. Each
item was given a point score from 1 to 7, with scale scores as the mean of the individual item scores.

In addition to the DAS, the questionnaire incorporated a ‘fear of dementia’ item derived from
a European study investigating how concerned a sample was at the prospect of receiving a diagnosis
of dementia (Blendon et al. 2012; Hattink et al. 2015). This item asked participants to rank their fear of
dementia as one element in a list of seven diseases (diabetes, stroke, heart disease, dementia, cancer,
depression, influenza) that they might be afraid of getting in the future. Fear of dementia was then
given a score on a scale of 1 to 7 based upon where it was ranked in the list.

Finally, five questions were included which were designed to provide an estimate of the extent
to which the respondent was already engaged with or exposed to people living with dementia.
The intention was to explore potential correlations between respondents’ (self-reported) engagement
and their attitudes. However, we discovered that respondents were vague in their answers (whether
because of the free-text format or because of the content of the questions themselves) and we concluded
that these questions were not capable of yielding reliable data. No analysis was attempted on them,
although they are included here for the sake of completeness.

The power analysis was based on an estimated medium effect size for each of the subscales.
The only study known to have used this scale in a pre-post design (George et al. 2013) did not measure
effect size directly, but found an average improvement in the DAS score of 16% (9.94% in the knowledge
domain and 24.15% in the comfort domain) in their small sample, which suggests that a medium effect
size (Cohen r = 0.3-0.5) is a plausible starting assumption for the group receiving the intervention
directly. Using paired t-tests (one-tailed) with o« = 0.05 and p — 1 = 0.80 gives a sample size of 27
(https://www.ai-therapy.com/psychology-statistics/sample-size-calculator).

Hypothesis 1 (H1). Key hypotheses to be tested were:

(a) There is a significant change in:
(b) Knowledge,
(c) Comfort and

Hypothesis 2 (H2). Fear of Dementia as measured by the pre—post questionnaire results.

There is a correlation between the Fear of Dementia score and the reported measures of Knowledge
and Comfort

In addition to these hypotheses, exploratory analysis was conducted on the salience of particular
items in the DAS questionnaire.


https://www.ai-therapy.com/psychology-statistics/sample-size-calculator
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4. Analysis and Results

4.1. Sample Characteristics

The first round of data collection (T1) yielded a sample (N) of 271 from 17 centres. However,
attrition was high and only 61 of these, representing 11 of the original 17 centres and 22.5% of the original
sample, returned a second questionnaire a year later (T2). The main reasons for the high attrition are
likely to be twofold. In the first place, the departure of one of the original enablers effectively prevented
some of the original centres representing 80 (30%) of the original respondents from returning data in
the second round. Secondly, the second round of data collection was not linked to a collective event,
and the majority of respondents were required to mail their responses directly to the researchers. This
inevitably meant that there was much less encouragement to participate, resulting in a smaller return.

In order to test the effect of attrition on the sample characteristics, the mean values for individual
items on the Knowledge and Comfort subscales were compared for the larger and smaller sample
groups at T1 (Table 1):

Table 1. Comparison of subscale mean values for two participant groups at T1.

N =271 N =61

Mean (SD, 95% confidence interval) Knowledge Score 5.51(0.99) +/-0.118 6.05 (1.02) +/— 0.256
Mean (SD, 95% confidence interval) Comfort Score 5.19 (1.62) +/— 0.193 5.14 (1.46) +/— 0.366

The close similarity between these results for the Comfort subscale strongly suggests that attrition
has not significantly affected the characteristics of the sample by (for example) introducing self-selection
bias. However, this is less clear for the Knowledge subscale where there is at least a suspicion that
the participants who already had the most personal knowledge of dementia were the ones most
motivated to respond. This is intuitively credible and does not compromise the sample but leaves
open the question of whether the participants who benefitted most from the process were those who
already had awareness of some dimensions of dementia.

4.2. Analysis

Responses were scored on a 7-point Likert scale, with ‘Strongly Agree’ scoring 7 and ‘Strongly
Disagree’ scoring 1. This gave a theoretical maximum of 56 for the Knowledge and 84 for the Comfort
subscale, with a mid-point of 4 for each individual item. Negatively worded items were reverse coded
before data were analysed. The scale scores for Knowledge and for Social Comfort were created by
averaging scale items to produce a number between 1 and 7.

The appropriate methods of analysis for Likert-scale data have been the subject of some debate as
they more closely resemble ordinal than interval data. The position taken here follows that of Carifio
and Perla (Carifio and Perla 2008) in that the two subscales were treated as scale data suitable for
parametric analysis whereas the individual items were treated nonparametrically. However, individual
items were treated as yielding interval data for exploratory purposes, without attempting to draw
statistical inferences from them (George et al. 2013).

4.3. Hypothesis 1

The subscales for Knowledge and Comfort demonstrated good internal reliability. Cronbach’s
alphas were: Comfort T1 .89, Knowledge T1.79, Comfort T2 .88, Knowledge T2 .74, indicating acceptable
reliability for both but more internal consistency for the Comfort subscales. Since examination of
the Mean and Standard Deviation figures for each scale indicated the presence of significant negative
skew, bootstrapping was performed to meet the assumptions of parametric testing.

Bootstrapped (N = 1000) paired-samples t-tests were conducted on combined scores for
the Knowledge and Comfort scales at T1 and T2 (Table 2). The results of these tests indicate
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that Hypothesis 1 should be retained in relation to the Knowledge and Comfort scales, but rejected for
the individual Fear item.

Table 2. Results of analysis of scores at T1 and T2 for Knowledge and Comfort scales.

Diff Si Bootstrap 95%
Time/Subscale Mean SD i; l\e/fee::le Cohen’s d (2-Tal;51.e a Confidence Interval
Lower Upper
T1 Comfort 5.14 0.96
T2 Comfort 561 085 0.48 0.68 0.000 0.30 0.66
T1Knowledge 605 0.64 0.19 0.31 0.018 0.03 0.35

T2 Knowledge 6.24 0.52

It is worthy of note that the effect size in the case of the Comfort scale (9.3% mean increase) is
substantial compared to that for the Knowledge scale (2.6% increase). This may be evidence of a ‘ceiling
effect’ for the Knowledge subscale, as the mean score before intervention was already above 6 out of
a possible 7. A ceiling effect in turn may be due to the personalist nature of church congregational
belonging when compared with day-to-day life; it is noteworthy that the scale’s authors recently
undertook an online study of the wider community in Wisconsin, and reported average Knowledge
scores of only 5.89 (Ebert et al. 2019). However, both in their study and in George et al. (George et
al. 2013), the Knowledge subscale scored more highly than the Comfort subscale, suggesting that it
is intrinsically less sensitive. The difference may therefore be largely accounted for by artefacts of
the scale.

4.4. Hypothesis 2

This hypothesis tested the theory that people who rated dementia as among their most-feared
conditions would be less likely to be comfortable in the presence of people with dementia. We also
hypothesised that there would be some correlation between fear of dementia and knowledge of its
symptoms, although the direction of the relationship was harder to assess.

Nonparametric measures of correlation were used for a preliminary exploration of this hypothesis
(Table 3). In the event, no consistent relationship was found between the Fear item and the two
subscales, so we concluded that the item was of little or no value. A more sophisticated measure such as
that used by Ebert et al. (Ebert et al. 2019) might with hindsight have yielded data of more significance.

Table 3. Spearman’s rho correlation scores for Fear item against Knowledge and Comfort subscales.

T1 Comfort  T1Knowledge T2 Comfort T2 Knowledge

_ Spearman’s tho -0.092 -0.307
FearTLIN=61) " “gio (2-tailed) 0.479 0.016

_ Spearman’s rho -0.209 -0.178
FearTZ(N=61) “gio " (2-tailed) 0.107 0.169

4.5. Exploratory Analysis of Individual Items

Since it is not appropriate to analyse individual Likert items with parametric tools, an exploratory
analysis was conducted using the Wilcoxon signed-rank test to identify those items that contributed
most to the increase in subscale scores at T2 (Table 4). Where a significant change in score (z) was
identified, effect size (Cohen’s r) was calculated as z/4/N where N = 61 so 4/N = 7.81
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Table 4. Exploratory analysis for each item at T1 and T2.

Median Median .
Subscale  Question (Interquartile) (Interquartile) M;;l n M,F an  Wilcoxon Probability ]?ffect
2 (z) Size (r)
atT1 at T2
Comfort 1 6(2) 6(2) 5.36 5.79 2.610 0.009 0.334 *
Comfort 2 6(2) 6(1) 5.41 5.93 2.666 0.008 0.341 *
Comfort 3 6(1) 6(0) 5.62 5.84 1.333 0.183
Comfort 4 5(2) 6(1) 497 5.57 3.587 0.000 0.459 *
Comfort 5 6(1) 6(1) 5.48 5.85 1.909 0.056
Comfort 6 6(3) 6(2) 5.44 5.82 2.202 0.028 0.282
Comfort 7 7(1) 7(1) 6.61 6.54 -0.816 0.414
Comfort 8 5(4) 6(3) 4.64 5.51 3.810 0.000 0.487 *
Comfort 9 5(3) 5(2) 4.75 5.13 2.103 0.035 0.269
Comfort 13 5(2) 6(1) 5.05 5.67 3.781 0.000 0.484 *
Comfort 16 3(3) 5(3) 3.43 4.62 4.245 0.000 0.543 **
Comfort 17 6(2) 6(2) 4.89 5.10 0.852 0.394
Knowledge 10 6(1) 7(1) 6.30 6.39 1.025 0.305
Knowledge 11 6(2) 6(2) 5.84 5.77 -0.351 0.726
Knowledge 12 6(1) 7(1) 5.97 6.41 2.809 0.005 0.360 *
Knowledge 14 6(0) 6(1) 5.92 6.15 1.335 0.182
Knowledge 15 6(1) 7(1) 6.23 6.41 1.392 0.164
Knowledge 18 6(2) 6(1) 5.98 6.25 1.982 0.047 0.253
Knowledge 19 6(1) 6(1) 6.23 6.36 1.171 0.242
Knowledge 20 6(1) 6(1) 5.92 6.18 1.744 0.081

* = medium effect size (r = 0.3 to 0.5). ** = large effect size (> 0.5).

5. Discussion

The key finding from the analysis of data in this paper is that the introduction of
a Dementia-Friendly Church programme to Anglican congregations in the diocese under study
was associated with a positive change in attitudes to people with dementia as measured by the Comfort
subscale of the DAKS questionnaire. A smaller change was detected in the Knowledge subscale
which, while still statistically significant, does not represent such a large effect size. As expected from
comparison of the means, the items that contribute most to the change between T1 and T2 are grouped
in the Comfort subscale. The mean change in score (0.48) represents a change per item of nearly half
a point. The largest per-item change was for question 16, where the change was of more than one
whole point on the scale. In descending order of importance, the five which manifested the largest
change are:

16. I feel frustrated because I do not know how to help people with dementia.
8. I am not very familiar with dementia

13. I feel relaxed around people with dementia

4. I feel confident around people with dementia.

12. It is possible to enjoy the company of people with dementia.

These results suggest that, as a result of the programme, the ‘average member of the congregation’
is likely to feel more comfortable with members of the congregation or visitors who display symptoms
of dementia. They are likely to feel less uncertain about how to respond, more relaxed and confident,
and consequently more likely to enjoy associating with a person with dementia. However, there is much
less evidence that the programme has led to a change in the level of knowledge in the congregations
studied. As noted above, this may be a problem with the instrument used: as the level of background
knowledge in British culture has risen, the tool may need revision to avoid ceiling effects in the data
analysis. It may also reflect that fact that the primary purpose of DFCh has been to bring about a change
in church culture and activity, with the acquisition of factual knowledge as a subsidiary means to
that end.
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It is also noteworthy that the Fear item introduced on fear of dementia shed no useful light on
how individual feelings were changing as a result of the programme. There was certainly change
in individuals” answers, as respondent-by-respondent examination shows, but these did not add up
to a change in the overall scores. This might of course be because the item shows poor test-retest
reliability, so that random fluctuations in the answers at the two time points overwhelm any substantive
changes in the data. It is noteworthy that when Ebert et al. used a more sophisticated and sensitive
measure of fear using 11 statements regarding concerns for developing dementia selected from the Fear
of Alzheimer’s Disease Scale (French et al. 2012), they found that lower levels of dementia fear
significantly predicted for higher levels of comfort, a finding not replicated in this smaller and more
focused study (Ebert et al. 2019). Another possibility is that the changes are cancelling each other out:
for some people, the programme may reduce their fear at the prospect of a dementia diagnosis, while
for others, the increasing awareness increases it. The data do not allow further investigation of this
possibility, but some other studies provide some supporting evidence (Cantegreil-Kallen and Pin 2012).
There is no way to decide this issue based on the present dataset, but further studies may illuminate
the relationship between Fear, Knowledge and Comfort with more clarity.

6. Conclusions

The main finding of this study is that the DFCh intervention in the test diocese leads to a measurable
improvement in the level of comfort experienced by participants in the presence of people living with
dementia. Some caution is appropriate here, because the absence of a control group and the high rate
of attrition between first and second measurements both limit the degree to which it has been possible
to control for confounding variables, but the effect size is noteworthy for a brief intervention of this
type. It is, however, as yet unclear how DFCh brings about this change of attitudes. For example,
what proportion of the change is simply a result of increased attention being given to dementia
at congregational level, with dedicated events and named representatives in the church, and what
proportion depends upon specific content that can be added to or improved to bring about more
change? Will further activity bring about more beneficial change, and if so, in what way?

It is also unclear at present how this beneficial change to individual participants translates
into a cultural change across the church community as a whole. It is very likely that this change
in the attitudes of participating individuals will be expressed in a more open, welcoming and
understanding culture towards people living with dementia and their companions, but it is hard to
measure how a collective ‘culture’ changes as the result of an intervention such as the DFCh programme,
so further insight into the nature of this culture change will need to await the findings of a subsequent,
qualitative study.

Nevertheless, it can be concluded with confidence that a structured programme of this type
is associated with a significant shift in attitudes among members of religious congregations. As
intentional communities, such congregations provide a ‘captive audience’ who expresses a shared
identity, values and a degree of commitment to each other; most also express some commitment to
the wellbeing of the wider community in which they are embedded. These features no doubt predispose
the congregation towards a favourable outcome and prepare it to spread a beneficial attitudinal change
more widely (Blanchard et al. 2008). There is an abundance of evidence that religious communities can
be deployed to spread health promotion messages and encourage beneficial behaviour changes (Taylor
et al. 2007; Blanchard et al. 2008; Local Government Association 2017; Brewer 2019; Long et al. 2019); in
a similar way, we conclude that cultural attitudes towards people with dementia may be beneficially
influenced by targeting key messages at faith-based communities.

We may also conclude, therefore, that structured interventions to change attitudes could have
wider application in supporting other types of ‘intentional’ communities in their efforts to become more
open and accommodating to people with dementia. This certainly includes faith-based organisations
such as Dementia Friendly Gurudwaras (Dementia Friendly Gurudwaras 2014), but might also apply
to support groups (such as the British Legion and Alcoholics Anonymous), sporting organisations
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(such as golf clubs) and community networks (such as the Polish Association). A pattern of focused
intervention, repeated at a few events, among people who meet together anyway and are used to
discussing things together, may prove a useful tool in developing more dementia-friendly communities.
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