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This paper reports on a scoping study of characteristics of Dementia Friendly Communities 

across England, and their potential to make a difference to the lives of people affected by de-

mentia. It is based on a national review of online evidence. 
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ABSTRACT 

Objectives: To describe the characteristics of Dementia Friendly Communities (DFCs) across 

England, in order to inform a national evaluation of their impact on the lives of those affected 

by dementia.  

 

Methods: DFCs in England were identified through online searches and Alzheimer’s Society 

records. A sub-sample (n=100) were purposively selected for in-depth study based on online 

searches and, where necessary, follow-up telephone calls. Data collection and analysis were 

guided by a pilot evaluation tool for DFCs that addressed how DFCs are organised and re-

sourced, and how their impact is assessed. The evidence was predominantly qualitative, in ad-

dition to some descriptive quantitative information. 

 

Results: Of 284 DFCs identified, 251 were defined by geographical location, while 33 were 

communities of interest. Among 100 sampled DFCs, 89 had been set up or started activities 

following policy endorsement of DFCs in 2012. In the resourcing of DFCs, statutory agencies 

and charities played an important role. Among DFC activities, awareness raising was cited 

most commonly. There was some evidence of involvement of people living with dementia in 

organisational and operational aspects of DFCs.  Approaches to evaluation varied, with little 

evidence of findings having effected change. 
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Conclusions: DFCs are characterised by variation in type, resourcing and activities. England 

has policy endorsement and a recognition system for DFCs. These can be important catalysts 

for initiation and growth. A systematic approach to evaluation is lacking. This would enable 

DFCs to be consistent in how they demonstrate progress and how they enable people living 

with dementia to live well. 

 

Keywords: Dementia Friendly Communities, dementia, older adults, inclusion, awareness 

raising, England, online data, evaluation tool 

 

Key points: 

1) This is the first national overview of DFCs. It was carried out in England as one of the few 

countries that have incorporated DFCs into policy. 

2) DFCs are characterised by variation in type, resourcing and activities.  

3) Policy endorsement was an important driver for the growth of DFCs across the country.  

4) An agreed approach to evaluation could support DFCs in how they monitor their progress, 

involve people living with dementia, and agree criteria for good practice for DFCs in differ-

ent contexts and at different stages of development. 
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1  INTRODUCTION 

Growing recognition in recent years of dementia as an urgent global health issue1 has led to an 

increase in Dementia Friendly Communities (DFCs). While there are many different kinds of 

DFCs, they share the common goal of ensuring that people affected by dementia (those living 

with the condition and their supporters and carers) can continue to be active and valued citi-

zens2. Ninety per cent of OECD (Organisation for Economic Co-operation and Development) 

countries support DFC initiatives 3. In individual countries, efforts to create dementia friendly 

environments have been ongoing for some time, such as in Japan, where initiatives can be 

traced back to at least 20044. In the UK, it was the Prime Minister’s Challenge in 20125 that 

put DFCs on the agenda. England is one of the few countries that has incorporated the creation 

of DFCs into policy, with targets for the creation of DFCs and a system of recognition linked 

to standards5-11.  

 

Fundamental to DFCs is the involvement of people living with dementia in all aspects of their 

organisation and operations10,11. A more contested aspect is the term ‘dementia friendly’ itself. 

While apparently positive and laudable in its intentions, it has been criticised for advocating 

charitable kindness towards people living with dementia. What is needed instead, it has been 

argued, is a rights-based approach that focuses on the removal of socially imposed barriers and 

on enablement12. Calls for recognition of the human rights of people living with dementia have 

been growing louder in recent years13-15. 

 

There has been growing interest in the concept of DFCs, and a substantial body of research 

exists2. This ranges from studies on what it means to be a citizen with dementia16,17 to evalua-

tions of communities’ activities18 and evaluations of dementia sensitive infrastructure such as 

transport and the design of public and commercial buildings19,20. Most published evaluations 

of DFCs were completed within the first few years of the initiatives having been set upe.g. 21,22,23. 

 

With DFCs now supported by national policy, there is a need to know how they are configured 

and characterised and how they prioritise activities. This paper presents early findings from the 

National Evaluation of Dementia Friendly Communities in England (the DemCom Study, Jan 

2017-Jun 2019), funded by the Department of Health and Social Care. It provides an overview 

of DFCs in the country. The research question that informed this work was: What are the char-

acteristics and foci of DFCs in England?  
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The DemCom Study adopted a broad working definition of DFCs, so as to capture the range 

of possible approaches and encompass groups or organisations that self-identified as DFCs:  

 

A Dementia Friendly Community can involve a wide range of people, organisations and 

geographical areas. A DFC recognises that a person with dementia is more than their 

diagnosis, and that everyone has a role to play in supporting their independence and 

inclusion. 

 

DemCom has drawn on related work on evaluating the impact of WHO’s Age Friendly Cities 

initiative24,25. Together with existing guidance for aspirant DFCs9-11, this work26-28 has 

helped to identify the characteristics of DFCs examined in this article. 

 

 

2  METHODS 

2.1 Identification and sampling of DFCs 

Identification of DFCs and data collection took place between January and June 2017. Records 

of communities that had been formally recognised as ‘working towards being a DFC’ by the 

Alzheimer’s Society11,29 were obtained from the Society. Formal recognition entails a commu-

nity successfully demonstrating its commitment to meeting the seven ‘foundation criteria’ for 

DFCs and monitoring and reporting on its progress towards them9,10. Alzheimer’s Society rec-

ords were complemented by online searches in Google, based on the following search terms: 

“Dementia Friendly Communit*”; “Dementia Friendly *”; “Dementia Action Alliance”; “De-

mentia Friends”. In addition, a ‘Google Alert’ was in place that generated notifications of the 

term ‘dementia friendly’ occurring in news articles.  

 

Following initial mapping of all DFCs, a selection (n=100) were examined in depth. These 

were purposively sampled to reflect the diversity of DFCs by: i) type - DFCs defined by their 

location (e.g. cities, counties) called ‘location-based DFCs’, and DFCs that are organisations 

or entities with a specific focus (e.g. an airport, a national supermarket chain) summarised as 

‘communities of interest’; ii) geographical distribution across England; iii) geographical 

reach/size. Additionally, DFCs were included if the available data indicated characteristics that 

made them distinctive and offered particular opportunities for learning – for example, an ex-

plicit concern with the rights of people living with dementia, or attention to particular groups 

(e.g. Black and Minority Ethnic communities). Only ‘active’ DFCs were selected, defined as 
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DFCs where online sources suggested activity in the previous six months, or whose active 

status was confirmed in a telephone call. The different steps of the sampling process are out-

lined in Figure 1. 

 

2.2  Data collection and analysis 

A multi-method approach to data collection was used. Online searches of DFC and related 

websites (e.g. local government; voluntary sector) were carried out to obtain key information 

on the 100 sampled DFCs. Stansfield et al.30 provide a three-stage framework for systematically 

identifying online information. Initially, Google was selected for the online searches. Next, the 

following search terms were applied consecutively: “Dementia Friendly [name]”; “[name] 

Dementia Friendly Community”; “Dementia Action Alliance [name]”; “Dementia Friends 

[name]”. In a third step, this process was stopped once a minimum of four, and up to seven, 

online data sources for each identified DFC (including DFC website, reports in local media, 

etc.) had been selected from up to four pages of search results. The aim was to identify suffi-

cient online information to complete a data extraction form and gain a comprehensive picture 

of a DFC. Where gaps remained and contact details for a DFC were available, up to three 

attempts at a follow-up telephone call to a stakeholder (such as a DFC Co-ordinator) were made 

to obtain further information.  

 

The data extraction form was based on a preliminary version of an evaluation tool for DFCs 

being developed as part of DemCom, which identified different thematic areas for which evi-

dence needed to be collected. This had its roots in an evaluation tool developed for Age-

Friendly Cities26. Thematic areas for data extraction included how a DFC was led and gov-

erned, what activities it involved, how people affected by dementia (people living with demen-

tia, as well as their carers/supporters) were involved in a DFC, and whether and how a DFC’s 

work was monitored and evaluated (Figure 2). From these thematic areas, key characteristics 

of DFCs were distilled (e.g. size, resources; see sections 3.1.-3.7).  

 

The area of DFC activities was particularly complex. It required close examination that entailed 

categorising all DFC activities identified by purpose and intended target group (see section 

3.5). 

 

All authors were involved in data extraction. Double extraction was carried out for 17 DFCs to 

ensure a systematic and reliable approach. Team discussion resolved how ambiguous data were 
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categorised. Coding and analysis were carried out by four members of the research team using 

MS Excel (version 2016).  

 

This paper is based solely on information available in the public domain. Contacts who were 

telephoned were alerted to this, and only publicly available documents were accessed. This 

phase of the study was assessed as not requiring formal ethical review. 

 

3  RESULTS 

A total of 284 DFCs were identified across England – the majority (n=203) from Alzheimer’s 

Society records of communities formally recognised as ‘working towards being a DFC’, and 

81 from additional sources. Table 1 presents an overview of the characteristics of the 284 DFCs 

identified and how they are reflected in the 100 sampled DFCs. 

 

3.1 Online presence of DFCs 

The online presence of the 100 sampled DFCs was variable, as were the quality and range of 

data that could be extracted for them. For some DFCs fewer than four online sources were 

available, with available sources ranging from one to ten. Insufficient online information to 

populate the data extraction sheet resulted in attempted telephone contact with 22 DFCs. This 

was successful in 13 DFCs, for which additional information was obtained. 

 

3.2 Types of DFCs, geographical reach and size of population served 

Of the 100 sampled DFCs, 72 were location-based, and 28 were communities of interest. It is 

a target for 2020 that over 50% of the English population will be living in a DFC7. The number 

of people living in the location-based DFCs ranged from 850 in a small parish to 5,300,000 in 

a county. The majority of the location-based DFCs covered comparatively large urban areas – 

more than a third (n=27) were towns, and a quarter (n=18) were cities. It is worth noting that 

there were cases where DFCs overlapped, for example where a town with DFC status was 

located within a county DFC. 

 

The 28 communities of interest included housing associations, churches, airports, banks, a su-

permarket chain, a police constabulary, a fire department, a university, support groups, a dental 

surgery, and associations with a focus on cultural activities. Precise figures for the population 

they reached could not be identified. Many were located within location-based DFCs, but ap-

peared to be self-regulating in their organisation. 
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3.3 Origins, organisation and ways of working 

While DFCs have policy support, their characteristics – how they are organised, their priorities 

and the ways in which they work – reflect by whom they have been led, and how long they 

have been in place. The time when the sampled DFCs had been established, or when their work 

on dementia had started, ranged from almost two decades ago (1998, in one case) to the previ-

ous year. The DFC whose activities date back to 1998 had developed from an organisation to 

support carers and people living with dementia among the African/Caribbean community. The 

vast majority of the DFCs (n=89) had been set up or started their activities since 2012, the year 

in which DFCs were endorsed by policy through the first UK Prime Minister’s Challenge on 

Dementia5. 

 

In 45 of the 72 location-based DFCs and 18 of the 28 communities of interest, it was possible 

to identify key aspects of their history that had shaped their evolution. For 21 of the location-

based DFCs, local needs assessments, dementia being a local government priority, and com-

munity initiatives for people living with dementia had formed the basis for becoming a DFC. 

In the case of the communities of interest, joining an already growing movement such as a local 

Dementia Action Alliance 31 and acting on Alzheimer’s Society guidance on dementia friend-

liness played an important role. A further factor was a recognition by the communities of in-

terest of the responsibility they had to people affected by dementia who used their services (e.g. 

church members, shoppers).  

 

In over half of the sampled DFCs (n=53), collaborations between diverse agencies and indi-

viduals had shaped how the DFC had started and was being promoted. Regarding the 72 loca-

tion-based DFCs, public sector organisations such as councils/local authorities, Clinical Com-

missioning Groups (CCGs) and emergency services were involved in the creation of almost 

half (n=34) of them, often in partnership with each other and local charities. Volunteers were 

reported as having had a role in initiating just under a third of them (n=21). 

 

Linked to the support from local government, there was some evidence of political endorse-

ment of DFCs. Of the 72 location-based DFCs, 11 noted the backing and practical involvement 

of elected government representatives (Members of Parliament). The data also indicated polit-

ical engagement, for example in the form of locally elected officials (mayors and councillors) 

participating in DFC related events and activities. In contrast, in a small number of settings 
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(n=3) there was evidence of attempts to keep politics separate, emphasising locally grown lead-

ership and involvement. In the case of the 28 communities of interest, the level of political 

support was not identified.  

 

3.4 Resources 

DFCs had varying - and often multiple - sources of income. For the majority of the DFCs 

studied (n=54) it was unclear how their activities were supported, or if there was long-term 

funding. Where it was reported, funds available to DFCs ranged from £200 from a fundraising 

event to £1 million of government funding for improvements to care homes badged as making 

the borough more dementia friendly. Almost a third of DFCs (n=29) had received grants, com-

monly from their local authority, but also from CCGs and voluntary sector organisations. 

Larger grants were funding improvements to infrastructure. One city council for example had 

allocated £250,000 to making customer facing council buildings dementia friendly. Fundrais-

ing and/or donations were further sources of income identified in a substantial number of cases 

(n=15).  

 

Almost half of the sampled DFCs (n=48) reported access to salaried staff with support from 

local government, health care commissioners, charities and local partnerships. It was unclear 

whether these roles had an exclusive DFC focus, or whether staff were employed to deliver on 

specific projects (e.g. promoting dementia friendly businesses and transport). In 35 DFCs, more 

than one salaried position relevant to the DFC initiative was reported, but only eight DFCs 

differentiated between full time and part time employees. Volunteer input was referenced in 

just over a fifth of cases (n=22).  

 

Three DFCs reported in-kind support for dementia-related activities, including free and subsi-

dised use of facilities such as meeting rooms, and administrative support from a charity. 

 

3.5 Work on dementia - focus and activities 

There is a clear policy imperative for DFCs to address the stigma of living with dementia32,33. 

Among the DFCs there was a strong sense of a commitment to promoting awareness of the 

needs of people living with dementia and finding ways of supporting participation in everyday 

activities. In the 72 location-based DFCs, a total of 269 activities were reported. The focus of 

half (n=132) of these was awareness raising in the wider community, with sessions to create 

Dementia Friends (community members who have gained a better understanding of living with 
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dementia34) (n=45) and Dementia Friends Champions (volunteers helping others to learn about 

living with dementia and become Dementia Friends35) (n=11). Activities that created social 

media presence, information leaflets, and individual events were also widely reported. Aware-

ness raising was also the most common activity among the 28 communities of interest, with 20 

of them engaging in relevant activities, such as running Dementia Friends sessions for staff or 

the wider community. 

 

Some DFCs offered a range of activities and services for people affected by dementia. Of the 

269 activities in location-based DFCs, a quarter (n=69) were identified as attracting/’bringing 

in’ users to venues that had been designated for a dementia-related purpose (e.g. memory ca-

fés). Slightly fewer (n=59) offered activities in which users had opportunities to be involved as 

part of the wider community (e.g. in leisure and sports). There were initiatives and services that 

were designed exclusively for people living with dementia (e.g. reminiscence groups) or for 

their supporters (e.g. carer support groups). In some cases DFCs conflated the need to provide 

practical support and services for people affected by dementia with their role as promoters of 

community engagement and social inclusion. 

 

Despite policy directives to promote the rights of people living with dementia as citizens and 

to challenge environments and attitudes that disable and stigmatise them13,14, only two DFCs 

made explicit reference to a rights-based approach informing their work. 

 

3.6 Involvement of people affected by dementia  

The involvement of people living with dementia and their supporters and carers in the setting 

up, running and monitoring of DFCs indicates their recognition as experts by experience, or 

active agents able to direct, contribute and participate17,36. There was evidence of involvement 

for a fifth (n=20) of the sampled DFCs. This included people living with dementia acting as 

chairs of meetings, contributing to steering groups, and carrying out audits of how dementia 

friendly the local environment was. For a slightly larger group of DFCs (n=27), involvement 

could be inferred from references to consulting people living with dementia on DFC priorities, 

and a narrative on the importance of involvement. Statements emphasising the fact that people 

affected by dementia were contributing to a DFC were common. In over half of the DFCs 

(n=53), the extent and nature of involvement was not described. The ways in which the contri-

butions of people affected by dementia shaped DFC strategy and activity also remained un-

clear. 



 

 
This article is protected by copyright. All rights reserved. 

3.7 Monitoring and evaluation 

In a third of the DFCs studied (n=33) formal monitoring and evaluation were mentioned, de-

fined as efforts to assess performance and/or progress within the DFCs. This included evalua-

tions of specific projects (e.g. setting up a dementia friendly high street). More than half of 

DFCs (n=55) provided updates on what they had achieved. Commonly used indicators were: 

numbers of Dementia Friends and Dementia Friends Champions; number of dementia friendly 

businesses and dementia-related activities; achieving DFC recognition by the Alzheimer’s So-

ciety; and extent of membership of a Dementia Action Alliance or comparable group. In two 

of the DFCs, monitoring and evaluation had been planned but not progressed beyond an ex-

ploratory stage of what data could be collected. In three DFCs there were accounts of how 

findings had led to documented changes, for example activities being altered based on feedback 

from people affected by dementia. In one further DFC a self-assessment of progress made 

against recommended actions for becoming dementia friendly had been used for review and 

planning. Outcome measures such as number of people affected by dementia known to a DFC, 

evidence of barriers to participation being removed, and examples of changes in service provi-

sion (e.g. signage; transport; use of culture and leisure facilities by people living with dementia) 

were either not stated or implied. 

 

4  DISCUSSION 

England is one of the few nations in the world to have incorporated the creation of DFCs into 

policy3. DFCs are spread across the country. The presence of a DFC is associated with the 

number of dementia cases (known and unknown), but not with the proportion of the population 

with dementia (prevalence)37. This scoping of DFCs has provided the first national overview 

of DFCs in terms of their key characteristics - how they are organised, how they involve people 

affected by dementia, what the focus of their work is, and how they measure impact.  

 

The findings reported here are similar to those presenting the experience of Japan, where gov-

ernment endorsement coupled with support for implementation through campaigns and policies 

resulted in a proliferation of DFCs4,38. Statutory agencies, and especially councils/local gov-

ernment, working in partnership with different bodies and through local collaborations such as 

Dementia Action Alliances, have played a central role in the setting up, management and re-

sourcing of the DFCs reviewed.  
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The main emphasis of the reviewed DFCs was on awareness raising. There was evidence of 

the ongoing involvement of people living with dementia in DFCs in advisory, operational and 

strategic capacities. However, the centrality of citizen involvement was not as clearly articu-

lated as in the literature10,11,39-44. This implies the need for further research that can provide a 

more detailed picture of both the extent and the nature of involvement.  

 

DFCs have been promoted as a potentially cost-effective model for supporting people affected 

by dementia. Attention has been paid to the economic aspects of DFCse.g. 45,46. An analysis by 

Green and Lakey40 indicates the cost saving potential of DFCs where they enable people living 

with dementia to live in the community for longer, thus delaying their admission to institutional 

care. The majority of the DFCs studied did not report how they were resourced. The involve-

ment of local government, as well as health care organisations and charities, can improve ac-

cess to funding. However, the ad hoc and often short-term nature of funding that was reported 

raises questions about what resources are required to enable people affected by dementia to 

participate meaningfully in their local communities. Investment of people and time in raising 

awareness was the favoured approach, and it may be that increasing acceptance is a key enabler 

for people affected by dementia47. Given the absence of a publicly available strategy, it is not 

possible to know how DFCs use resources, or what resources they would need, to achieve 

objectives.  

 

DFCs have the potential to contribute over time to improving the quality of life of people af-

fected by dementia. Monitoring and evaluation were underdeveloped in the DFCs reviewed. 

Pursued from the outset, they could help communities to focus on what enables people affected 

by dementia to live well, and evaluation guidance for DFCs is available e.g. 48. However, an 

evidence-based evaluation tool able to support internal review, planning and national compar-

isons would encourage a more systematic and strategic approach. 

 

In a critique of how businesses become dementia friendly, Connell et al.49 draw on a civil 

society perspective50 to explain the stages that organisations go through when engaging (or not) 

with people living with dementia. Starting with denial that dementia is a problem that needs to 

be addressed, they ultimately achieve normalisation where the needs of people living with de-

mentia are seamlessly integrated without being a niche activity or market. Evaluations of the 

Bradford and York DFCs43,44 make similar points. They suggest that enabling people living 
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with dementia to access mainstream services is where DFCs should start, whilst accepting that 

dementia specific activities can sit alongside accessible mainstream services. 

 

… it should be a starting point that people with dementia should be able to access main-

stream services and resources in a Dementia Friendly Community alongside everybody 

else – this is, in essence, the core meaning of the term. At the same time, people with 

dementia should also of course have the right to choose to engage in specific ‘dementia-

only’ activities as well.44, p.24 

 

The findings suggest that access to services, and concern with the rights of people living with 

dementia, were not the starting points for most DFCs. This implies a need to observe further 

how DFCs are responding to growing calls for recognition of the rights of people living with 

dementia, to identify if action is required. A focus on awareness raising arguably signalled that 

most DFCs were concentrating on building structures of support and community responsive-

ness. Evidence of tangible progress on these issues, however, was difficult to find. A few DFCs 

also offered dementia specific services. These, some would argue, could have the unintended 

consequence of further separating people living with dementia from their community15. While 

policy support and a system for formal recognition of DFC status have provided an impetus for 

DFCs to be set up and/or start their activities in England, they have not led to a consistent 

national approach. 

 

This work and the related review of how DFCs have developed internationally47 demonstrate 

the importance of an evaluation framework that enables a nascent DFC to identify from the 

outset relevant progress and impact indicators and a plan for measuring these. 

 

The research has limitations. It provides a snapshot of DFCs that is constrained by the availa-

bility of online data, specifically where no follow-up telephone calls were made. There is a risk 

of relevant information being under-reported. For example, the role of volunteers or of in-kind 

support in the DFCs may be greater than the findings suggest. There is a potential selection 

bias in that the 100 DFCs were purposively selected, although the consistency of their charac-

teristics would suggest they are not atypical. Online resources are only as useful as they are up-

to-date. As the means by which people affected by dementia can locate information and sup-

port, they are a proxy measure of the visibility and accessibility of a DFC. The fact that 26 

DFCs of the original 284 DFCs did not appear to be active is worth noting. 
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5  CONCLUSION 

The findings provide the first national overview of what DFCs are and how they operate. DFCs 

in England are characterised by variation on key features including type, resourcing and activ-

ities. In order to arrive at an in-depth understanding of how DFCs can enable people affected 

by dementia to live well, there is a need to move beyond description to establish the criteria for 

‘good’ DFCs in different settings and for different populations. These findings provide a ref-

erence point for future work and monitoring of change over time. They have informed the next 

phase of the DemCom study, in which selected DFCs are being examined in detail, and where 

an evaluation tool for DFCs is being developed. 

 

Data Availability Statement: The data that support the findings of this study are available 

from the corresponding author upon reasonable request.  
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TABLE 1 Overview of number of DFCs in England (n=284) and sampled DFCs (n=100) ac-

cording to sampling criteria 

 

Sampling criteria  n out of 284 

DFCs† in 

England 

n out of 100 

sampled 

DFCs† 

Type of DFC† 
Location-based 251 72 

Communities of interest 33 28 

Location in England 

South West 49 14 

South East 47 11 

London 14 7 

East of England 40 13 

West Midlands 22 10 

East Midlands 14 4 

Yorkshire & Humber 28 10 

North West 34 15 

North East 25 7 

National or N/A 11 9 

Geo-

graph-

ical 

reach 

DFCs† that 

clearly define 

their geo-

graphical 

reach 

County  15 8 

City 30 18 

Town 123 27 

Village 14 3 

DFCs† that 

have less 

clear bounda-

ries/align 

with local 

administra-

tion areas 

Unitary Authority 5 5 

Borough 19 4 

District 24 3 

Parish 12 1 

Other (including communities 

of interest) 

42 31 

Additional features 

Data indicate concern with hu-

man rights of people living 

with dementia 

8 8 

Data indicate attention to par-

ticular groups (Black and Mi-

nority Ethnic; Lesbian Gay Bi-

sexual Transgender) 

7 7 

No additional features 269 85 

Active status 

Yes 204 100 

No 26 0 

Missing data 54 0 

 
†Dementia Friendly Community 
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FIGURE 1  Selection process for 100 sampled DFCs in England 
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FIGURE 2 Data extraction form for sampled DFCs 

 


