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Foreword

Europe is facing the challenge of a rapidly ageing population. There are more than 8 million people in
Europe living with dementia, and this number is expected to grow. In the absence of a cure,
communities shouldsupport people withdementia to enable them to live well. The community

approach is beneficial to change the attitudes and the perception towards people living with dementia

and to see in them an opportunity for society rather than a burden. With this in mind, the Foundations
involved in EFID,KtS 9 dzNB LISy C2dzyRI (A 2 yde€dedLty support thd S 2y
development of sustainable and inclusive environments for people living with dementia and their

carers.

What are the trends? How do communities in Europe reacth® ¢hallenges linked to dementia?

What are the factors that enable the development of inclusive and sustainable communities fo

people living with dementiaNumerous practitioners across Europe have been asked with the
LIdzN1J2 4S8 2 F WY LAAS/AE O ySRE ARNIAgyATYy A ydkld Al G&a SG 2F dzy RS
Wementiafriendly communitie€DFCs). There is no agreed definition of wh&leamentiafriendly
communityqds, and this report does not claim to provide one. Instead, the report olewedence

based outcomes from the research carried out over the years 2014 andi@0d8eral European

countries.

Through this report, we wish to invite readers to explore the variety of initiatives existing in Europe to
support people living with demeia, not only to enable them to live well in the community but also

G2 0SS FTOGAGBS OAGAT Syad ¢KAA&A WYl LILAY3 WaneniBSe Q &K
friendly communitief although these are just a few examples of many more activitigshumave

been initiated throughout Europe. The variety of grasst and communitybased initiatives on
RSYSYUAl RSY2yadN)} G§Sa GKIG F a20A1t wYy2@SYSydaQ
dementia is gaining groungrogressively. However, there islsa lot to do. As people live longer,
foundations should strengthen and support civil society organisations in their endeavours in making
communities more inclusive for people with dementia.

One of the respondents of the survey stated tiia® dzNJ &a danSgeédto give time to life but
now we need to give life to tinde EFIDwants to be a solid vehicle enabling commurigsed
organisations to give people living with dementia a stronger voice, to empower them to be present in
their community, and to ecourage all the actors of our society to take responsibility for their fellow
citizens.

I hope the work that EFID has started in Europe on promoting better lives for people with dementia
and their carers will encourage other donors, public authorities eitizens to take the initiative and
to contribute in shaping communities we really want to live imith or without dementia.

Dr. Bernadette Klapper

EFID Chair



Summary

The aim of tis study was to gatheinformation aboutthe so called?/ R S Y SFyNRASIY Rt @ O 2 Y Y dzy A
across Europe to increase understanding, knowledge and awareness. It was commissioned by the
9dzNRB LISIY C2dzyRFGA2YyaQ LYAGALFGAGDS 2ygowdmedtgfi Al 09
organisation (NGO), the Mental HeaRbundation in 2014nd 2015

It is estimated there are 8.7 million people in Europe with demetementia¥ NA Sy Rf @ 02 Y Y dzy A
is a term given talescribe a wide range of activities, projects and initiatiaesed at improvinghe

guality of life forpeople with dementia. The main methods of information gathering were:

1 An online survey (n=194 respondents)
1 Telephone interviews (n=17 interviewees)
1 A literature review

Online survey respondents and interviewees includaeebple working for dementia orgasations

local and national NGOisealth and social care servicéscal, regional and national governmenasnd
academicsThe detailed findings from the online survey, telephone interviand literature review

are contained in appendice&C. The reportincludes a number of examples ¥R S Y Sriéndly |-

O 2 Y Y dzyvdrkifrdr2across Europ@oweverthese are not intended to be a comprehensive list of

all the activitytaking placeConcepts, approaches, and practicesoR S Y SFYNBASlY Rf @ O2 Y Y dzy
in Europeare analysedn order to describeeommonalities differences, strengths and weaknesses,

and to draw up a set of underlying principles and recommendations with regafdiR& Y Sriéridiy |
O2YYdzyAGAS&Q

Smekeyfindings related to QRS Y S S ¥ Rt &8  O@nceptzgnkl firidciplesre asfollows:

T W/ 2YYdzyAtieQ 61Fa RSTAYSR YlIAyte Ay (GSNyxa 27F 13
communities of identity(i.e. LGBT, ethnic minorities) interest.

f Confusion could arise between making a 2 NH | Yy A & | ( dethghtiaRiendlyd SNIPROS L
developing? RS Y SFYNBASIY Rf & Qi ¥6ivhdzys anlichp®réag building block of the
latter but on its own does not create R S Y SFEYNRASlY Rf @ . 02 YYdzy A & Q

§ The study focused on people with dementiad OA GAT Sya |yR WgK2t S O2
LIS2 L)X S RSTAYSR 08 UGUKSANI RSYSYUGAl & WLI GASY
the role of health and social care services or dementia specialist organisditiovesverit was
clear from the ofine survey responses that these services and organisations often played a
vital role in developing and supportifgR S Y SFYNRASIY Rt @  (DReMortleyfatt thatS a Q
many people with dementia use these services and organisatibissimportant to inaide
them in activities aroundP R S Y SFYNRASIY R &  Qwpilé Weidayinig & fo&isiaR people
as citizens, not solely defined by their dementia.

 SomeWRS Y SIYNRASIY Rt & irDigtivey weyeldd Byational organisations, regional
ormunicipalgo8 Ny YSy ia IyR 6SNB ljdzAdS OSYUNIftA&ASR |y
AYAGALFI GAOPSa 6SNB 201t O2YYdzyAides 3INFaaNrpz2i
these two approaches well, others perceived or experienced tensions. However, activity of
either type appeared to be beneficial generatng more dementiafriendly awareness and
activitiesin the community or communities where it took place.



1 Communities are diverse and community development needs to work with diversity in
relation to manycontextual factors including demographics, culture, geography, and public
policy. For the reasons described above the developmeHt BfS Y SFYNBASIY Rf & O2 Y Y dzy A
therefore must work with and reflect this diversity.
f Inthe current study,tere were very fewitiksidentifieddo S 6 S SYNWE ARt & AYAGAL @
WRSYSYNRASIY Rt 8  ObweVedzgharé is SofeMial and opportunity for learning
FyR O2ftfl 02Nl GAy3d 0SGsSSy (KS (g2 WY20SYSyidad
9 Addressing issues of resources and sustainability were considered to be vital; it is unrealistic
to expect most? RS Y SFYNRASIY Rt @ @ deintidegdrotishsiamed by communities
themselves without some government commitment or suppéinding wgs of evaluating
and demonstrating the impact 8 R S Y SFyNBASIY Rf & B 2 dfucidkypakt 6fAhS bud
there were limited examples of evaluation tools and measurements of impact.

The studyalso collected information onpolicies and strategies relag to WR S Y Srérdly |
O 2 Y Y dzy. InipatiBula) theesearch found out that:

 There are some Europeawide initiatives that include support fok R S Y Sriéridy |-
O 2 Y Y dzy bButind $ngl@agreed model for whataR S Y SFyNIASY Rf & isO@r¥sY dzy A { & ¢
there a comprehensive European programme supporting the developmet# &S Y Sy i A |
TNASYREE O2YYdyAadrasdan

I Six countries had governmentled national dementiastrategies that supported the
developmento RS Y SFYNRASIY Rf @ 02 YYdzyAGAS&aQ

T ¢KSNBE 6SNB aSOSNIf ylFdA2ylf LINRa3shdationpthat f SR
supported the development 6P RS Y SFEYNRASIY Rf @ 02 YYdzy AG A S&aQ

 MostWRS Y SHNRASY Rt & acligity Wadzaking plae at regional, municipal or local
levels.

(@]

Fouressential factorsvere identified as key elemenis developingd R S Y SFYNIMASIY Rf @ O2 Y Y dzy A
These were:

1. Providing taining, education andwarenesgaisingabout dementia

2. Active inclusion and involvement of people living with dementia (togethién the
involvement d the communitiesn whichthey live)

3. Encouraging and supporting partnerships, networks and collaborations focused on
developingP RS Y SRNASIY Rf @ 02 YYdzy AGASaQ

4. Securing and sharing resources for developiig S Y Srigidliy®2 YY dzy A G A SEA Qd

In addition to the concepts angrinciplesdescribedabove severalstrengthsand challengeswvere

identified relating to thedevelopmentof Wementiafriendly communitieQStrergthsidentified in the

study included numerous European counsrigpplying these four essential factors in practice, in turn,

improving the quality of life and welleing of people with dementigcurthermore, he diversity of
people,organisations and countries involved ideveloping? R S Y SFYNIASIY Rf &  Q@addsy dzy A U A S
space for innovationcreativity, new partnerships anesources¢ and newconceptualisations of

dementia itself, and the way society responds to it.

At the same time,he studyindicated thatthe level ofdiversityand different approaches utilised may
be off-putting for organisationsvanting todevelopW R S Y SFyNRASIY Rt @  GadYwiadmag 0 A S & Q



be unsurewhere to start or what to do.Differencesin culture, language, and systemean that

O2y OSLIia adiOke @ 42 NOIORNW@A/dza A 2y Q Y Idiferentfy. It dzgfiRiGINE (0 2 2 R
that initiativesdevelopingP R S Y SFYNRASIY Rt &  Gndt 16sizgightiok paple with dementia

being at the centre of these activities, and maintaining a view of thempemple, citizensand equal

members of society, nqtist service users or patients.

Drawing upon theindings from the reporit is possible tadentify i KN3S 3ISy SN} f aRSao
groupingsthat we hope may be helpful for organisations wishing toibweolved in developing
WRSYSHNRASlY Rt &  (DRgramdzyPaxansng/ 3o R S Y SFYNRASHY R & | Q2RI YA YHkyUABGCE
describes these stef{page 44)

Finally, the report conclude®y outliningl Yy dzYo SNJ 2F Ll2aairoftS | NBSLa 27
support further development o R S Y SFYNIRASIY R &  @cPoss¥Edmpa. i A S & Q



1. Introduction

This report describes the findings from a studyvbiat is commonly referred to a8 R S Y Sriéridy |
O2YYdzyAGGlASEAQ AY 9dzNRPLIS® 'a GKS ydzYoSNER 27F LIS2LX
European nationsnational, regional and local governmentsealth and social care servigason-

governmental organisations (NGQahd busineses have been developing a humber of approaches

to support people with dementia to livas well as possiblé the community. These approaches are
O2YY2yteé& o00dzi y20G Fftgle&ad RONPOWRISER O2Y YRA A S A SIA
however, there las been no Europeanide study oM R S Y SFEYNRASIY Rf @ 02 YYdzy AGASaQ

¢CKS 9dzNRBLISIY C2dzyRFGA2yaQ LYAGAFGADBS aypup®SYSy i Al
European foundationsomprisedof The Atlantic Philanthropies, the Fondation Médéric Alzhejme

the King Baudouin Foundation, the Robert Bosch Stiftung, the Joseph Rowntree Foundation, the Genio
Trust and the Life Changes TrusEID through the Network of European Foundations (NBE)yks

towards changing societal perceptions of dementia througk S & dzLJLJ2 NI 2 F f 2 Ol f
mission is to improve the lives of people with dementia by enabling a dem#ieradly and inclusive
environment in communities across Eurof#=ID also works towardsssemination of good practice

and strengtheninghe network of practitioners engaged HHR S Y SFYNIRASlY Rt @ J8 YY dzy A (i
support thisEFID has made 209 Calvdrd€ to organisations in 11 different countriélsat focused

on creating inclusive, sustainable environments and promoting active citizefmhjpeople with

dementia (these projects are listenh the website of EF)D

In 2014 EFID commissioned the Mental Health Foundatisocial research, development and public
affairs NGOn the UK- to undertake this study intél R S Y Sriéridly Eommuri (i ’a@ossCEurope.
This report describes the findings from that study.

Structure of the report

The report starts by giving a brief background to dementia and the emergenédrdd Y Srierdly |-

O 2 Y Y dzy. At ih&nSgaeq on to describe how the survey was undertaken and the concepts and
parameters that were used, as agreed between the Mental Health Foundation and the EFID Steering
Committee. As the report is a synthesian online surveytelephone intervievs and a literature
review (all of which are contained as Appendicebg & C A y RséctfoR & structured in a particular
way that best reflects thisAs such,lie & C A Y RskcyloB &tadrts with observations abohbw the
findingschallenged the initiatoncepts and parameters for the survey, together with some other
important conceptual aspects that emerged. It then goes gorésentresultsseparatelyat European,
national and municipal leveldbefore considering commonalities, essential factors, diffees,
strengths ancthallengesin conclusion it suggests some principles for developii®)S Y Sriéridly |

O 2 Y'Y dzy @nd maksre@ommendations for European and national bodies.

The report includes a number of examples®BR S Y SFyNRASIY R &  wo, Yrdohuatross & Q
Europe howeverthese are not intended to be a comprehensive list of all the actteiking place

I http://www. efid.info/



acrosstEurope.This includes some projects that receivadEFIDawards(identified throughout the

report). Examples of dementifriendly activities and quotes from the survey responderaisd
intervieweesare presented in boxesiumbered from 1 to 32throughout the report.These are used

to illustrate general themes described in the sectiohthe reportwhere they ardocated not specift

points or findingsEFID will be producing an online collection of case studies with theaDén&ntié

friendly community case studieacross Europea mapping commissioned by the European
C2dzy RI A2y aQ L y&, usinglinform@tidrgazhgied i Siersaryel, kohformWRS Y Sy G A |
FNASYRf & wOrRiNFudageA (i & Q

The detailed findings frorie online survey, telephone intervievasd literature revievare contained

in appendice#\-C The literature review and online survey are brokkwnby country and numerous
examples quotes and referencesare includedto illustrate the range and diversitgf WRSY Sy (A |
FNASYRf & paicevanssiEirspa. The main repdnawsupon these appendices but does

so quiteselectivelyin orderto reman conciseand focused. Theeaderis therefore recommended to
browsethe appendices i§/he wantsto consider in more detail, the data that informetthe findings
presentedin the mainreport.

2. Background

2.1.Dementia

Dementia is a ternusedto descibe a range of organiand progressive brain diseaseal of which

cause a decline in cognitive abilities including memory, thinking, communication, concentration and
perception. In the later stages of dementia physical functions are also affected. T§tecomomon

F2NXY 2F RSYSyGAl A& !'fT KSAYSND&a RA&SIHaS gKAOK 7T
is the greatest risk factor for dementia but it is also linked with diabetes, hypertension, smoking and
learning disabilities (e.qpown@syndrome). There are no cures or universally effective treatments for

any form of dementia.

In 2013 Alzheimer Europe (a Europdde NGO which represents national Alzheimer associations)
estimates there are 8.7 million people with dementia living in tBex®mber states of the European
Union and an addition&00,000people in Switzerland, Norway, Iceland, Jersey and T#telyeimer
Europe Dementia in Europe Yearbqdk013) This figure is set to rise because most of the western
European nations have aimg populations.

Most people with dementia live in their own homes in the community. For example, in the UK two
thirds of people with dementia (around 600,000 people) live in the community. Residential or
institutional care (care homes and hospitals) amainly provided for people in the later stages of
dementia as their condition deteriorates and more professional care is required. Historically dementia
has been undediagnosed or only diagnosed late in the iliness. Consequently, until recently, the main
focus of health and social care services, as well as dementia organisations such asad®Esn on

2¢ KS Y LILIADEAentiafridnifyddnimy A G & OF aS &addzRASa  ONR&a 9dzNRLISE
www.efid.info


http://www.efid.info/

the care and support of people with more severe dementia. Family members have been the main
source of care and support for people with dementia livinghia community although NGOs have
alsoplayed an important role.

However, diagnosis rates have increaaad the numbers of peoplenown to be livingvith dementia

has grown, especially people in the early stages ottiralition As a resujthere has ben growing
recognition that organisations and busines#n the community, as well as communities in general,
need to ensure that they can also provide appropriate suppmensure thatpeople with dementia

are able to live as well as possible. Public mitress such adibraries parks leisure centresshops and
businessestransport servicesfaith communities civil society organisationg@mployers and many
other organisations that have contact with the public may all be used by people with dementia
However,until recentlythey have not considered how they make themselves accessiblpeople

with dementia The stigma associated with dementia, ignorance of the condition, and practical
difficulties that people with dementia experience as a resulasgociatedimpairments all create
barriers and obstacles fdivingtheir lives as normally as possible in the community.

At a time when public servicesuch as health and social cane most countries have been under
enormous financial pressures, usualljthout a strong focuof working with communitieqin the
broadest sensg andwith the numbers of people with dementia steadily incres both government

and society has begun t®cognise that a new approach is needed. This is the origin of the move
towards developing? RS Y SFYNRASlY Rf @ 02 YYdzy AGAS&Q

2208 Al AECERT A1 U AT 11 O1 EOEAOS

Japan is widely credited for being the nation whi#fementiafriendly communitie€began. Wih an
ageing population (25% of Japangseopleare over the age of 65) and a systemcafe that was
struggling to cope with the numbers of people with dementtee Japanese governmerin 2005
developed a communitfocused policy of supporting peopletiv dementia. Many elements of this
policy involved improving care services in the community but it also invdlyadarenesgaising 2)
challenging the stigma associated with dementia (the tarsed ford RSYSY GA Ll ¢ 41 &
because of its negative nootations and replaced with another tefjp and 3) training volunteer
supporters for people with dementia (4 million people had been trained by 2012). With the Japanese
model in mind, governments and NGOs in a number of European countries have devetapgd af
WRSYSHYNRASIY Rf & idtiatives.dagihang &hd Belgium were among the first countries
wherethese developmentsook plae butseveralother countrieswere not far behind.

There is no single model or template fordR S Y Sriénidly Eommuy” A (o2 HAw to develop one.
Definitions2 ¥ &G 02 YY dzy A ( & £€F NIRYSRAR/GiBnSidadly dsidoes the relationship
betweenthe processesor developingaWR S Y SFYNRASIY R &  afahe sutyhiedf @what a
WRSYSHNRASlY R &  IGoRsYIKedayf Xedld lke! f T K S A Y S NIt&matiariala(8Da S

2 dz

published a booklet in March 2015 containing informatiorddR S Y SFYNIRASIY R & pfojaceY dzy A (1 & |

3 Before2004, the term for dementién Japan wadO K kK K Aigalcompoundvord, with chimeans foolish
and stupid, anK lmeans foolish and abseminded. When paired, bothharacters have connotations that
can be interpreted as insultirend stigmatising. 12004 the termwas officially changed as part of a public

GNAY ORA &SIk ya aNBO23yAiGAiAzy RA&SH&Sé®



from countries and regions across the wor3eMmentiafriendly Communities (DFCsNew donains
and global examplgsThe booklet highlights six areas of conmity planning which it suggests should
be the focus ofdlementiafriendly communitie®

Public awareness and information access

Planning processes

The physical environment

Access and coitgeration for dementia among local businesses and public services
Communitybased innovation services through local action

Access to transportation

=A =4 =4 =4 -4 4

This survey came about partly because of the diversity in practice and approach, atigtopdentify
commonalities indefinitions and practical activity in the development of WR S Y Snéridly |
O 2 Y'Y dzy dcrossEnrape.

3. Aims and objectives of this stud y

The aim of tis study was to gatheinformation about¥ R S Y Sriérddiy® 2 Y Y dzy dcross Busioge

in orderto increase understanding, knowledge and awareness. This information would be used to
analyse concepts, approaches, and practiced 8 S Y SFYNRASIY Rt &  OENopemytiitier S & Q
intention of descriling commonalites, differences, strengths and weaknesses, and to draw up a set

of underlying principles and recommendations with regart&® S Y SFYNIASItY Rf @ O2 Y Y dzy A {0 A

4. Methodology

Planning, collecting and analysing data took place over a twelve month perivédretay 2014 and
May 2015. There were three main data collection activities:

1 An online surveysge Appendid)
1 Telephone interviewssge AppendiB)
1 Aliterature review (see Appendix C)

Interim findings from the study were presented and discussed at Hh\&érkshop in Dublifin March

2015 for representatives of local projects that had been selected for an EFID award as well as
delegates from the EFID funding organisations. This provided useful feedback and additional
information that have informed thiseport.

4.1.Online survey
The online survey was carried out between October 2014 and January 2015. It was disseminated via

0KS aSydalf |1 S| {K (incladinyaRrailodt @ gISE0+ delSgatgsavNd atiended the
AlzheimerEuropeconferencein Glasgow in October 2014id throughnetworks ofmembers of the

10



EFID Steering Committe&n emai) inviting peopleto complete the survey was usedwas available

in Englishand severother European languages. The survey itself ais® availablein Englishand
seven other European languageseAppendixA ¢ Report of findings fronthe online survey, for more
details) Respondents were sedelecting; it was not possible to know whether they were a
representative sample according to location, radetivity or views expressed. The breakeh of
responsesan be seein Table 1

Tablel. Breakdown of online responses

Country Number of respondents
England 65 (33%)
Belgium 22 (11%)
Scotland 21 (11%)
Germany 19 (10%)
Republic ofreland 15 (8%)
France 8 (4%)
Italy 6 (3%)
Netherlands 6 (3%)
Austria 4 (2%)
Norway 4(2%)
Wales 4 (2%)
Northern Ireland 2 (1%)
Bulgaria, Czech Republic, Estonia, Finlz 1 each
Slovenia, Spain, Switzerland

Unknown 11 (6%)
19 countries 194

Note: The four UK nations have been shown separatétytotal there were 92 responses from the
UK.

4.2. Telephone interviews

Seventeertelephone interviews were undertakemepresentingeight different countries. Potential
interviewees were selected via the online survey but also as advised by the EFID Steering Committee,
partly in order to ensure a mix of strategic and local perspectivesAppendixB ¢ Thematic analysis

of the telephonemterviews, for more details).

Different methodologies and analytical approaches were used for these activities which are described
in each of theappendices. Howevethere werefour keyfocusareas that were used in the analysis
for all three data collection activities:

 Identifying the kinds of activities taking place to develBR S Y SFYNRASIY Rf @ @2 YY dzy A (
as many different countries as possible across Europe

 Identifying the key concepts, factors and building blocks for develo@iyS Y Sriéndly |
O2YYdzyAGAS&EAQ

9 Identifying possible strengths arathallengesn the different approaches and activities

11



9 Identifying conceptual and practical differences and similarities in the development of

WRSYSIYNRASIY Rf @ @ceoss¥Fdmpa (A SaQ

Note: Unless otherwise stated indhext, all quotes are taken from responses to the online survey.

4.3. Literature review

The literature review was carried out between May 2014 and October 2014. It was a rapid literature
review mainly involving an online search using the tdtementiafriendly community/ communitieQ
translated into a number of different European languages &ppendix G Literature Review, for
more details). Advice was taken from members of the EFID Steering Committee about variations to
this term in differ/f & O2 dzy i NA Sa 6 SdId A ybierC\Wieyades lanklddie 6 | &

RQ! f 1 Kadilac@nMbinauté locale-a t A Ay 3 5S¢t f

documents reviewed is in Table 1.

Table2. Breakdown of documents reviewed

gAOGK RSYSyuGAl
commonly used term). Finally, staff working on the project at the Mental Healtindation were
familiar with much of the critical literature from the UK but asked members of the EFID Steering
Committee to identify other European publications, which they considered important for informing
the survey. Where literature or websites wdrelanguages other than English, staff at the Mental
Health Foundation and translation services were used to translate them. The breakdown of

Country

Publiations/literature

Webpages

Belgium

3

Cyprus

Denmark

=

[ITENEN

England

N
N

=
w

Finland

France

Germany

glr| k.

Italy

ROk~

Luxembourg

Netherlands

Northern Ireland

[CSRENE

Norway

NININF|

Portugal

Republic of Ireland

Scotland

Spain

Sweden

R WwWw ol

Turkey

Wales

wlkR|(Rw kNN

Europewide

alw|

4

Memory-friendly  communities  (Se¢
section on Language, culture, systen
below)

3 (Englang2; Scotlandl)

Total

59

71
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Note: The four UK nations have been shown separatatytotal there were 2&ublications and 23
webpages from the UK included in the review.

4.4 .Clarifying conceptsand parameters

It was important at the start of the study to have some clear parameters about its focus. This was
important in relation to the theoretical conceptand definitions that the study was using and
investigating. There were four areas in particular that EFID and the Mental Health Foundation agreed
neededacknowledgement or clarificatioat the start:

f 5STAYAY3I Hhaughodey tb dtieefinitios it was agreed thahis was generally
taken to be geographically defined

T /tFENRARFeAY I {KS definfiadrisndizy @ §/ Ro SHREEE'SYWRIMEG ©2 YYdzy A
it was agreed thatlementiafriendly activities within a service, organisation, etc. r@eot
seen to be the same as®@R S Y SFYNAASIY Rt & uBiesy theyzyievaiedplicitly linked
with widerWR S Y SFYNIRASFY R @ indigtiveX dzy A G & Q

1 The role of health and social care services and specialist dementia organisatitenEFID
Steering Comnittee made it clear thathe provisionof health and social care services for
people with dementia(regardless of who delivers these serviogaks not theprimaryfocus
of the study sincehow people use those services was defined by their dementiabpdieing
a member of a communityThe aim of the study was to collect information about initiatives
and activities that went beyond these services and were community and cioresed

I Language, culture, systems these contextualdifferences betweencountries, and the
enormous diversity of populations and communities across Europe, was acknowledged as
posing particular challenges for this study.

However as the next chapter describes, the findings from the study pasgedlengesto these
conceptsandparameters.

5. Findings

5.1.Concepts and parameters

Although the study had agreed parameters in order to give it sufficient falsase were challenged
by the findings from all three elements of tiseudy.

$SAZET ET ¢ OAT I 1 OT EOUS

W/ 2 YYdzy A (stu@y wasybroadli defined and understood as being geographioahtries,

regions, municipalities, cities, towns, villages. At one level this was common sanspeople with

dementia lived in these communities and activities to deveR S Y SrigiidA @ O2 Y Ydzy AGA S
ISYSNIfte G221 LIFOS Ay (GKSasS aStiray3aod | 26SOSND
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also be defined in other ways and thesnergedparticularly in the telephone interviewsas this
interviewee describes:

aL f A geRyhbauyhood &8 | have loads of communities which are around
the different things that | do and that | am interested in, you know. Friendship,
particular places that | go and do things with other people, | am a musician so |
have a whole musician commiing I NP dzy R 3IA3a yR (KAy3asz L
communities being a single entity

/| 2YYdzyAGe O2dZ R 06S dzaSR (2 RSaONROS | O2YYdzyiie
community, a sporting community, or in some cases, a retail business comnfergtyshops and

& dzLIS NI I NJ S { a acbuidaldbbeusel wrgesciib® Grous people from differentountries

that share a common identity and culture, even though they may be geographically dispEmed
exampleall European countries have somegiee of diversityithin the population most notably in

terms of having significant Black, Asian and other minority ethnic gradpsever other types of
groupsalso existwhich span ethnicity but remain a minorjtguch as Lesbian, Gay, Bisexual and
Transgender groupd.GBT.)Many countries recognise that these are communities in their own right,

even though they spread across a number of geographical dfeagxample, oneterviewee noted

that,

G Ly CNJI y OShaslatvayy tifedggnseliol fortasce, ethnic minority and
a2 2y {2 a2YSGAYSa AGQa y24 Of SI NJ

Dementia affects these population groups just as much as the rest of the populBéople with
learningdisabilities aralisproportionatelyaffectedby dementia anaxperiencevery high prealence

rates atearlier ages than the rest of the population; it could be said that tla¢go represent a

community ofsharedidentity. The study found little evidence # RS Y SFYNIASIY Rf @ ©r2 Y Y dzy A
activitiesthat were defined bycommunities of inerest or identity although there was not a specific

brief to investigate this issde

I FAdZNIKSNJ LI2aaAroftsS O2YLX AOFGA2Y OARSYGATASR Ay
understood in terms of formal structures such as municipalities governed by public authorities, as
compared to definitions involving informal social networks afividuals and organisations in a less

well defined geographical space.

Thismeantthat the focus ofV R S Y SFYNIRASIY Rt & aCiigitstoald Maiyssignificantly, from
activities driven bypublic serviceso the activitiesconducted bycivil society oganisations, informal
groups, and individuals.

4In September 2015 the Joseph Rowntree Foundatidslipied its reports on work being done to develop York

and Bradford in England as dementfigendly cities. Time did not permit these to be included in the literature
NEOASE 2NJ YIAY 02Re& 2F (GKS NBLRZ NI 0 ddidediithisiviork. yiigeld SR G K|
reports can be found at:https://www.jrf.org.uk/report/evaluationyork-dementiafriendly-communities

programme
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#1 AOEAUET ¢ OEA A HdeAio-fiéndydd ARkt Hriendly
communities 6

A large number of organisations that have contact with people with dementia, especially those
providing care and sygort services,claim to have increasingly developed their services to be
WementiafriendyQ® Ly YI ye O2 dzy diénderigispdcialigt Ho¥pitafs Mad 2ommyhRyy

health services have, for example, undertaken activities to try and ensure that ateymore
WementiafriendlyQ thddd\akccessing thegeneralservicedut whomalso happen to havdementia

(e.g. through staff training and adaptations to the physical environment). Similarly, providers of
household technology and equipment have deyald their products so they are easier and safer to

use for people with dementia, such as kitchen equipment, electrical items, and household security.
Adapting services, technology and products in this way, as well as developing spepiaducts

(such & GPS tracking and alarm systems) for people with dementia and their families is often referred

02 +a OSAFHEHANGREBYEMPAELKS f AGSNI GdZNE NBOASG Ay LI N
articles, documents and other literature that focused damentiafriendly activities, products,
organisations, and services without necessarily linking thes? BS Y SFYNRASIY Rt & 02 Y Y dzy A
although these are often important components of how organisations and services have developed in

order to contribute toW R S Y SFYNRASIY Rt &  (ObweYedzihdsé deGelbnents were either

beyond the scopeof the study because they often wergot linked with WR S Y Sriérdly I

O 2 Y Y dzAdtivitg @ wereonly one element of a larger set of activities to deve®WfR S Y Sy G A |
FTNASYRf & (ealferndtyelybietabse fheir focusiason health and social care (see next

section).

The role of health and social care services and specialist dementia organisations

Across Europe the main source of supgdortpeoplewith dementia(apart from families and friends)

has historically been provided by health and social care ser{pabdic and privateincluding generic
services) and specialist dementia organisations such as NGOs (e.g. Alzheimer associations). Perhaps
unsurprisingly organisations (usually demerdjgecialist ones) from these sectors have been heavily
involved in initiatives to develop R S Y SFYNIRASIY Rt & @ shahy amyhtkidsHoSpial3, clinics,

care homes, day centres, social services, and other forms of care and support are all located within
geographical communities and are important components of communifiesignificant number of

those services, and practitioners who work within them, have recognised the valteRoE Y Sy (i A |
FTNRSYRf & @ e rdisthatihky$h@niselvescan play in supporting their developmetit.

could be argued therefore that they should be included iry astudy of W R S Y Sriéndly |-

O 2 Y Y dzy. Kuite®nar@many people with dementia may choose to define those sesasepart

of their community.However, as previously stated, it was agreed that the focus of this study should
be on people with dementiasaordinary citizens and members of communities rather than defining
them in terms of their use of health and social care senéses resulof their dementia. As the study
reports, this conceptualisation of people with dementia as ordinary citizens aachbars of
communities rather than just user® 2 palieats 6f health and social care services has been the
focus of many of th& R S Y SFyNIRASIY R & indigtive¥. dzy A ( & Q

However, in a number of areas, the study found that it was difficult in pradidisentangle the roles
of health andsocialcareorganisationsThe online surveglearlydemonstratesthis, with responses
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grouped in accordance with the role the organisatiplayed in relation to WR S Y Sriéndly |
O 2 Y Y dzy Qad de&abed by the respondefsiee Table 3).

Table3. Role of the online respondents

Type of organisation Number of respondents
NGOs (both national and local/regional) 66 (34%)
Health and/or social services 50 (26%)
Academic, research, 23 (12%)
Local/regional/municipal government 20 (10%)
Local community projects/initiatives 19 (10%)
Emergency services 5 (3%)
Other 11 (6%)

As Table 3 shows, the online survey found th&#2f respondents to the online survey reported their
role as providing health or social caervices

There were some variations to note between countries. Of the countries that had eight or more
respondents, Fanceand Belgiunhad the greatest proportio of healh and social care organisations.
Germany and England had a low proportion of respondents from this sector but the greatest
proportion of NGOs respondinglthough some of these NGOs were also pilong community care

and support (see Appendix A for more details) The proportion of respondents from
local/regional/municipal government was fairly even across countries.

The relatively high response rate from health and/or social serfiaeswell as NGOs providing
community care and supportgmphasiges the difficulty of separating these organisations from
activitiesrelated to thedevelopment of WR S Y SFYNIRASIY Rt &  OrBisrmvagpyanilyirdfl&ctitiee

simple fact that it ioften these organisations that have most contact with people with dementia and
therefore may recognise the importanceddveloping? R S Y SFYNIRASIY Rt &  Q\xsiyn¥iickgt A G A Sa O
number of respondents described communbigised care and support being providedagople with

dementia as being an important factor in creatifgR S Y SFYNRASIY Rt & OgisydfettiyA G A Sa Q
challenges one of the predefined parameterstlos study¢ community support and participation

shouldgo beyond what is provided to individuddased primarily ortheir diagnosis.

. 2E MY ¢KS . ANDKS &-Louth,Rep8blicoSinnd 5 | @

This is an NGO thatceives somegovernment funding.It has six@day servicefor people with
dementia anda weekly outreach day service in aalicoastal communitylt provides a family
support group, training to family carerandis organising an advocacy programme for family
members L i R S a O NJRhaonfixad mbdelzoScard and encomipasses all the current mod
medical/social/and right model ofcaré @ L i A a Ay @ 2-fieddyRorum Whctis |
part of the WHO agériendly city programmeo includedementiafriendly aspects to thearea
plan. It plans toorgani€ monthly dementiafriendly eventsto raisedementia awarenessnteract
with the older peopl@ forunsto engage with local businesses and government ageiadiest
becoming dementidriendly, reminding everyone that the person with dementia is partiod
communityand together with their family should have their g respected.
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The surveytherefore clearly indicated the important roléhat health and/or social servicgdayed

together with specialistlementia organisations, in developi#gR S Y SFYNIASIY Rf @ (i Y dzy A G A
appeared to be particularly the cagesmaller countries where services and policies for people with
dementia were less developed; in these countries it seemed that itoftes the specialist dementia
organisations that were trying develop® RS Y SFYNRASlY Rf @ 02 YYdzy A G A S&aQ

Box 2:Foundation Mental Health Care Cere ¢ Tartu, Estonia

TheFoundation provides help for people with dementia at their homeaatay care centre and a
Nolvaku Care Cerd (24 hour care)They workclosely with relatives of clients and also with
people involvedn dementia careTheyare developing respite care at person's home to enab
relatives to continue living their own life and continue workimgeyare trying to be very flexible
in the way theyprovide their srvices.

However the view was alsexpresse in the interviews that health and social care services for people

with dementia should be more closely connected WilR S Y SFYNRASIY Rt @  OrpestMdyzy A G A S &
raised important questions abotie link between health and social care services and thergmg

of DFCSA pharmacy shop or general cligigere often seen to be part of a communit@®mmunity-

based care and support provided by specialist dementia organisation was also frequently cited as an
example of &P R S Y SFYNRASIY Rt & bOt2heé Wadayhdtdaistofthe study havattempted to

separate these out fromther WR S Y SFYNIASHY Rt & aQigitesy dzy A (& Q

Box 3:Foundation Compassion AlzheimeBulgaria

The Foundation aim® improve the quality of life for peophith Alzheime &  leryfeRtia B/
changing attitude and practices towards them and providing access to treatments and sog
support. Activitiesnclude provision of innovative social services (legal, psychological
consultations fopeople with dementia and familiesart-therapy, nonpharmacologicamnethods
of prevention, Alzheimer cafénd informationcampaigns for prevention of the disease,
awarenesgaising and lobbyinépr improved services, accessible treatmanid other services
and policiesTraining for thestaff in resdential homes for people witdementiais akoprovided.

Foundation Compassion Alzheimer Bulgaria was an EFID award winner in 2012.

Language, culture, systems

Any Europeaiwide study is likely to encounter challenges around language and culture arstiiths
gl & y2 SEOSLIA2yd | -FOMYDGRIEE aQ@20KY deyah (UARSSIYII yAGSA 116 2 (
terms ofwhat it can mean to people. Inevitably there is the risk that a study like this may not fully
reflect what people understandhe conceptto mean in differentcountriesand cultures As the

literature review identified, in Englisalonedt KSNB | NB 2 (0 KSNJ § Sadieadly I LI NI
O2YYdzy A (& Q nelekihedess ¥V BAOI GS AAYAE LN | OGAGAGASAZ

O2VYYdzy Al A DFONR Y RYEYO2YYdzy AGASEQD L gwapspricced £ v 3
QNI YEEFGA 2 yRNASH RIS YR/ YRAJETASINSY & GSNYa ¢SNB dzas

(
S
D

P
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RSYSY(GAl Ay OICES50FRHOARE (iv@y a 2 F i Svirazhehts ork S 1 S N
LIS2LX S fAGAY3T 6AGK RSYSY(lAl QWRISQZYSWAREIOREO 8 DR S YO X

Furthermore, the culture and structures of communitiesganisationsandsystemgespeciallypublic
services)vary significantly from auntry to country but it was beyond the scope of the study to
investigate and describe these in any detais a result, there may be inaccuracies in some of the
information presented which could affect the findings and conclusions. These limitationsegenp
despite the extensive use dfanslation and interpretation serviceis the study, and advice was
obtainedfrom members of the EFID Steering Committee and elsewhere

~

5.1.2.Conceptualisind A A | AECIEEAA A1 U AthhllengdsE OEA OB

Althoughthe2 y £ Ay S & dzZNIS& RAR y20 &LJSOA T ddnertidgfriendly 31 NI &
O 2 Y Y dzyDFQ)Bofh the literature review and the interviews generated a variety of definitions.

These included both definitions of processiow to develop @&V R S¥aSF NA Sy Rf & ;&he Y Y dzy A (i
definitions of outcome; what aW R S Y SFyNRASIY R &  loddked1iKelaftholigh Rere could be

a considerable overlapetween the twa These are explored in more detail in the literature review

and the interviewsThe defiitionsrange from simple statementlat focus on ensuring communities

are dementiaaware, inclusive, supportiveand other such terms to much more detailed lists of

criteria. These criteriarelate to numerous aspects of community life, activity, seegicand
organisations that are deemeatecessanpefore a community can call itself dementig&endly. This

range idllustratedby the following quotesaken from the literature review and one of the telephone
interviewees

GAn integrated society wherepedf S G A G K RSYSy (AHket A @S Ay Wy?2
situations throughout their lives with support to engage in everyday community
I OGADGAGASE de

GhyS G6KSNB LIS2LIX S 6AGK RSYSYGAlF FNB SYLR gSNE
confident know they can contribute, pacipate in activities that are meaningful
to them. It is also one of our objectives to have the people with dementia in the
centre of the society, not on the margiifTranslated

There were some dissenting voices amaémgse interviewedwho believedthat the use of the word
WRSYSYGAFQ 0O2dz R dzy RS NY deyefopntenfehat wasiigy in@usiveii 2 O 2 Y Y dzy

GL (KA y-interpreteld it & &n indlSsive neighbourhoods and communities
but | think the term dementia friendliness is unhelpdula number of reasons, 1)
it separates off dementia as a disease and focuses on the disease, the illness, all
the awareness in everything around friendliness is trying to, is basically focussed
on that one aspect of somebody, of people rather than ahgratraits that they
YAIKGE KFE@S GKFG taz2 SEOfdRRS GKSY 2N YA3

This report willgo on to consider thesdefinitionsin more detailwhen presentinghe findings from
the online survey However it is clear from théssues emeligg from the literature review and
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interviewsthat challenges exist wheattempting to come up with a single, agreed definition. Three
of thesekey challengewill be discussed imore detailbelow:

U Challenge 1:Centralised, top down or grassroots, bottom up?

a /eddihg a change in mentality, working to break through taboos has to grow
2NBAFyAOFfte YR KIFIa G2 6S OFNNASR o0& (GKS LIS
f 20t I yR (Trapsta®@p f 2 Ol f d¢

Shouldthe process and outconsfor developing and defining W RS Y SFYNRASIY Rf @ b®2 Y Y dzy A
prescribed centrally, according to a single set of criteria or standards, or by a national organisation

with responsibility for overseeing the development¥R S Y SFYNIRASIY Rt &  ©AReYndtuefyA G A S & Q
should process ahoutcome grow organically from within local communities who chose their own
definitions of what i@ WR S Y SFYNIASIY R & ? (@ havedmfacerisedhis & Wi2k) R26Y
02002Y Y@SYH N2 NIA & SdppradchesErdid thie fitdi@Rerei® one might draw the

conclusion that those countries with national strategies or programmesWiR S Y Sriérdly |

O 2 Y Y dzy thighf & dnfre centralised in their approach and those without would have a more
grassroots focus. Haaver, the survey indicatedkt & G KA & ¢l ayQid NBFffe GKS
whereWR S Y SFYNIASY Rt & aQigity fatizged it riatdnal policies, strategies or programmes

(seeBox 9 also had plenty of communityased, grassroots exampléshich often operated quite
indepencently of national programmes or policiespr8e countrieswithout national approachesitill

had extensive RS Y SFYNRASIY Rf & aORitiey cayenda¥g@ municipalitiesinvolving ce

ordination and partnerships between many largeyanisationsThemessage seemed to be that the

moreWR S Y SFYNRASIY Rf & aQigity tiedeyvas(itBe@ore energy and activity was generated

even though this might be different in focus or scdlaisis perhapsa mae general reflection of the

reach and role of thetate and national bodies in public policy development and implementation

together with the history and culture around community development, in different countries

Box 4: British Standards Institute (BSI)YK

BSI is a national and international standards organisation. It has produced a national stand
support the recognition process fdementiafriendly communities.Publicly Available
Specification (RS 1365will support the continuous development of conunities in accordance

GAGK (GKS 0SKIF@A2dz2NE YR OKIF NI Ol thensEdvarsibio
aK2dzf R 0SS Ay@2f 9SSR K2g G2 Sy3aras aidlr i sSK
FNASYRE & O2YYdzyA (avdiment, busidess, healthyvaBdrsocialitare 2
organisations, and NGOs.

Compromise was not always possible where there were differences of opinion between local and
national organisationsPerhapghe clearest examplean be seemn the use of different aybols to
denote a¥ R S Y SFYNIMASHY R & ; tDePuBiyetme-hai® OF f 2 ¢ BpeRBngel (Ko uged in

the UK), and the Red&f (used in BelgiumJhe survey indicated that most countries veetediards

more bottom up/grassroots approachgsoweverthe literature reviewindicated thatEngland stands
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out as the example of a much more centralised approach invohatignal government, a national
NGO, and a national partnership. One of the interviewees expresses this tension well:

G5 S @St 2 LI yr@ndiR @MrBuyiiiied should be a joint effort undertaken

08 gKIG A& OFftftSR OAGAf &20NISHRIODNRKEST A RSy (.
GRAAASYAYIGAY3 (y26ftSRIS éendydam@iisies G KI G 0 dzA f

is something which can be achieved tawt and by applying technical and

NI GKSNI F0&dGNF OG 64daO0OASYlIAFTAOéE D LINRPOSRdAzNB & ®
should be considered as a bottam, discursive and participatory process, one of

exchange and negotiation, a process in which the social resswof the live

62NI R FNB 6SAy3 FLIWNBOAIFIGSR YR KIYyRf SR

Box 5:A reminiscence promenadeAalbeke, Belgium

This project was developed by a residential care home in a village in West Flancemsidts of
four walks with reminiscencimformation points on them The walks aréor people with
dementialiving in the care home but are open to anyone in order to encourage intergenerati
dialogueand to enable people with dementia to become pariafal dai life. An educational
programme is being organised so that people will understand the symptoms of dementia an
promenade. The remiriencepoints were made byocal unemployed people wanting to
develop more skills and contribute to the communifihepoints haveinformation about local
history to encourage conversation. The walks @s® designed to improve mobility and are
wheelchair andaby buggy friendly to encourage families, but there are plenty of places to
down and have a rest!

The remiscence promenadsas an EFID award winner in 2014.

U Challenge 2:dementia-friendly or age -friendly?

G¢KS AY Aa G2 LINRBY2GS Odz G dzNJiebcg LI NI A OA LI G A
empowerment of older persons and promotion of intergenerational
O2f f | 0ZhslatkR y d¢

Is focusing community development on a grdbpt isdefined by their diagnosis the most effective

way of creating communities that work well for people wiktat diagnosis? Téascope forexploring

this issue was more limitedonethelessi KS NA a1 a 2F WIKSGG2AaAy3aQ RSY
GKSNBoe LRGSYdGAlffte FRRAYy3I (2 &0GA3AYI -FNYRYREX c
communities were sometimes seasnot being sufficiety RSYSY 0 A G &Sy a Atdgds@dS ¢ 0 dz
in other respects. Ag&iendly communities had the appeal of being inclusive and potentially good for
everyone, including people with dementiaut also had the risk of lackirgpfficient focus on people

with dementia. On the other handaWR S Y&SFYNIR Sy Rf & cAuil WeVfribaydly foregeryone.
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. 2E cY QAyidériddi; BR§iam

Thisproject involved older people whexperienced some form of disorientation (but not
necessarily due to dementiiyingin alocal care home, doing creative art workshops with you
art students once a week for nine months. Artworks were then exhibited in public space

Underlying this debate was the sense that communities needed tividedlier and more inclusive
per seas this interviewee described;

én theNetherlands\ 1 Qa4 RAFTFAOdzZ G 0SOlFdzAS GKSe R2y Qi ¢
specific group of peopke.

However, Europewide intiatives such as the European Innovation Partnership on Active Ageing and
Healthy Ageing, despite supporting Buropean collaborative forum fodementia supportive
communities have tended still to treat dementia as a specific issue, separate from othieigagsues.

A Ukbased NGO, Age UK, has undertaken a piece of work to make its mainstream services for older
people moredementiafriendly, with the aim of making 50 of its local, commuHigsed organisations

more dementiafriendly.

Box 7:Dublin City University¢ Republic of Ireland

The universitihas beerdaunched as atAge friendiflniversity. It has scrutinised itsaenpus to
make the environment mordementiafriendly andcommenced a communication strategy to se
how staff andhe student baly are affected by dementia and what ca@done to make life
easier. It runsa public facing clinic calléghemory work§Hesigned to help people make sense
their memory problems and cope better with the impact of these on their livealso
coordinates a nationaleducation and training programme to tgkill communities and workplace
in dementia.lt works closely withdementiafriendly counties to develop and disseminate trainir]

to where it is most requireddFear and stigma are the biggest bani¢

U Challenge 3:a question of resources?

GL GKAY| theY I R2 NOA YIRf f 2O G tOGedtgBeh f | NS X LINS LJI
financial framework necessary to establish the right infrastructure (e.g. by
adzLILR2 NI AY 3 @2 dzy i §Badlate@ Sy OASE 2NJ aA YA |

Whose role was it, and perhaps more importantly, whose resources should be used to create
YRS YSYNRASIY Rt &  DAItNovgiryharél waS widespreadaognition of the value of self
organised, grassroots activism and citizen participatiing local community resourcethere was

also the concern expressed thiie existence of such resourcesuld be used to justify withdrawing

or withholding support from the state and oth&argeorganisationsThis created a paradox; thery
activity that statebodiesand national organisations want to encourage enablethe development

of WRS Y SIYNRASIY Rf &  (Gauld velzyihibiedl Srac@ne to a halt because those national
bodies were not contributing sufficient rearces withholdingresources wagither for ideological
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reasons or because resources wéoe limited (or both).However innovativesolutionswere to be
found with regardto resourceqseeWw S a 2 dzZNDSa Q. aSOG A2y 06Sf 260

5.1.3.Europeanwide and nationalstrategiesinvolving @ementiafriendly
Ai i1 01 EOEAOS

Through the literaturaeviewthe study looked aEuropeanwide initiativesand nationalstrategies
examiningsupportingevidencefor DFCswvhile also seekingo understandthe wider context that
influenced thedevelopmentof DFCsTherefore, lefore examiningn more detail the factors that were
considered to be essential in the developmentibR S Y SFYNRASIY Rt &  @&identited i thes S & Q
online survey) the report will describe the wider geographical and politicalontext for the
development othesecommunities asidentified through the literature review.

Europe-wide initiatives

As already indicated there is no single model or template for whHitRaS Y SFYNRASIY Rf @  O2 Y Y dzy

is, or how to develop one. AlthoughdalEuropean Union has carried out work on demertiés has
primarily focused on)risk reduction and increasing research into demeatid) dementia being part

of wider healthy ageingtrategies(see AppendixC ¢ literature review) Alzheimer Europe, wbh
represents Alzheimer associations across Eurdpe notyet publisked any report or guide to
WRSYSHYNRASIY Rf &  (GaBhwughdtyeAsduk Baa lieen presented and discussed at several of
itsevent§® |1 26 SASNE (2 YI NJ 2 2eNMbeR2012f{theBUSPedhIrndvations | &
Partnership on Active and Heajti\gein2 YAGE platform Eurogend Ylzheimer Europ@ssued a

press release calling for a European Covenant of local and regional authorities on demographic
change the @venant launched in December 2015, airtes promote agefriendly environments
across the EUTheyidentified four projects aimed at supporting independent living for people with
dementia through the use of new information and communication technologies (ICBe phaiects

were not included in this study because their focus was on addressing the cognitive impairments
experienced by individuals with dementia rather than the development of commibaised
solution$. The ALCOVE projechlzheimer Cooperative Valuah in Europg was another pan
European projectinvolvingl9 Europeamemberstates and 30 European partnesgith wide ranging
recommendations ordementiafor policy makers although nothingspecificon ¥ R S Y Sriérnidly I
O2YYdzy,AGAS&Q

In this respect,tie work of EFID is the most significant fiuropean initiative supportingd RS Y Sy G A I
FNRASYRf & (EFIV Nadayiadd2wards@ organisations inlMifferent countries. The focus

of these awards has been on creating inclusive, sustainable envirdanaga promoting active
citizenship for people with dementia

5 Alzheimer Europe published a Dementia in Europe Yearbook on denfieatidly communities in December

AY

HamMp® ¢KS GAGES 2F GKS @SIFNb221 Aa daL& 9dzNRBLIS 6S0O2YAy

to include the publication in this report.

6 http://www.alzheimer-europe.org/News/AlzheimeEurope/Friday?21-September2012AlzheimerEurope
and-AGEPlatformEuropeissuejoint-pressreleasefor-World-Alzheimers-Day

7 http://www.efid.info
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O$ Al AIEOEAT Al U Ainhdtichal de@dnifaGtéategies
A number of governments across Europe have developed national dementia strategies aimed at
ensuring a more comprehensive response to the challenges posed by dementia and the needs of

peoplelivingwith dementia. Common themes in these strategies incluagmg awareness, improving
serviceghat provide care and support to people with dementia, and increasing research on dementia.

However, primarily through the literature review, the study found osikstrategies which included

an explicit reference to deloping? R S Y SFYNIWASHY Rt &  BalgfiurmdayallodriaSdaF@mish),

the Republic of Ireland, and the UEnh@land, Scotland and Wa)gSor examplein England developing
WRSYSHNRASIY Rf &  QvasYovedof thigel randitments that formed part die Prime
aAyAaidSNRa WRSYSYGAl WKLyt SyKRSQ INBLIdzaSt Ohiia KUSIR2 LA YR 21
national governments were in the minority across Europe. It is worth noting that these strategies have
usually been led by government departmentsmmistries responsible for health; in England the

3 2 @ S Ny Depaftinedizfor Communities and Local Government has played no significant role in
the development o R S Y SFYNRASIY R &  @#haf Yodnyfriediad gd\er@mentled dementia
strategieswhich made nomention of WR S Y SFYNRASIY Rt &  Ouwedé YhdiyeApiodeSsaof
developingstrategies or had no plans to do so.

Other OA AT AEQGEAT Al U /Aétibnal frogeatroes

In anumber of countriesNGOs, usually national Alzheimer associatibad,taken a lead in promoting

and developing programmes focused ¥R S Y SFYNRASY Rt & (a8 i Ivetiayt Xoil ex&8ril©

which is supporting seven projects aimed at making local communities d@rentiafriendly. In
countries where governments hathcluded WR S Y SFNRASIY Rt &  OrR tie¥f dagltidn@dlA S & Q
dementia strategiesthe programmeswere usually done impartnershipwith NGG, who led the

processbecause of their reach into local communities and contact with people with dementia and
their families.

The status and role of these programmes variedsdme countries (e.g=nglandfFinland,Scotland

Waleg yIF GA2Y I € hskdci&tiéna tyo§ NI dome responsibilities for delivering the
governmensQ O2YYAUGYSyYy (i WRSY &Bildg® 2 YK daAGnFmISnd, @ Y S Y 2 NB
FTNASYIRGE 22y S |y Hemenfiafrierdly ySIAEA 21y 60 @, thsAnNdIvé Bdienyifyidty S

ten key compoents that were seen to be essential to creating’® S Y SFYNRASIY Rt & afd2 Y Y dzy A (
a defined processhat communities were expected to follow in order to be recognised as being
dementiaF NA Sy Rf @ d® ¢KAa AyOf dzZRSR RS@Sft 2 madéBpofayO f W5
organisation, business or service in a community that was supporting the devetopieW RS Y Sy G A |
FNASYRf & aQibylINBYAAIRAQY 3 WRSYSYUAl FTNASYRAQ |4l NBYyS
of DAAmember organisationgfor more information see the literature review).

In most other countries (e.g. Germany, Portugal, Spainthdm Ireland,andBelgium) national NGOs
played more of a cordinating role without being as directive tsein England. While the evidence
indicated that these countries were supportive of national organisations (including government)
playing an imprtant role in creating polices and providing resources to supgbR S Y Srérly I

O 2 Y Y dzy devlieloi8ng iDwas felt that there should be limitations to this and that community

8t NAYS aAyAaidSNDa (2062). tohddry BePart@efit obHBAMS v (i A |
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grassrootsWo 2 G G 2Y dzLJQ F OGA@GAGe gl & Sldzkrfte Fa AYLRZ2NIL
that varied between countries but included: strong seamtonomous regional, locair municipal

government; recognition of the enormous diversity within and betweemmunities; limited

resources and influence of national organisations (including governments); and a belief in the
importance of independentommunityinitiatives and activitylt may be the case that these looser
arrangements might go some waytoaddrgsa G KS GSyaiz2zya ARGs@BitloRmA SR | NJ
upQ discussed on pagéds-19, but exploring this was beyond the scope of this survey and would
therefore require further research.

5.1.4.Local, regional and municipal public services and NGOs

The relatively low response rate from local, regional and municipal governments in the online survey
(10% of respondents) does not altogether reflect the findings from the literature reviewdoes it
reflect some of the comments from the intervieywswhich emphasised the important roldnat these
organisations play. The low response rate from these organisations may partly reflect the types of
networks that the Mental Health Foundation atite EFID Steering Committee members had, which
were more linked wih NGOs than government bodies

The role of local, regional and municipal public services and NGOs varied significantly from country to
country. However, in most countries, these services were involved at some level duketo
geographical focus of mos¥ Réntia¥ NA Sy Rt & dotitey. dng JedodmQus variations
between countriesin terms of delegated responsibilities, structures and paoweade the analysis
particularly challenging.

Box 8: Arnsberg, Germany

Arnsberg addresses the challengesiemographic changeith its conceptiLiving d_ong and
D22 R f A TS ledl yythe Spatial ®éparihent for Future and Old Ageis includes
bringing pofessional and civil society services supporting pewojille dementia together in the
OArnsberger earning Workshop Demengdo create a tightknit support network for people
with dementia and their environmerg the main focus is oprojects to connect generations,

generate ideas, raise awareness, network, develop support and promote projects.

Arnsbeg was an EFID award winner in 2014.

In the interviews, for example, the view was expressed that difficuttiested forthese services and
organisationscontributing toW R S Y SFYNRASIY R &  (eciu¥edhéyiténdes t Be delivered

from atraditional publicservice or diagnosis perspective, rather than a person or citizen perspective.

This includedmany activities and support provided by local NGat ¥ 2 Odza SR 2y GKS LJ
dementiag a number of responses in the online sundsscribed theseikds of activitiesHowever,

in some countries, especially where national dementia policies and services were less developed, it

was only thesdocal NGOshat appeared to be active in creatitgR S Y SFYNIASIY Rf @ O2 YY dzy A
This didchot appear to be prblematic fran the perspective of many individuals and organisatians;,

activity (including care and support provided to individuals, or to groups of people with dementia) that
enabled people to live independently and as well as possible in the comnmwastgonsidered to be
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creating aW RS Y SFYNBASIY Rf & . Ruthénfiomy, thésé &tivities often attracted resources,

either because they were part of public services, or because they were seen to be of direct benefit to
individuals with dementiaAn example ofombining thes@oleswas given bpne national f T KSA YSND &
associationn theironline survey responsegescrbinga dementiafriendly municipality:

opromotes the dissemination of [information aadarenesn] dementia on a

large scale; riers [to] people with dementia as paxtive individuals; promotes

the integration and cooperation; creates an environment for a better quality of

life for those affected and relatives; ensures a high quality and quantity supply of
care along the whole cose of the disease (from diagnosis)

Box 9:Genio Living Well with Dementigbtillorgan- Blackrock, DublinRepublic of Ireland

This is @ommunity based project supported by theS I £ § K { SNIBA 0Sa 9E
@ A & Fs 8f ¥ cotmmunity that respects, supports and empowers people with dementia, ¢
community in which people with dementia are culturally & socialyed, acommunity where
people with dementia activelyarticipate ina safeenvironmené ® ! & ¢ Sdskuchaa
community support, advice and information, training for carers the project includes publi
awareness informton events, €lucation in schools antthe retail sector, people with dementia
participating and reconnected with social activities inglr community eg. choirs, physical

activities, golfbridge(playing cards)creative writing etc.

Apart from the differences between countriethese conflicting perspective@raditional public

service or diagnosis vs person or citizen perspechMe)A 8 S A YLR NI I y i ljdzSadArzyao
SPSYy WwWi2QUu LIS2LX S 6AGK RSYSyUlAl ,butthen ®ds claafigS &t YS
view thatthe formerwas acceptable if the outcome was4aR S Y SFYNRASIY Rf & . Wi Y dzy A G &
people with dementia were capable of participating and contributingttivities aimed at evelopng
Wementiafriendly communitesChut were not being supported (where support was requiramjlo

so,YSIyl (GK2asS FTOUAGAGASE 6SNE Y54 YTs RPHES thik 2 WD ¢
questionas tohow farthese activities were reallgontributing toaWR S Y SEYNBASIY Rf & . O2 Y Y dzy
People with dementia are still citizens of a commuretenif they are being assisted by a doctor or

being supported ina care home as much as if they are going to the shops, catching a bus, or
volunteering. Separating them implies that people with dementia have different identities in these
settings i.e'PatientQW¥are home residefpetc. which may be detrimental to alseeing them as equal

members of a communityin other words, public services, both specialist dementia services, and

generic services had their part to play in the developmet& S Y SFYNRASIY Rf &8 @80on&rdzy A (G A S
intervieweeput it:

& K S NB thaisstiefondat local authorities do with their own servicast
just the dementia specific services, but the whole range of other local authority
services that impact on all of us. Because if there are local authority services
[that] impactoncitized @A GKAY GKSANI FNBFX GKSy (KS& QNS
dementia as wek.

A good example of this is the role of emergency serveas missind.JS NE& 2 y)a As citizghs, (i &
people with dementia should have exactly the same access to emergency sasiaayone else in
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the community. But emergency serviceaw the personprimarily from the perspectiveof their
dementiadiagnosis Emergencyservicesrecognised that they were not always veifective when
dealing with people with dementia, especiaflaiperson was very distressed, agitated or lost. In order
to provide a dementidriendly service some of these services developed protq&ug 10) provided
training to staff, and responded in special, more appropriate ways whetlingewith people with
dementia.

Box 10: Emergency servicegBelgium

The federal police in Belgium has a Missing Persons Unit that has set up a protocol wit
AYyahAGdziazyas LREtAOS FT2NOSa FyR (GKS t dzof
from each when somane with dementia goes missing. An example of a proteedin the
Hekla police zonehich led this workwhere policecollaboratel with the broad care sector to
find wandering people within about 2 hours. The protogaVe are providers information and
guided response on what to do should a person with dementia go missing.

Heklawas an EFID award winner in 2012.

It would seem therefore that activities that focaaly on providing care and support in the community
can contribute to thedevelopmentof WR S Y SFYNRASIY Rt @  OpwevYeday riost hSyacam
only be one element in a range of activitieguiredfor a community to call itself dementifaiendly.
One interviewee summed it up as:

oDementiafriendlycommunity should be on two levels. The first is the public and

professional services, that means the healthcare services, the doctors, the care

ASNIDAOSXO2dzyaStftAyaXRFe OFINB FyR a2 2y XiKS :

these [banks, sports or miaclubs, associations] supermarkets, police and so on

aK2dzZ R KI @S I OSNIFAY (y2¢fSR3IAS | 62dzi LIS2 LI !
O2YYdzy AOF i SXFYR GNSIFG GKSY 6A0GK NBalLl

5.2.Commonalitiesessential factorsand differencesn the developmenand
practiceof OA AT AEQ¥EAA AT U AT 11 61 EOEAOS

A keyaim of the project was to try and identifgommonalitiesin the approachesusedto develop
YRS YSYNRASIY Rt &  @cPo¥sEdmypa. Hahafysissd the findings from thditerature review,
online survey and interviews indicatedveralcommonalitiesand essentialfactorsacross Europeas
well as indicators oftrengthsand weaknesses.

Commonalities and essential factors

As astarting point, for identifyingcommonaltiesand essentiafactors it is helpful to consider the
findings from the online survey whiaskedrespondentgo describe what theyelievedthese to be.
These were then grouped under common thermdschare shown in Table 4.
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Table4. Breakdown of responses per key factor

Factors

Number of resposes
(n > 194 because some respondents gave m
than one factor)

1. Raising awareness, providing information,

education and training 126(48%)
2.Inclusion of people with dementia;

involvement, participation, influencing 67 (26%)
3. Building partnerships, networks, 49 (19%)
collaborations

4.Resource§ FTAY |l YOAIl f I KdzY 18 (7%)

Other factors included: adapting the physical e
provision

nvironmemnitoring and evaluatiorandservice

Variationsbhetweencountries

There were soméifferencesin emphasis betwee

respondents from the Republic of Ireland als

Germany emphasised incision of people with dementia less. Belgium and England had the greatest

nountries Germany and Belgium had the greatest
proportion of responses focusing on raising awareness and building partnerships. A large nhumber of

o focusedraising awareness buttogether with

proportion of respondents referring to the inclusion of people with dementia (see Appdhfiix

more details).

The four factors presented in table 4, will now be presentéd more cetail, taking intoaccount

additionalfindingsfrom the literature review6 & S S

communitiefand interviews.

1. Raising awareness, providing inform

{ S O (i GomponedigfidlemeritisrRndly

ation, education and training

short stories, firs{person accounts of living

Box 11:Urbachq¢ Germany

Urbach is a municipality in Germany. A collection of dementia relevant literature was distrib
to 28 libraries, including books and DVDs which offered introductory information about
dementia. A range of books and resources have also been made avaifdiband includes

with dementia, novels and books for children
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Box 12: Some quotes from the online survey

O0We therefore need to set a good example by organising events linked to the
illness in order to raise awareness among the public (conference, monthly
Alzheimer Café, training for different audiences, practical guide, raising

awareness among businesses, et@lfanslated)

2SS Ydzald O2YYdzy A Ol 4GS (i fakehofdedgmdadior, y i A Y]
town council, GPs, clubs, churches, media) #tat dementia is an important
AdadzS F2NJ 0KS AyEbnsldted)l yida 2F |y

G/ KIFHttSyaay3a OAGAT Sya G2 GFf71 | o2dz
LIS2LX S 6AGK RSYSY(GAlF Fa Wy2N¥YIFEfQ OA
& dzLJLJ2 NIi ® ¢

G/ NBIFGS | gl NBy Sciraining 16 Rcal.dbhBn@niiRSNIDAI O S & X
Awareness/training icentives should be rolled out in schools for students
FNRBY wmn &SI NE dzLlpé
G!'02@0S +ttsx SRdzOIGS LIS2LX S Ay

Gtdzof AO | g NBySaa Fd | yriAazylt tS0@
should be trained to deal with disoriented people (hdnks, supermarket,
police, eta) PrEanslated)

The importance of raising awareness about dementia in communities, challenging stigma associated
with it, and providing information, education and training to achieve these goals was a consistently
important theme from the literature review, the online survey, and the intervidBexes 11 & 12)

This could include the stigma felt by people with dementia themselvesoag online survey
responses indicated and illustrated by this interviewee talking abautivingpeople with dementia:

®Qly26 Alowpiicegs fist3o gkt pebple [with demenkad S O dza S
GKSYy (KS@QNB o0SAy3a RAIFIIy2z2aSR az2yYSiAaySa GKS
2NBFYA&AlLGA2YyT RQ@e&2dz (y263 2N 0SS Ay@g?2
Levels of knowledge and understangiabout dementia w&re generally seen to be low, parttiue to
fear, shame and stigmé&ssential step for a community to become more dementidendly were 1)
to ensure as many people as possible understood what dementia was)ahdt all peopleliving
with dementia werdntegrated intothe community. Belgium, England and the Netherlandstadhgly

emphasised thespointswhile most European countries referred to the importance of thers hese
two interviewees indicated:

G, 2dz 1 y26 U KditNgere i gelatidnitd d@nveintia. ¥People have an
idea of what dementia is and there may be a fear of deme&néia2 YS 2 F (G KS
barriersreally areX € I O1 2F dzy RSNEGIFYRAY3I 2F RSYS

a! f a4 A demeéntafriéndly communities have got most chance of happgni
where we can develop a new narrative about dementia, which is not just about
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: RSOfAYS YR RS&aLIANE 0dzit X 6KAOK
I : K2

R f
R I @SNE NBI f LIS YR FaALANI GAZY

Box 13:Bruges- Belgium

Whe customerd | f & | B ashokJirdA $hdwihg how having people trained in dementia
awarenessvho work in local businesses such as shops, pharmacists and hairdressers, can 1
big difference to the lives of people living with dementia. The traders show késdmed patience

in prompting someone as to what day of the week it is, and recognise the things that the
customer with dementiamay not know such as the word for newspaper how to get home
againg recognising the need for some guidance and genttarpting.

FotonBruges was an EFID award winner in 2012.

The literature review and online survey identified a wide range of activities aimesvateness
raising challenging stigma, and providing information about dementia, including

1 Awarenessraisingsessions and training fa& range of different audiences, often reflecting
where WRS Y SFYNRASIY Rt &  &tvily Ynds/ foduge@ This could include family
members and other carers, health and social care staff working in the community (as well as
hosptals and care homes§chool students, volunteeris local NGOs and churchgseople
working in shops, businesses, and public services (including emergency sendgasblic
transport), and the general public;

1 exhibitions, displays, performances, talksiltural events, etc. about dementia, involving
people with dementia, or by people with dementia;

1 community eventsor discussion groups supporting people witmentiato have avisible
ongong community presence, and participationcommunity life;

 WRHdzZ £ Q IldgmBntialin@iimdsbri centres which are open to the community, can
provide support topeoplewith dementiaandtheir carers, butalsohost eventsexhibitions
etc. about dementia;

1 the use of symbols, leaflets, films, local and national iedtc. to commnicate positive
messages about dementia.

Box 14:Dementia Friends UK

W5SYSYGAl CNRSyNarxxa Myad | Ay A (oA INByBS aRS @St 2
LT KSAYSNDa { O2 dminite/aRabendssaising\addfdriatoa sessiomgpren to
any group of individuals who may have contact with people with dementia in the community

shop staff, public transport workers, volunteers in civil society organisations and faith
communities, etc.). It provides basic infeation about dementia and suggests helpful respons
that people can give when encountering with people with dementia. People who have
participated in a Dementia Friends session (including people with dementia) can becom
Dementia Friends Champions andider the session themselves.

29



However definitions of awarenesgaising and the types of information it might include varied
significantly usuallydependingupon the audience it was aimed. a&s the literature review and online
survey indicated it coulahclude:

1 Basic information about dementia for staffh organisationswho may occasionally come into
contact withpeopleliving withdementia(e.g.shops, public transport, churches, etc.);
9 information about postdiagnosticsupport for people withdementa, carers angbractitioners
on how to live well witltdementiain the community;
9 educational resources for schools arwlleges
1 creative ways of preentingdementia to the public to challenge stigma (e.g. through art,
poetry, film and theatre);
 more sophB GAOFGSR AYT2NNI GARPAEAWNOSA@A R S/AISA 2 ¢ & SoS
developingP RS Y SFYNBASIY Rf @ O2YYdzy Al A SaQ

Box 15: Churches Denmark England and Germany

The Evangelical Centre for Development in the CommumiBenmarkhas offered dementia
awareness training for people workingita parish(church districtservices The Diocese of
Oxford (Church of England) also does awaremaising training and has introduceddlamentia
friendly church awardin Pilsum in Lower Saxp Germany, a church service was developed tf
took into account the needs of people with dementia through the use of visual presentation
music.

Awarenessraising activities are probably the most tangible in relation to developidgRSY Sy (i A |
frA SY Rt & O 2b¥cuds/they poteritidly engage a wide range of community memberie
providing practical information, guidance and advice to enable people to respond in more supportive
and inclusive ways$owards peopldivingwith dementia.Theseactivitiesare essential Yet the type of
information that people receive and how they act upon it is much harder to measure. If the
information focuses too much on negatiespectsof dementia (what the person with dementia
cannotdo)thereis the dangethat it adds to stigmand can make it harder fgreoplewith dementia

to be seen as activparticipantsand eqial citizensof a community lt is also difficult to know what
differences these activities make over the longer teymhether individuals, orgaisations, services

and businesses actually change significantly in the thay they respond to peopldiving with
dementia. Sustainabilitgf impact is essential.

Box B: Accompagnement, Soins et SardéW/ 2+ OKAy 33> [cFrdiBe | YR

Thisproject aims to maintain people with cognitive problems in, or bring them back to, publig
create social links, involve them and their carers in their care decisions, combat isolation
reclusion within the family. It has developed leisure and supgaativities for carers: individual o
group outings, day trips, holidays, intergenerational gardening project, and a partnership w
0§SOKYyAOFf O2tftS3Se® LG FAYa G2 OKIFy3aS az20
social practices angpaces to integrate people with dementia (cinemas, swimming pools,
theatres, administrative services, etc.). It looks at people not through their dementia but thrg
GKSANI NBYFAYAY3 OFLIOAfAGASA YR & 1okiétyf Gutd
NF KSNJ Fa Fy 2LIRNIdzyAde (G2 3ISG NAR 27F :
YFEYyF3aSR G2 3IAGS aGAYS (2 tAFSes o dz




2. Inclusion and involvement

Box 17: Some quotes from the online survey

GL g2dzf R KAIKEAIKG (GKS Ayg@d2f gSYSy i 4
development activities; recognition of the diversity of people living with
REYSYGAl of

G22NJAYy3a 6A0GK 3INRdzLJA AYy | LIRaAGADBS ¢
moredementiafriendly, what is working, having the person with dementia
OSyiGNIf G2 GKS O2y@SNEI GA 2\

GOELISNIIAE I NB y2i (KS 2yte ail{1SK2f RS

2 A0K2dzi OAGAT Sy XPBoZHKBS WK EKilli QS RE y &I

opportunities folLJ: NIi A OA LI G A #TyanslatgdR & K NRA y 3

G' GAEtAAS (K248 fAQAY3 6AGK RSYSYGAl 1
andg KSNEJSNJ 82dz OF ydé

The second essential factor in developMR S Y SFEYNIRASIY Rf &  WvasYiné daylusiom aBdi Q
involvement of people with dementia. In some ways this seems obvious; how can a community be
dementiafriendly if people with dementia are not included and involved? The importance of
supporting people to remain autonomous, indepenti@and selfdetermined citizensfor as long as
possible was aparticulartheme in the literature from England, Germany and Belg{agsidentified

in the literature review. Promoting social inclusion and community involvement of petiyilegwith
dementa was a theme in the literature from the Republic of Irelawtijle literature from Spain,
France, and the Netherlands emphasised the importance of participation by people with dementia.
Although variation exist between countries, it is not overly impottathe keymessage is that people
livingwith dementia should not be treated iNHR S Y SFYNRASIY Rf & a®@adsivalapjdcire Q
recipients2 ¥ G KAy 3a WR2 y Soften Begaiive SagQidwhDH ddreyitia i$ HeScribed in
the media and othepublic forums this is clearly a welcome and positive findifigpe online survey
didindicatethat the involvementof peopledivingwith dementid ¢ & dzyRSNR (122 R o0&
FLYAT @ I infBrma I R tiEay pése challengesincethe wishes and needs of carers
may not always be the sanes their family member or friend livingvith dementia Furthermore,
carers will often find it easier to express their views and have their voice h@arthe other hand,
carers are oftervaluableadvocatedor people with dementia if they are havimifficulty expressing
themselves or beingeard
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Box 18:Dementia Support Stuttgart gGmbElGermany

Dementia Support doesractical research, project development, events, publications, sympg
with the guidingprinciplesof inclusion, seldetermination and quality of life for people with
dementia It is committed to the genuine involvement and participation of people with demer
in its work to make communities more demenfidendly, inclusie of people with dementia, ang

oovercome the purely medical idea of dementia as a déefidit

There was also a significant overlap wikvarenesgaising Peopleliving with dementia were
frequently seen to be central tawarenesgaisingactivities; evidencefrom the interviewscertainly
emphasisd the effectiveness of challenging stigma and fear amtiveggeneral public, by having
direct contact with peopldiving withconditions such as dementss this interviewee indicated;

Gyou learn more whenyou@S X LIS2LX S 6AGK RSYSYyGAlF X F2NJ
deliveringélementia friend€d SaaA2yad® ¢KIFGQa Iy AYyONBRAOTE &

GNBI {Ay3 R2g6y aGAIYE FG F 20t £888EX Al |
who might be about to get a diagnosisorhaN& OSy Gt @ KIFIR | RAI3Iy23aAa
aSSAy3 LIS2LX S 6A0GK RSYSyuGAl o0SA

y3a +OGABS O
gl e X2F X IAQGAY3I SySNHeE (2 |yR adaidlAyAy3a (F
dementia need to stay connectéd.

However, it was clear dm the analysis of the survey responses and interviews that inclusion and
involvement could be defined in many different wayi$ese included ensuring peogiging with
dementia were:

1 Not excluded from receiving care and support provided to groups wfitler disabilities or
health conditions in the community

9 able to access ordinary community activities that people living with dementia could
continue with their day to day liveshops, theatres, cinemas, galleries, museums, libraries,
parks, restaurats, cafes, public transport, leisure services, churches and faith groups,
community groups, etc,)

9 actively involved in ordinary community activities (e.g. volunteering, choirs, outdoor activities,
etc.),

f actively involved in activities specifically ainsdleveloping? R S Y SFYNRASIY Rt & O2 Y Y dzy ’
(e.g. giving talks, planning activities, speaking to the mesliaJuatinghow dementiafriendly
a community was, etg.)

9 providedopportunities to be active citizens and campaigners (through empowerment groups
actively involving or led by peopligingwith dementia)

All these activities were seen to be important in developMdR S Y SFYNIRASIY Rf &  O2 Y Y dzy A
although only Alzheimer Europe (European Working Group of People with Derq&W&PWD (Box

19)), Endand (the Dementia Engagement & Empowerment Project netwddEERBox 2() and

Scotland (Scottish Dementia Working Grogp SDWG) appeared to have well established
empowerment groups involving peodigingwith dementia.lt is interesting to notethat while groups

connected with DEEP were often involved with the more centrally driveR S Y Sriérdly |

O 2 Y Y dzprbgiaénfe the DEEmMetwork had developed largely in parallel withetltentralised
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programme furthermore DEERvas primarily focused on empoweent and participation more
widely, rather tharspecificallysupporting the development d? R S Y SFYNRASIY Rt @ O2 YYdzy A (i A

Box 19:The European Working Group of People williementia(EWGPWD{ Europewide

The EWGPWD t®mprisedof people withdementia They work to ensure that the activities,
projects and meetings of Alzheimer Europe duly refleetphiorities and views of people with
dementia. The groupperates independently, with its own Boaathd agenda of activities. The

Chairperson of the EWGPWD also sits on the Board of Alzheimer Europe.

There were sme difficultieddentified in this studyelatingto the issues oinvolvement and inclusion.
One examplavasthe reluctance of peoplBvingwith dementia to get involved or evepublicly state
theywere diagnosed witlllementia was sento be one barrier

dMany people are still in the frame afst understanding what their dementia is,
let alone thinking about what that means in the context of their own kind of day
to day lives

Box 20:DementiaEngagemen®& EmpowermentProject (DEER) United Kingdom

DEEP is a UKide network of independengroups led by or actively involving people with
dementia that are involved in activities aimed at influencing services and policies affecting
lives of people with dementia, and the communities where they live. There are over 60 gro
that are part ofthe network ranging from small local groups up to national groups. Example
activities include consultations on national policies, training staff, speaking at conferences

through the media. Some groups employ people with dementia to help raisecaess and
provide support to others.

Active involvements difficult for people who are isolated armecomes hardefor people more
generally aslementia becomes more severé/hat aW RS Y SFYNRASIY Rt & 100K Wk¥falzgl A (1 & Q
person living in aamote rural area, or who is about to go into a residential care hamay be very
different fromthat of a person who has had a recent, early diagnosis. However, this raises the question
again of howW R S Y SFYNIRASIY Rt &  @pply 16 gmbpleiwitiSriiafsevere dementia in care
homes. There were several examples of communities reaching out to more isolated people (through
mobile advice services, etc.) and the community being taken into care homes (e.g. school students
regularly visiting, or a mother arfthbies groupn a care homg
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Box 21:Rifugio Re Carlo Albertq Italy

The Refug@rovides services for older people, including people with dementia. Services inc
residential, day centres and home helps for people with dementia antl &nf K S A Y S N.
Members of the publiniot directly affected bydementia are invited into a cinema on the
premises o integrate the local community arqeople with dementia. People with dementia are
involved in activities at summer camps for childrasecondhandclothes shop for the local areg
evenRlF & FOUABGAGASE 2FFSNBR Ay (KS ySAIKOG2C(
awarenesgaisingactivities (conferences, seminars, filnag}d meetings between residents and
the city council sthat citizens and politicians can get together dravediscusi& 2 yDemhentia
structures and services [are ganted in a new way, as normal part of daily life in the area,
[promoting] activities not necessarily linked to conditions related to the diseto create
contexts where the illness can be discussed and to spread a concept of sharing amongst all
gAGK2dzi SEOf dzRAYy 3 LIS2 LI S ¢

Rifugio Re Carlo Alberto was an EFID award winner in 2014.

Another difficulty arose whergesponses appeared tdefine YhclusiorQas involving the whole

community. This raises interesting questions about effective community development and the
importance of mobilising whole communities. This may not always result in the community being

more dementiafriendly, butYF @ 6S Y2NB STFSOGAGBS Ay SFWNABNIRE &2
communities.

CAylLffes ftlidK2dAK WNRIKGAQ 6SNB 200larzylrftfte YS
understanding of inclusion and involvement. This is interesting umather disability groups have

been much more politically active in what they do and many national and international laws (e.g. the

United Nations Convention on the Rights of Persons with Disabifiti®PD) use a social model of

disability which emphases the importance of changing attitudes and adapting social practices and
physical environments to make them more disabititscessible. In this respect, developl#dR SY Sy G A |
FTNASYRf & @pbears tiryehalsdité deQs demanding activity than Engicommunities are

truly dementiaaccessiblan terms of applying the social model of disabilitydementia In some

countries peopldivingwith dementia may decide to make legal challenges taditinto questiorthe

softer option.
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3. Partnerships and collaboration

Box 22: Some quotes from the online survey

! 06SEAST Ay:sZ IyR aGNRBy3I O02YYAGYSyi
0§KS @I NA 2 dzfTrahsiatead) A ( dzi A 2 y & ®¢

G¢KS O2YYdzyAile Ydzad 32 F2NI AG (G23Si0K
department, the citizens, the associations, togeth€Franslated)

a b 2médical decisiomakers at the local level (local authorities, etc.) need to
be persuaded that there is no danger in integrating initiatives for people with
RSYSYGAl A@ranshdizmY A O f A FTSoé

G¢KS gAfftAyaySaa (G2 ONBIGS ySieg2N] a
large variety of stakeholde#s€lranslated)

GW2AY G 62 NJ Ay Ehehltt Sdid &orkl vblintary &nd grigates
aSO02NWwE

The third essential f#or in developingWR S Y SFYNRASIY Rt @  Ovofvedizifulding S & Q
partnerships, networks and collaborations. Communities are made up of many different groups,
organisations and services, since clearly no one organisatiommitiate the development proess of
aWRSYSHWNRASIY Rt &  db Aty otazy CollaBo@tion, both through formal and informal
processes, is essential, as this interviewee indicated;

GLG A& Ay G(GKS O2YYdyrde sKSENB OAGAT Syas Li2f
identify networksoD2 y i Otla FyR adzLlJll2NI +Fa ¢Sttt a O

Box 23:.The P@aad [Programme Council Care Renewal in Psychogeriatgitis¢ Netherlands

The P@Gaad garted in 2012 through interegional collaborationtogether with Fanders, Limburg
and Germanygreating and supporting four local networks in Brabamthe lead municipalities
to create dementidriendly municipalities A lead municipality starts by forming a local netwo
consisting of a group of stakeholders that is as diverse as posaitih the leadmunicipalities
of Brabantthe PGraad has signed a declaration of intent whagscribeghe municipalitiesrole
and the tasks in the projecthese lead municipality networks receive support and project
guidance from the P@adoverfour yearsconsisting of
1 Support in setting up the local network Demenrtigndly municipality (DVG network);
1 Project guidancand advice in developing plans;
i Offering substantive expertise in the delepment of trailblazer actions;
1 Input of expertise from ther provincial networks

In most countries where there was significant activity developihg S Y SFYNIRASIY Rt @  O2 Y Y dzy A
(but particularly Germany, Belgium, the Republic of Ireléimel Netherlandsand throughout the UK)
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partnerships, network and collaborationexisted at regional, municipal or local levelkhese
partnerships involvegublic services and officials (e.g. mayors), NGOs, businesses, public authorities,
community groups, faith organisations, peogdleing with dementia and their families. In some
countries they also existed at a national level, most notably England, with its National Dementia Action
Alliance (althouglEnglishrespondents to the online survey did not mention partnerships as much as
other cowntries). These partnerships had many functions includstaringinformation; learning and
resources monitoring progress and impacsupportingmembers andpromotingW R S Y Sriéridly |

O 2 Y Y dzy: Andl an8kling communityelelopmentand cohesion.

Box24:Duren- Germany

¢tKS W2 A0GK ! aQ OF YLI A 3ifiendlyzcity Yakolv&l pditaidids, Yiealth arfel
social care services and local businesses. An open civil forum was created to ensure that
living with dementia and their familieshad LJdzof A O @2A 0Sd W2 X G K !
a theatre event, poster campaigns in local transport services, and workshops for the gene
public. Specific efforts were made to ensure that the voices of seldeand groups of people
who have demantia were included, such as peopiingwith dementia who are from Black, Asig
and minority ethnic (BAMBackgrounds or from LGBT communities

Examples of partnerships and networks included:

1 Informal support networks of organisations
1 networksco-ordinated by a dedicated team or individual
1 formal stakeholder steering groups or governing bodies

Apart from the possible tension that could arise through the involvement of health and social care
services (and sometimes public services mgeaerally) and dementiapecialist NGQghere was

little evidencefrom the online surveyf other tensions in these partnerships. This was a positive
finding, while alsanteresting- given the diverse range of organisations that were often represented
in these partnerships and the different reasons why organisations might participate (public duty,
desire to help, religious or moral reasons, good for business and/or business imagd;@ey.er

the literature review while also emphasising the importan@d partnerships identified some
contraging views. Some countriesuch asBelgium Germanyand parts of the UKhad developed
large national, regional or municippartnershipswith manyorganisations often involve@ncluding

local government whereasother countries, such as Ireland, emphasised ith@ortance of local,
communitybased, grassrootpartnershipsas beingimportant. While the fomer may be more
effectivein ensuringwidespreadawarenesgaising the latter may be more successful in comrityn

and sociakngagementincluding people witldementig).
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Box 25:West Dunbartonshire (WD§ Scotland

WD is gpartnership of statutoryNGOthird and independent sector agencies of the WD

Community Health and Care Partnership, WD Community and VelingeServices and Scottis
Care The Partnership has developed a local Dementia Strategy; with commitments for th
creation ofDementiafriendly West Dunbartonshire as well as supporting the development @
neighbourhood services to meet the needs of @lkens locallyincluding those with a diagnosis
of dementia.This has begun with specific work witlii&122 identifiable neighbourhoods. WD is
working with local schools and nurseries to create unique identifiers and branding for each
We are usingPromoting Excellenée | &  KS A NJ LINE ¥ S NOFe&e aSdRIdiGer

cultural and behavioural change within each community to thaddit of those with dementia.

We are evaluating progress usingthen di vi dual , Soci al |SKMandtakingr i
pledges from each participant which lays out their commitment to make professional ang
personal change to their practice.

Sustainaility of these partnerships was an issue that was identified by some interviewbash links
with the following section on resourcggut also the political priority that dementia was givethe
more informal the partnership the easier it was for orgeations to withdraw or not fulfil their
commitments as this interviewee dlicated,;

G¢CKS O2ylUAYydzZAiy3d w2F 5C/ a6 RSLISYRa 2y Kl @Ay3
very often the problem; you can do this for one or two years and then different
prioritiescomX 1 KS SO2y2YA O ONRAaAAa FyR 20KSNJ

4. Resources

Box 26:Neighbourhood support and Zeitvorsorge (NUZ) eQMGermany

This project involvedeighbourhood support based aiime creditg ¢ this is a way of promoting
the life experience, knowledge and skibfspeople with dementia because thaye still wanted
and needed and can be a resource for a community. The project is invohadingrawareness

and providingnformation about dementia, aneéducating differeniparts of society:
administrative organisationszhurch communities, banks, retail, policmctorsand clubs

AYFNI AGNHZOGdINBEE | & IKISOD2KIYidiIZYiBR OB NE KI2 K3
FT2N) adzoaARASE 6S NBOSADSHG KEBMYYIHSYNEA I FENI NEIE2 dzN
SylrofS dza (2 AYLINR@S GKS | dzf (ransl@ded2 ¥ G KS | O
Although resources were mentioned less frequently in the survey (18 resparé#pa number of
interviewees talked about their importancand they also featured significantly in thditerature
reviewb wS&2dz2NOS& O02dz R Ay Of dzZRS FAYIYyOAlIf NBa2dzZNDOSa
e.g. meeting spaces, printing leaflets, etc.). Several interviewees emphasised the importance of
creative and dw cost ways of getting resourcefr example,getting volunteers from existing
community groups or schools, or supporting pedplangwith dementia themselves to be volunteers
as this interviewee indicated;
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dItQ] not particularly to do with monetarsesourceX 0 dzi KdzYl y NX &2 dzZNDS &
eSad . SOFdzAS GKSNBQa adzOK | 284G 2F LINB&adNB
the most successful of tliementiafriendlyO2 YYdzy A G A Sa GKI G 6SQ@S o
involved with here in [a region] have been the ones where it &es,bf you like,
volunteerdriven. | mean people have actually come forward and wanted to do
this, and knock on doors in their own community, go visiting the shops in their
| A3K {EdNBSi X

Box 27:Beauraing Centre for Social ActigrBelgium

This is a centre fqueople aged 60 or over during the day in order to combat isolation. Activit
are adapted to the needs of people with dementia (e.g. musical workshops, massages, ge
exercises, craft, games). Participants enjoy being with othesavh less dependent and thrive
during these precious moments in group$ieyorganise joineelip activities with a care home ot
with services such as libraries and cultural centres, in order to engage participants throu
different events for example, a pject around remembrance of the First World Wadit.all
depends on resources. It is crucial to engage a minimum number of participants in order
organise meetings, coordinate activities and supervise people. Infrastructure such as th
Community Centre La parenthésgg 02 dzf Ry Qi KIF @S KI LIISYy SR
NBEOSAGSR® CAYlFYyOAlf NB&A2dz2NDODSE &adzOK | & GKS§
activities and offer diversity

& lhabs to focus on a welfare community bydiwing every resource citizens have
02 2FFSNE 6KSUGKSNI | &(Trdngfaed)PA Rdzl £ & 2 NJ | 443

Some suggested thab R S Y SFYNIRASIY Rt &  @érRed okt vhiede EhéyCbuilt upon existing
community assets and capacityworking with resources alregdavailable rather than duplicating or
going through complex processes of securing new resources. However, it did appear that the
development of ¥R S Y SFYNRASIY R @  QuasYmosizyadtivie AinScauftries where significant
resources had been made avaikblurthermorein many smaller countriesvhere resources were
limited even for specialist dementia servic#svas much more difficult. Having the right resourags
place at the right timdi.e. people with the authority to make changes, volunteers wita right skills,

etc.) could alsde challenging.

Resilience and sustainability were issues related to resources. The nature and complexity of the work
and the resistance that could be experiencestjuired energy and perseverancas this interviewee
described:

A GKAY]l e2dz RINGS of 2 d8KIAGBH |wftRdedetpbd) 32 Ay 3 2y X
dementiafriendlycommunitiest

There was concern thaW RS Y SFYNRASIY Rt &8  @&uM Yodzyulnérable &f rganisations

withdrew support oiif their community capacity was limited. There was also concern that government

and funding organisations might see successful mobilisation of existing resources as an excuse to
withdraw support, othat they maynot fully appreciate the value 88 R S Y S @ O2 Y Y. dzy A (1 A S«
Two interviewees expressed this:
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GThe State withdraws more and more from providing these essential services and
f SFoSa GKS @2ftdzyiSSNE R2Ay3 GKS 220 |yR 1Ay
State should really take more of the burden arekesure that the volunteers
actually like doing the jab

df people think that @lementiafriendlycommunity is just something fluffy and

YAOS YR g6Aff YIS GKAy3Ia | o06A0G 06SGGSNI F2NJ
else, then I think thatisarealded SNE I RN} 66 01 ® . dzi AF AdQa :
2A3al 63 2yS AYLRNIFYG LINGZ a2 | LIFNI 2F |

should be viewed realby.

Box 28:Bishopbriggs Academy community action projezScotland

This projecenablesschoolpupils to undertake dementia informed training and encowsiiem
to participate in intergenerational initiatives within Bishopbriggigpported bya localdementia
actionteam. Once trained, the pupils wilevise opportunities within the town thaan support
older people e.g. dementia cafes and "Youth on BikestHieme involving young people visitin
older people in the community to provide practical and emotional support, but receiving ad

and expertise in return, with input fromeycle ceop).

Theimportanceofd 122t 8¢ Yy R &ALISOATAO 3dzA R SHER STY2ENBridlydzLILI2 NIi A
O 2 Y'Y dzy kadranfuked on In particular, tools t@valuate and monitoprogress and the impact

of WRS Y SFYNRASIY Rf &  (heywnd dzginiple inSaiufement of how many communities had

been declared as becoming dementigendly, was felt to be important (England, the Republic of

Ireland and the Netherlands all referred to this in the online suxvey

G5S @St 2 LAY 3 e tbakiBlthatcah beduSey By braakigations to-self
' dzRAG LINBYAaSas ASNBAOSAaZ LINPANIFYYSaz GNIAY

Evidenceof such evaluative toolsvas quite limited although there were some good examples
including:

1. Twoguides from Belgum: Baert, V(2013)Handleidingg Dementie Vriendelijke Gemeenten.
Brussel: Uitgeverij Politeia nRe Rynck, P. and Teller, M. (20Cbmmunes Alzheimer Admis
- Un guide pour vous inspitddruxelles: Fondation Roi Baudouin

2. Elearning tools, resources and guidarpreducedd @ G KS ! f 1 KSAEwmghndma { 20A S
Scotland.

3. The P@aadDVG network of dementidriendy municipaliies in the Netherland¢see case
study aboven box 23 is developing evaluation and measuringsiruments with which the
living environmentppportunities forparticipation and various (servigeoviding) sectors can
be screened for their level of dementigendliness(e.g. check lists In the development
phase,the checklists were tested to ensukédza S NJ T Ny & safyé &f gt&kahalders
includingpolicy makers and organisations/business owné&he aim is to evaluate and report
on progress annuallyA final evaluation report is due in 2017.
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4.

5.

6.

A recently pblished book in Germany o RS Y SFYNRASIY Rt &  Qrglyd¥sda/ A (G A S & ¢

consideration of evaluatiorfbut was published too late to be included the literature
review): Rothe, V, Kreutzner, G & Gronemeyer R (20Irf) Leben Bleiben. Unterwegs zu
Demenzfreadlichen KommunerBielefeld

A toolkit to monitor and evaluate changes within communities and demdrigadly
initiatives Easton, A. (2014pverview of thedementiafriendly communities initiative Co
Dublin: The Alzheimer Society of IreljanMore information isavailablein the literature
reviewdzy RSNJ Wa2yAi2NAYy3 | yR S@lfdza A2y Q
9CL5 Lzt AaKSR GKS ONROKdINE daL Y adaft
RAFTFSNByi(dteé lo2dzi ! fT KSAYSNNna RA&aSHAS |

The literaturereview found some examples of evaluations using mixed methodoloigiesxample:
measuring achievements against objectivesmbers of people participating in awareness sessions
numbers of organisationthat were committing to becomedementiafriendly; individual and group
interviews with key stakeholders including people with demensarveys audits visits and
observationsHowever it was not possible tdentify a simple yet comprehensivaethodology for
evaluatingimpact, or todefinitively say thatcertaincommunities had become ® R S Y Sriéridly |
O 2 Y Y dzyThisi ig €early an area that needs further exploration and developnieebuld also
potentially benefit from more established literatureglerived from methodsused to evaluate? 3 S
friendyO2 YYdzy AGASAQ yR O2YYdzyAle RS@OSt2LI¥Syda

In September 2015 the Joseph Rowntree Foundation (JRF) published its evaluations of act
develop York and Braglfd as dementidriendly cities. The evaluation used a framework base
dzLR2y G(KS WwWwCQa WC2dzNJ / 2NYySNARG2YSaQ Y2RSft

Box 29:Evaluatingdementia-friendly communities in Bradford and YorkEngland

dementiafriendly communities; it involved online surveys and interviews with key local
stakeholders (including people with dementia).

5.

Other factors

Several other factors were identififidom the literature review although thewere mentioned less
frequently in the ofine survey and the interviews.

Ensuring that technology and the physiealvironment of buildings and activities in the community
were dementiafriendly was a factor mentioned by several respondents (e.g. clear signs, reducing
Yy2A4S RAAGNI OGAZ2YI Yl fidngyd ! ¢a YI OKAYySa WRSYSyGal

f
YR N

(p))

i K

&

Y 2 NB

G{ LISOAFAOIf & 0S8 ieéns Nenekidavardstas withisshapS NJ LI S Y

YR aSNBAOSadé

Theimportanceof assistive or adapted technologyas raisedn a numbers ottountries such as
equipmentto enablepeopleto 1) live safelyin their own homes2) stay in communication with others,
and 3) more controversially GPSystemsand mobile phondechnologiedo enable carers to monitor

9 http://www.nef -europe.org/wpcontent/uploads/2013/03/EFID eafletl-am-still-the-sameperson.pdf
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the geographical location of the person wittementia As previously discussed any physical
environmentor piece of equipment may present challenges to peapith dementia and therefore
may need to be adapted to make them more demetitiandly. Furthermore the range and diversity
of environments and technology that people with dementia may encoyimeany community setting

is so vast that it was beyonddhscope of this survey to list or categorise thédome of the tools
ARSY(GATFASR I 0 dembrifiafrierdigBrchike&ddad designkrs providg guidance and
WementiafriendlyQ | daR publi& environments and technologigarried out by peple with
dementig can also help organisations and communitiesiéwelopin these areas (Box 30).

Box 30: Dementidriendly environments and desigig Scotland the Netherlands and England

The Dementia Services Development Centre at Stirling Universityrldrenowned for its work

on dementiafriendly design, environments and housing (see also Mitchell L 2012 in the literg

review fordementiafriendly housing). Eindhoven University of Technology in the Netherlan

brings in its knowledge on intejkent lighting systems which can improve the physical and me

well-being of people with dementia and their (informal) care providers and knowledge on h
dementia lighting innovations can create sustainable business. A guide on hovdéndmtia

friendyWl 0O0S&aa FdzZRAGAaQ 2F odzAif RAy3a KFa o6SS

Dementia.

As already stated the importance of care and support services for pdigjpig with dementia was

frequently mentionedn the online survey and literatun@view. While it was clear that thse services
were essentiain supportingpeoplewith dementiato live in the communitythis was not analysed in
detail due tothe scope of the studyas agreed originally.

GLG Aa Ffaz @SNE A YLEhNiIfdrehtiypas af 2 NJ Ay LI NJ
professionals (medical, social, etc.). Individual support must go-inamehd with
O22NRAYIFGA2Y 0Si0¢@Génglated) NB | Yy R & dzLJLJ2 NI @

Strengths and challenges

Box 31: Some quotes from the online survey

Gl1 1 @Ay3 LIS2LX S 6AGK RSYSYyiGdAl 200dzLie Ay
I LI2aAGAGBS AY@aASlateiF G§KS A

GhdzNJ KFNR 62N)] 2y GKS 201t fS@é&t I yHi
NEO23IyAaSR ITyaRslad 6 I NR S

The surveywas primarily exploratory, mapping the currentlandscapeof WR S Y Sriéridiy |

O 2 Y Y dzy, &nill w&S aaRintended asn evaluation oDFCactivities Althoughcommonalities key

factors and differences could be observed through éxploratorysurvey caution is requiredvhen
assessing strengths and weaknesses of activities and approaches, given limited information and
knowledge of different cultures, structures and systems, and language issues. It would be unfair and
potentially misleading to identifgpecific projects, activities or organisatiqabout which information
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was gathered in the survgys having particular strengths or weakness&s there is insufficient
evidence to make assessments or judgements of that nature, nor was it indicatedtitcigmnts that
assessments of that kind were going to be carried out. However, it is possible to make some more
general observations and discuss strengths and weaknesses of the range of approaches and activities
identified, particularly in light of the &y factors described in the previous section.

Strengths

Clearly approaches which include all theyfactors identified above are likely to have the greatest
success in terms of embedding organisational, attitudinal, behavioural and environmental change
within communitiesthat are trying to becomenore dementiafriendly. One might expect that this
could also have benefitfor the quality of life andwell-being of people with dementia (and their
families) potential cost savingy enabling people with drentia to live in the community for longer

and delaying entry into institutional car@and potential wider community developmert making
O2YYdzy A AS& Y2 NB (athdubditdnysRide adied that thisiviag & Maploratory study
and did notinvedigate these autcomesof WR S Y SFYNFASlY Rf @ 02 YYdzy A GAS&Q

Even where activities focus only on one of the factors there are still strengths and benefitssctiis
as:reduction of stigma and negative attitudes towards people as a resalvafenesgaising people

with dementia having their voice heard or feeling more empowered as a result of greater involyement
or sharing resources and expertise through better partnership

The enormous diversity of approaches and activities is alsaemfial strength as it creates space for

innovative and creative projects to be developed, drawing upon a wide range of experiences and
expertise. This means that DFC activity can potentially start anyvgteeohurch, an arts organisation,

a dementia NGQa care provider, a group of shops or businesseeg, municipal government. It also

means that it can take different formgsa local alliance of organisations, an arts exhibition involving

people with dementia, a group of people with dementia walking tlyio a neighbourhood to identify

how it could become mordementiafriendly,ork € 2 0F t 1 £t 1 KSAYSNRa | ada20Al i
andawarenesgaisingsessions to public transport workers.

W5 SYSHNIMSY Rf & OaveratsdayfvenisiyBiigant imps to differentconceptualisations

of dementig particularly where they emphasise inclusion, access and participation for people with
dementia. In some countries, Scotland being a notable example, this has linked well with a human
rights based approactotnational dementia policy and service development. Using the social model
of disability as expressed through national laws and international treaties such as the United Nations
Convention on the Rights of Persons with Disabil@RPD)otentially endlesW R S Y Sriérdly |

O 2 Y Y dzgckivity@dachieve greater sustainability in policy and pracfidés social model also has
potential for people with dementia to secure legal protections, addition to support and social
acceptance.
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Challenges

The diversity of approaches and activitiesake it difficult to come up witta detailed or specific
definition of aWR S Y SFYNRASIY R & . Epg ofgdnigytibris &t&@ting off may be difficult to
know what to do first or where to focus resources.th¢ time of writingthis reportthere wasno
Europeanwide dementia strategy, template or incentives for developikementiafriendly
communitie€x, with the soleexceptionof EFID. Responsibility for community development and health
policy still resides with national or regional governments and variations therefore are inevitable.

5STAYAGAZ2YA 2F GSN¥a adzOK a WwWO2YYdzyAdGeQ | yR W)
tended to varyoften used in very different ways. For exampleR S Y SFYNIRASHY Rt & aidity Y dzy A G &
often did not focus on people with more severe dementliving in institutional care. Yet these

institutions were still located in communities and itd#ficult to see a justification fothem being

excluded from &R S Y SFYNRASIY Rt & aQidity, Mstiytibris @s@ally have significant resources

such as communal areas and gardesR S Y SFYNRASIY R &  videk Yhatdayed fo an@ke

positive usef these spaces and be inclusive by bringing the community into the care homes (or enable
people living there to get out into the communityf K2 dzZf R 06S Sy O02dzN} ASR®
WAY @2t @SYSYy Q0 &I & | f.3Smetidms3dRimplyyhdicate titat NRASSYISBY G2AT & |
FNASYRf & acity Wakniimed&ainvolving communitige general to help people with

dementia, orby providing more commund#cilitiesfor people with dementia to usén order tomeet

others. But in some cases it indicatedtivity that aimed to give people with dementianore

opportunities to participate in public and civil life as citizensaddition toproviding opportunities for

them to have a real voice and community presence. All of these are impplanit is impatant that

WA vy O fddeanbt dgtdne so sophisticated that it excludes other forms of involvememveverit

doesshow the challenges of achieving a shared understanding.

It is unclear what truly works in developigR S Y SFYNIRASIY Rt &  OtReve Ysdrladk Of koBustQ

evidence on what is genuinelyawBlla G 6 f A A KSR | yiéneriSifietdyBEOEFY A &GS R D Y
Through the literature reviewthis report has identified a focus on more theoretical or policy
descriptions of what &8P RS Y Sngyi R @ O 2 YsYideluding,dt@ some extent, the factors
ARSYUAFASR AYy G(GKAA NBLR2NIOZ YR AyLlzia 2N Wodzf R
At the same time many municipalitiend regionsuch as Arnsberg, Bruges, Brabant, Motheihin

Scotland), Yorkand the initiatives funded by EFID, have clearly been very active in a number of
different ways(incorporating some or all of the key factors identified in gtigdy) towards becoming

more dementiafriendly. Yet there do not appear to be any comprehensive evaluations of impact,

such as changes in quality of life for people with dementia, or reductions in institutional costs or usage

were reported. As the literature review identifiethere have been toolkits deleped to guide
dementiafriendlyactivity (e.g. Easton, 201@yerview of thelementiafriendlycommunities initiative

- The Alzheimer Society of Ireland) and a number of more qualitative evaluatighR & Y Sréndly |

O 2 Y Y dzy (&.0. AoSedptCRowntreeports on York and Bradfordjut the challenges of proving the

success W R S Y SFYNIRASIY Rt & @rg rfethdeylagicailyScaniplex and resource intensive. To

sustain commitmentand resources being directed towar8sR S Y SFYNRASIY Rt &  (xavW Y dzy A G A -
be important nevertheless to provide robust evidence tHaFCsmake a positive difference.

Evaluation tools used in other forms of community development may be useful and have the potential

to be adaptedfor use withWR S Y SFYNIASIY Rf &  Qehitedeizyodlsimigilt BeQused it is
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essentialthat the lived experience ofpeople with dementia remains central t@valuation of
WRSYSIWNRASlY Rf 8 O2YYdzyAlASaQ

As identified in the interviews, there is the risk tHaFCS will not be sustain@chere resairces,

energy, or commitmenheededto developW RS Y SFYNRASIY Rf & @ lohdey dviildbB.a Q

CKA&d Aa F NBIf O2yOSNYy o0SOFdzasS GKS aal ¥Sae ySi:
countries, or not particuldy well developed in others.

The fact that a significant number of more traditional health and social care providers identified
themselves and their workas contributingo the development oW RS Y SFYNRASIY Rf @ 02 YY dzy A
raises the question ofwhether people with dementiaare seenas citizens of those communities, as

212 aSR G2 aLJ GASydaé,itaspassibiasiNditiess Sraditivhd debvicesd h T O2
see people with dementia as bathut the dominance of the biomedical model of dementia may make

this more challenging. In countries where health and social care services for people with dementia

were dominated by institutional caractivity to develop? R S Y SFYNIASIY Rt &  Sometiviey A G A S a
appeared to be more focused on providing basic support and foarpeople with dementian the

community (such as day centres, dementia cafes, home helps, support for carers, etc.) rather than
Y2NB Ay Of dfbcussd Workfedabling. peSp)e to participate in public and ordinary
community lifé.

5.2.1A taxoromy forO A A1 AECHEEAA Al U adtividy | OT EQU S

Drawing upon the key factors amdmmonalitiesdescribed earlier in the report, as well as taking into

account the range oflementiafriendly activities that have been identified as occurriimgdifferent

contries Al Aa LlRraaAofsS G2 OFdS3a2NRasS (GKSaAasS Ayid2 (K
OK22aAy3 (2 OHd¥REXKFNIMSYR[ & EaBFGBOSRYMFAGTSS seenn

Diagraml below.This may represent a development prosdsit it is important to note however,

that the survey showed thahis is not necessarily a linear proce&s suchsome of the activities in

one descriptormay alsobe occurring in anotherdescriptor,and not all the activities in descriptor

may occur at the same timeall are important components for developing R S Y Sriérdly |

O 2 Y Y dzy énd wilScadr@ibute to improvements in the quality of life for people with dementia

They may also reflect the levels of public, political and organisdtiamacityand thecommitment

and resources that are availablen any given areafor the development ofdementiafriendly-

communities Activists mgt be keentoR2 LJ0 | Wg K 2  SitiZorshisY day WIINRhE @R 0 dzi
resourcescommitment and capacityavailablemay meanthat F  WO2 YYdzy A G & & dzLJLJ2 NI Q
more appropriateor realistic.
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Diagram1 - A taxonomy fol R S Y SFyNRASHY Rt &

\

/ wBasicawarenesgaisingfocused on
community caresupport serviceand
emergency services.

wlinclusion andihvolvement opportunitieSfor
people with dementia through community
groups, memory cafes, etc.

wLed by a publibealthservice social care
service, or specialist dementia NGEmall
partnerships that may be time limited to
complete certain tasks, or be sustained.

CommunitysupportQ

Focus of DFC activity is providing
community care and support to
people with dementia

O 2 Y(DEMFACH)E

W/ 2YYdeyord @S

Focusof DFCactivity involvesthe
wider community beingsupportive
towards peoplewith dementia

wBasicawarenesgaising challengingtigma
about dementia among community
organisations, public services, shops,
odzaiySaasSaz SGOod al @
sessions, exhibitions, films, etc.

winclusion and involvement opportunities
include a wide range of community activities
e.g. walksexhibitions, clubs, church services
community groups, etc. giving people with
RSYSYGAF + OAaAGES O

wRange of organisations but probably led by
dementia NGOs, and/or health and sodate

services large partnerships but a minority of

\active members. J

Ay

2Y

ﬁAwarenessraisingacross community \

organisations, businesses, public services; &tq.
well resourceglincludes the active involvement
of people with dementiaresults in positive
activity to change attitudes and behaviours
remove barriers and to improve accesspport
inclusion and participation of people with
dementia in the communityand is evaluated to
assess impact.

wActive participation of people with dementia an
other community members in all aspects of
WRSYSINISY Rf & acuigity,(dslzy Al & Q
individuals and through groupas equal citizens
and valued members of a partnershimcluding
awarenesgaisingand evaluations of impact.

wDemocraticand accountableommunity
partnerships and networkshat are co

r o PpcigRed by orgapisaopsth the gy {p e

commit resources for community wide activity

but who can also support and respect diversity

small, grassroots initiatives and the active

involvement of people with dementi@ most

member organisationactively involved and

TS 8 GRS ©

ax
@)

sustainability.

Whole community and
citizenshif

Focus of DFC activity are communit
partnerships ceordinating a
comprehensive¥hole communityQ
and citizenship approach wit the
active involvement of a range of
organisations, resources, and peopl
with dementia




6. Key principles for developing O A A1 A-frighdyA

AT 11T 61 EOEAOS

Drawingupon the findings fronthe study it ispossibleto identify some important principlesfor
developing RS Y SFYNIRASIY Rt @ @G I¥ i¥idmyoiaintioSstie@s that these should not be
applied inanoverly-prescriptive (strict) way.

1 Theessential factors in desloping ementia-friendly communitie<appear to be:
o0 Training, education andwarenesgaising
0 Active inclusion and involvement of peogieing with dementia fogether with the
involvement of thecommunities they live in)
o Encouraging and supporting partnerships, networks and collaborations
0 Securing and sharing resources

f Communitiesare diverseand therefore WR S Y SFYNIRASIY Rf &  Qvifl WeYdivgrdell A S & Q
Ways inwhich WR S Y Sréridly lcommunitt aa@e developed differ, depending upon
political, social economic and cultural factoré top down,nationalapproach may work for
one country but local, communityitiativesmay be moreappropriatefor other countries.

1 Therole of health andsocial care organisations and dementia-specialist organisationsin
the developmentof WR S Y SFYNRASIY Rt &  €s2 hetamnpliaietb& &hould broadly
be welcomed These services and organisations may be the place WHeReS Y Sriéridly I
O 2 Y Y dzyvarki lBe@ins They are part of communities and provide essential services to
people living with dementia andtheir families. Separating them fro®W R S Y Sriérdly I
O 2 Y Y dzdevalopnient suggests that when peofiléngwith dementia use thenthat they
are no longer members of the communigythis is unhelpful, especially for people with more
severe dementiaresidingin care homes and hospitalhe challenge is to create synergies
between civil society organisations and health and social care services.

' Where thereareW | -# S8R SipftRtivés@king placeW RS Y SFyNRASIY Rf &  €EoRly Y dzy A ( A
consider seekintp build alliances and influence those initiatives. A focus on dementia always
runs the risk of community developments adding to stigma, sep@rand exclusiom age
friendly initiatives may need to be better informed about demertirecluding the need to be
inclusive of younger people with dementia e.g. below the age of B5}jhe long term
however, agdriendly initiatives offer wider opporunities for more inclusive community
development that is not defined primarily in terms of diagnosis.

1 Communitydevelopmentis complex and usually takes place over a long periotintd.
Embedding andustainingdementiafriendly(zommunity developmentistherefore key, but
requires commitment and resourcesto support organisationalprocessesand to achieve
outcomes Investingresourcedor longterm developmentis essential Evaluatingmpact and
outcome (vhichactively involvepeoplewith dementia)and sharinghe lessons learnefiiom
theseevaluationsis alsoa vital part of this process.
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7. Conclusion

CKAA& adz2NBSe gl a | @RS X GFHERASHIR/ |-&LIECHRY AN ELiGnt 2 T
a particular moment in time. While it was ctghat an enormous amount of activity was taking place
the survey cannot claim to present a comprehensive picture of everythinghtimbeeroccurring in

this field across Europe. Because of the challenges of doing-Byrapean project like this, esgatly
regardinglanguage and understanding different cultures and systems, together with the fact that
respondents to the online survey were seéflecting, the findings should be treated with some
caution. However, even with these limitations the survégady showed how much enthusiasm,
commitment, diversity, creativitylearning, collaborationsharing of resources, and positive energy
WRSYSHWNRASIY Rt & aQigityhasipéreratedQ

An online survey respondent from Wales described the aim ofr tveirk ascreating éa social
movement that mobilises all sections of the communi@he survey clearly showed that the
WRSYSHNRASIY Rt & YOr22YvSdyyShyiiieD A4 200dzZNNAyYy 3 | ONRB & A 9 dzNJ
perhaps no coincidence that it has occurred at a time when public policy is faced with the double
challenge of ageing populations and increasing numbers of people with demssijgled wth static

or reduced spending on health and social care services in most European countries. Different
solutions therefore, have had to be developed to support the millions of people living with dementia,
and their families, in the community. Mobilisisgmmunity capacity anthe resources that a whole

range of organisations possess has been the solution. But to achieve this, the survey identified key
common activities involvingwarenesgaisingand sharing information, the active inclusion of people
living with dementia, building partnerships and collaborations, and securing resources. These activities
have clearly energised and engaged massive numbers of individuals and organisations.

But the activities have also generated lots of questions. How tondafommunity or the focus of

those activities? What is the role of health and social care services? Is an approach used in one country
or region suitable for another? What is the balance of responsibility in community development
between large organisatianand governments, small local organisations and citizens, and of course,
people living with dementia themselves? What doe¥ 8 S Y SFYNAASIY Rt & IdolRliKeYadzy A (i & Q
how is it possible to know? How c& R S Y SFYNRASIY Rt @  ®exomé tlag ot dsl Hicw

might age friendly communities help with this? Can the energy, engagement and activity be sustained
when faced by the scale and long term nature of the challenge?

Although(i KS & dzZNIPS @& RiIgfifitive/aRdiverstINie s juesionsit providesimportant

indicators about what are the essential building blocks R S Y SFYNRASIY Rt @  Omher Y dzy A (i A
NELR2NI |tfta2 ARSYUGATASE a2YS ¢St |y SavanksQ d v RizGLI2AEYE |
the absence of a cureor universally effective @atments for | £ 1 K S XamdSoth& dorms of

dementig) for the foreseeable futurghere is both the opportunity and necessity for creative, positive
community-based solutions to support people with dementia, not only to live well but also be active
participants in their communitiesAlthough irstitutional care for dementia will not disappear and

different European countries have different health and social care systems for people with dementia
communities will remain the place where the majority of peoplith dementia live their lives.
Communitiegnust therefore be the place where solutions are found arehted Communities come

in all shapes and sizeso it is perhaps inevitable that communitased solutions to enable people
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with dementia to live welwill also be highly diverse2 y S a A1 S REh&exaghplés addh G | £ f

evidence provided in this report clearly demonstrate this.

7.1.Ways forward

For the reasonsdescribed above, particularly the diversity and amount &R S Y Sriéridly |

O 2 Y Y dzédtivitydo€rurring but also thelimitations of a mapping survey of this kinthis report

does not contairspecificrecommendaions. However, based upon the findings from the survey a
YdzYo SN 2F Ll2aairof S IfoNBrida (2pbrt dheghirthe? geveldphbntdis | & &
WRSYSHYNRASIY Rt &  acoss¥udageihava e&in@ntified. These are as follows

1 PanEuropearorganisationswvith an interest in dementi@houldconsidercollaboratng on a
joint statement/work programme to supporthe further development and evaluation of
WRSYSIYNRASIY Rf @  @cRo¥s\YEdrypk, nilugliagthuilding links with Europeéde
dementia and agédriendly initiatives and other international organisations with an interest in
supporting thiswork e.g. AIKSA YSNDRa 5AaSFasS LYaGSNYylFrdGA2yl =

1 PanEuropeanorganisationswith an interest in dementiashould consider collaborating on
developing a DFC communication strategy to raise awareness of DFC activity and good
practice through the use ofsocial mediapromotional materials that can be used in different
settings (e.g. schools, education, businesses, public service}, @tdl y 2yt Ay S WRSYS
FNASYRf&@ 9dzNRLISIY O2YYdzyAiiieQ 6Soaiiwdysibz O2y i
communicate and connect with individuals and groups involved in this work, etc.;

1 PanEuropeanorganisationsvith an interest in dementi@ould develop a work programme
focusing on norgeographica’ R S Y SFYNRASIY Rt & dévalopMeatayely.icérdnunities
of shared identity, communities of interest etc.;

1 PanEuropearorganisationsvith an interest in dementigouldenter into dialogue taliscuss
ways ofcontinuingthe development ofan evicncebase forW R S Y Sriendy®2 Y'Y dzy A (1 & Q
activity, drawing upon the DENFACT taxonomy in this report and othapproaches to
evaluak impact/outcomes(but ersuring that any approach remains person and community
centred.

1 National, regional and municipal governments that have made cibmemts to developing
WRSYSYNRASIY Rt &  Srdut\toayiderittisSepddt anensure wherever possible
that the key factors identified for developin? RS Y SFYNIRASlY Rt &  Ce2eY Y dzy A (0 A
incorporated into their plans, strategies and activities.

1 National governments, NGOs and other organisations that have or are developing dementia
policies or strategiesandwhich do not currently contain commitments t8R S Y Srjéridly |
O 2 Y Y dzy, shibldScarRider the findings of this report and how they caeoiporate
WRS Y SIYNRASIY R & indiativey iday thoSedp@licies and strategies.
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f National governments, NGOs and other organisatidnk 2 dzf R O2y a4 A R
funding to enable new DFC activities and initiatives to get off the ground antedte t
and energy spent on pursuing piecemeal funding;

SNJ LINE @

ime

1 National, regional and municipal organisations involved in DFC workpriastise investing

in people to sustain the work: ensuring people with dementia are at the centre of DF

C activity;

creaing a pool of people skilled in the promoti of DFCsto reduce the reliance on

volunteers; facilitating peer mentoring and networkitm enablepeopleto learn from
anotherabouthow best to create DFCs and solve probleassthey arise.

one

¢ KS 9 dzNR LIS vy Init@vedaphRerieht yhvites the stakeholders identified above to

explore ways tocollaborate, in order to take forward one or more of these areas for action.

Box 32: Concluding quotes

dSome communities seerm worry that hey will be hit by a cost explosion if
they tackle this issue. We believe the opposite is the case: There will be a cost
explosion if communities aret LINB LI (R&hSlated)
G2S R2y Qi O2yaARSNIJ RSYSyGAal +a
opportuh 1@ G2 3ISG NRR 2F aiSNBL2GeLSa

0 A Y $Teadstated)

societyhr & YIylF 3SR G2 3IASS adGAYS G2 tATS

WYo
Iy
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Appendix A
Report of findings from the online survey

1. Summary of findings

Role of organisations in developing @ementia -friendly communities 8

The majority of respondents across Europe were working witfin-government organisations
(NGOs) (n=66349%, closely followed by those working within health and/or social care services (n=50
¢ 26%. This would suggest that the majority of current developmentsiR S Y Sréridiy |

O 2 Y Y dzy (DECs)Sa&r@ss Europee led or delivered by NGOs and via health and social care
services.

Twentyrespondents were working within local authorities or municipalities; ten respondents were
working to develop community projects and initiatives within their communities and wnerte
apparently associated or connected with an organisation. Ten respondents were college students and
three respondents were working within emergency services (e.g. Fireesode, police services).

Role of respondents in developing DFCs

Respondents decribed theér rolesin developing DFCsvith 86 response$44%)indicaiing that the

work was focused on raising awareness, providing information, education and training. Similar
numbers were involved with coordinating services and developing partnersiwomries (n=43; 22%)

and providing health and/or social care services and activities in the community {r2344).

Nineteenrespondents described their role as reseab@sed and nine respondents described their
role assupportive includingallocaion of funding for communitybased projects and initiatives to
develop DFCs. Three respondents were working to devadopentiafriendly emergency services,
namely the fire and rescue service and police services.

Factors in the development of DFCs

Across 16European countries, the most prominent factors were consistently related to raising
awareness of dementia and DE@s order to improve attitudes, knowledge and understanding
towards people who are living with dementia (n=126 responséb%). It was evidat that the
majority of responsedrom most European countriebeld awareness of dementia as a crucial factor

in the successful development of DFCs, which may indicate that DFCs are perceived primarily as
communitiesthat have a good understanding and pathic attitudes towards members of the
community who are living with dementia.

Aspects of inclusion and involvement were identified in responses from across Eurkggfastors

in the development of DFCs and generally related to ensuring opportufdigseople living with
dementia to be, or feel social included (n=635%). In some responsemclusion appeared textend

to of all members of the community. Inclusion related to participation by people living with dementia
in community activities andlay-to-day living, as well as in relation to participation in influencing,
planning and developing DFCs.
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Partnerships and building networkseve important factoss in the development of DFCs which
frequently reoccurred in responses across Europé9q 25%). The theme of partnerships indicated

an emphasis on coordinating activities and services, sharing resources and embedding monitoring
processes in the development of DFCs.

wSa2dz2NOSa O0OFAYIYOALFf I KdzYl yI WAigPWlakdydh@dto tei Ody 2
other themes, having been cited as a factor in relation to the resources required to raise awareness,
developworkingpartnershifs andto ensure full inclusion of communities (particularly supporting the
involvement of gople living vith dementia).

2. Qurvey ¢ Report of Findings

2.1. Methods

Survey development and promotion

The survey was carried out between October 2014 and January 2015 as an online questionnaire, using
an online survey provider, Survey Monkey. Survey questions vestelaped in consultation witthe

EFID Steering Committee membéssirvey questions are at the end of this documeiitle survey

was keptintentionally short for several reasons

the areas of investigation retyed free text answers;

to encourage a higresponse rate

it was expected that a number of respondents would respond in languages other than English;
more indepth data collection could be achieved through the telephone interviews;

to manage the process of analysis within the time and resourcaabiea

=A =4 =4 =4 =4

The survey was made available to complete in seven different languages:

English
Dutch
Flemish
French
German
Italian
Spanish

=A =4 =4 4 -4 -4 4

I fAYy]l G2 (GKS ada2NBSe g+ a RAAZASYAYIFIOUSR @Al GKS a
Alzheimer Europe newsletteand through members of the EFID Steering Committee. The survey was
promoted at events and conferencencluding all delegates (800+) at the Alzheimer Europe
conference in Glasgow in October 20%howere emailed a link to the survey.

Members of the fering Committee were asked to encourage active dissemination of the survey
though their networks. A pro forma email that could be used to promote the survey was provided by
the Mental Health Foundation in the different languages listed above.

Active pronotion of the survey was carried out in January 2015 to encourage individuals and
organisations known to be active WRS Y SFYNRASIHY Rf & Qa2 eonvipdeté Athie As@veyD
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Respondents were sedelecting: it was not possible to know whether they were presentative
sample according to location, role, activity or views expressed. In the write up of the survey the terms
WNBaLR2YRSY(iQ YR WNBalLRyaSQ INB dzZaSR Ay UdSNOKIFy3:S

The survey in English is available at the end of this report.

Analysis

The organisabns, in which respondents were workingvere categorised by the area of work each
organisation placed greatest focus on. Categories included health and social care service providers,
academic institutions, emergency services (e.g. fire and rescue, peliciee) and local authorities or
municipalities.

Respondents also describ&dhat their rolesinvolve,in working to develop DFCs. The types of work
carried out by respondents were descriheohd frequencies indicatedn order to build a picture of
what current initiativesare being usedo develop DFCs.

Two researchers analysed the literature review and online survey responses. Commsmoiroing
keywords and phrases were identified relating to DFC inputs and activity (e.g. training, resources,
staff, participation, etc.), outputs (e.g. information, events, partnerships, etc.) and outcomes (e.g.
inclusion, awareness, empowerment, etc.). These were categorised into themes indicatfagtkey

or requirements for the development of DFCs.

2.2.0veral findings

A total of 19 resporses were received, from 19 European countries.

Findings from the online survey

Role of organisations respondents in developitig S Y SFEYNRASIY Rf @ O2YYdzy A G A SaQ

Responses to the online survey were grouped in accordance witbrgfamisationafole, as described
by the respondentin developing? R S Y SFYNIRASIY Rt &  (Mdwolstzihdrdiisiti &isR of some
inaccuracy when categorising organisations that a®dal in countries less familiar to the researchers.
The information is shown in Table 1.

Table 3

Type of organisation Number of responses
NGOs (both national and local/regional) 66 (34%)
Health and/or social services 50 (26%)
Academic, research, 23 (12%
Local/regional/municipal government 20 (10%)
Local community projects/initiatives 19 (10%)
Emergency services 5 (3%)
Other 11 (6%)
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Variations between countries

Of the countries that had eight or more responses, Germany reported the greagsirtion of NGOs
(9/19 ¢ 47%), followed by Scotland (8/2138%) and England (19/6529%), though some of these
NGOs were also providing community care and support.

France had the greatest proportion of health and social care organisations (6/8) fdlynBelgium
(11/22 ¢ 50%) and the Republic of Ireland (7/487%). Germany (6/18€ 32%) and England (6/65
9%)reported arelatively lowproportion of such organisation

The proportion of local/regional/municipal government was fairly evendQ%) acres countries.

Discussion

Table 3(above)provides clear evidence of the significant role that NGOs and commlbastyd
projects play in developink R S Y SFYNRASIY Rt &  Ordeyrdadizély lovik réspase rate from
local, regional and municipgbvernments does not altogether reflect the findings from the literature
review, nor does it reflectsome of the comments from the interviewsvhich emphasised the
important role these organisations play. The low response rate from these organisatiorsantlsty
reflect the types of networks that the Mental Health Foundation &nel EFID Steering Committee
members had, which were more linked with NGOs than government bodies. This may@kathe
lackof responses from national governments.

The relativdy high response rate from health and/or social services emphasises the difficulty of
separating these organisations from activities developihg S Y SFYNRASIY Rt &  Orismvagzy A G A S 3
partly reflect the simple fact that it is these organisations thatehavost contact with people with

dementia and therefore may recognise the importance déveloping WR S Y Sriérdly |

O 2 Y Y dzy. A sighificanOnumber of responses described communétged care and support being

provided to people with dementia as an immpant factor in creating? R S Y SFYNBASlY Rf @ 02 Y Y dzy A
this directly challenges one of the predefined parameters of this studgmmunity support and
participationshouldgo beyond what is provided to individuddasedprimarily on their diagnosis.

Of course, the role of the organisation may not be a clear indicator of the role of the respondents

with 43% of respondents desciity their role, in developing RS Y SFYNIMASIY Rf @ Q2 Y Y dzy A
terms of raising awareness, providing information, educatad training. The next section explores

this in more detaijlindicatingthat some respondents working in health and social care serwviegs

havehad roles that were not conventiontealth or social care rol€k terms of providing care and

treatment to individualsTwenty percentf respondents indicated that their role did involve providing
community health and/or social care services, or similar activities.

2.3. Factors in the development of DRCFhematic analysis

Thematic analysis of the factors ehgsised by respondents, led to the emergence of three primary
themes as factors in the development of DFCs:

1. Raised awareness knowledge and education, attitudes and understanding, influencing
communities
2. Partnershipg collaboration, building networks aridvolving whole communities
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3. Inclusiormt active participation and involvement of people living with dementia in community
activities, planning, discussions and decigioaking

A fourth overarching theme was identified, which underpinned the other threenéng having only
been cited as a factor in relation to aspects of the three primary themes:

4. ResourceKdzYl Yy FAYIFIYOALfZI WAY 1AYRQO®
Raised awareness

One hundred and twentgix (126) responsef5%)from 17 countries cited the need to raise
awareness as a @cial factor in the development of DFCs and several responses indicated that fear

and stigma continue to pose difficulties for people living with dementia in their communities. Raising
awareness encompassed a need for communities to have greater knowtgdtgEmentia and the

YSSR (G2 AYyTfdzSyOS O2YYdzyAie YSYOSNRBRQ FGdAlGdzRSE

A number of target groups were identified as particularly important to raise awareness among,
including: police services; health and sociakcsgrvices; political groups and government agencies;
policymakers and commissioners; community volunteers; families of people living with dementia;
activity groups and sports clubs; the retail and service industries (e.g. shops, restaurants, etoe); peopl
living with dementia; the general public.

As regards information and awareness levels of people living with dementia, responses indicated that
providing supportive postliagnostic information is crucial. It was evident that supportive attitudes
within health and social care services entailed providing a capaditgding, personalised and holistic
service. Such services can contribute to supporting people with dementia to remain well and actively
involved in their communities for longer.

Influencing theeducational sector was cited in several responses and often related to calls for more
intergenerational initiatives in the development of DFCs. Dedicated spaces and venues for
intergenerational interactions were described as useful in facilitating a allghift towards positive
attitudes with regards to dementia, and ageing in general. Similarly, a number of responses suggested
the delivery of dementigpecific groups and activities within public spaces, as this facilitates
opportunities for positive irgractions between community members who may not otherwise have
opportunities to interact.

A range of methods or approaches were suggested for raising awareness across communities, such as
delivering lectures, informational events and workshops and confas to widely disseminate
accurate information about dementia, and specifically about how to support people living with
dementia in their communities.

Responses described the need for awaremagsing methods to include messages about what it feels

like to live with dementia in the community. It was suggested that this approach facilitates a deeper
understanding towards people living with dementia and promotes positive, empathic attitudes
towards people with dementia. Other responses indicated thatBgeh Sy Rt & | (G A GdzRS a
O2YYdzyAlAS&aQY Y2NB 3IASYySNIfter aK2dzZ R 6S LINRBY2(SF
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It was suggested that awarenesasing initiatives should also aim to offer practical guidance for how
DFCs can be developed and how community individuals or groupsecamb involved and actively
contribute. Employing local culture and the arts in awaremassing messages was suggested in
several responses, as was the development of links with local and national media to maximise the
impact of campaigns. In additiort,Was suggested that having public recognition of projects, events
and initiatives from external partners or national organisations can contribute to community
awareness.

Inclusion

Aspects of inclusion were highlighted in 67 respor{888s)from 13 countres, which included a focus

on the active participation and involvement of people living with dementia in community activities,
planning, discussions and decistgrt { Ay 3 Ay GKSANI O2YYdzyAlGASad W[ AJD]
defined as people with a deentia diagnosis, although it also often included family and friends. It was
suggested that developing DFCs requires the involvement of people who are living with dementia in

their communities. Responses indicated that initiatives to develop DFCs arefieusive where they

ensure that people with dementia have a public voice and are involved in planning and DFC
developments.

Many responses referred to social inclusion as denoting the continued participation of people with
dementia in their usual daio-day activities. These responses placed greater focus on activity groups
for people with dementia, and several suggested the development of dem#éidizdly activities
within public spaces to facilitate opportunities for interactions with the wider comityun

Suggestions to facilitate social inclusion for people with dementia included developing activity hubs
within public areas of communities and adopting a personalised, holistic approach to community care,
support and activities. Garoduction processe were described in which people with dementia are
acknowledged as equal partners alongside professionals, commissioners and other community groups
involved in the development of DFCs.

wSalLl2yasSa FNBY AS@OSNIf O2dzyiNASa NBFSNNBR (2 w3
intentional word which often seemed to imply previous experience of-genuine or tokenistic

involvement of people with dementia in initiatives to develop DREewveral responses also referred

G2 WOAGAT SYyQ Ay@2t 0SYSyids= | 62 NR -daketl fpiroabhlid JS I NB R
developing DFCs, in which people with dementia are supported to access their rights to citizen
involvement in their communiés.

Several requirements for enabling full social inclusion were highlighted in responses, including the
need for support in the community for people with dementia, enabling them to remain active in their
communities for longer. Assétased approaches werdescribed as useful for enabling social
inclusion, which requires bespoke approaches to the involvement of individuals who are living with
dementia. Truly inclusive communities can be developed through recognition of barriers to the
inclusion of peopleiving with dementia, from which solutions can be jointly identified.

An aspect of social inclusion that was raised in several responses, across several countries, highlighted
the importance of ensuring that public spaces, in the community, have beerbsu#tdapted for the
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needs of people living with dementia. Physical adaptations to community spaces were described as
an important aspect of enabling safe, independent lives for people who are living with dementia.

Partnerships

A third theme that was ideiified in 49 response@5%)from 14 countries indicated the development

of partnerships and collaborative networks as a crucial factor in the development of DFCs. These
partnerships were often described as informed, supportive networks which promote catbmer
between individuals and groups, ensuring efforts are coordinated and resources are shared. Several
responses suggested the creation of a dedicated team or individual within each community, who is
responsible for caprdinating networks and promotin@tal developments.

Partnerships can enable more effective monitoring processes to be implemented, in the development
of DFCs, measuring impact and progress more consistently. Partnership networks can broaden the
impact of project and initiatives and enaisl more widespread sharing of good practice information

and guidance. Several responses suggested the implementation ofstakéholder bodies and
reviews, in developing DFCs, to strategically document progress and share learning. Suggestions for
adopting these processes included developing steering groups or governing bodies which include
representatives of sma#icale, grassroots community initiatives to develop DFCs.

Various agencies or groups within communities were suggested as key partners beeifivo
developing DFCs. These included local government agencies to enable legal reform, local businesses
and services, housing and social care services and emergency services. It was suggested that these
organisations can be persuaded to collaborate bgntdying clear objectives and the cost
effectiveness of developing DFCs. By involving a range of community groups or agencies in developing
DFCs, a greater sense of community cohesion can be developed, which itself facilitates the
development of DFCs.

Resources

The need for sustainable resources in developing DFCs was emphasised in 18 reigitiass
barrier to developments in the above three factors. Responses referred to both human and financial
resources as a crucial factor in developing DFCs lamdustainability of resources was a common
concern among respondents. Responses suggested greater creativity and innovation to identify
solutions to resource constraints.
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2.4. Findingsby country
AUSTRIA (n=42%)

hNBIYAalFIGA2YQEDFER S Ay RS@OSt2LAYy3

Four respondents described their work in Austigsglevelogng DFCs. Two respondents worked within
NGOsand two respondents worked within an academic research setting.

wSALRYRSYiaQ NRfS Ay RS@St2LIAy3a 5C/ a

A respondent working withraNGQOwas focused o delivering social support and activity programmes
for people with dementia, as well and working to improve dementia care services. &noth
respondent working within an NGfocused on promoting awareness among the general public, as
well as providing suppt services for people living with dementia and their families. One of the
respondents worked within an academic institution to develop ethical palliative care practices.

Factors

One respondent from Austria, working withimn aNGQ indicated a number of atctors and
requirements in the development of DFCs. Social suppastcited as necessary to enable inclusion
and involvemenbf people who are living with dementia. The need for raising awareness was also
suggested through lectures, free consultations @énusing a range of media to disseminate
information.

Gt dzof AO gl NBySaa Fd I yFrdAz2ylt fS@St Xt S2Li
0S GNIAYSR (G2 RSIf 6AGK RAAZ2NASYGSR LIS2LIE S «
(Translated)

Intergenerational project were described as useful for involving communities beyond those who are
directly affected by dementia. This respondent highlighted the valugadrking inpartnership and
collaborationsto disseminag information and widen the impact of campaigns and jpats. It was
reported that DFCs require a team embedded within each commuwiityg is committed to local DFC
developments. Resources were also cited as a requirement to enable DFCs to develop, as were
developing strong links with local media.

& / NXB bfindd2lyommunities that offer financial assistance for national
GNF AYyAy3s fSOGdzNB@ranslgtd’) TNBES O2yadz G GA

Threeresponsedrom Austria did not cite any factors or requirements in the development of DFCs.

BELGIUM (n=2211%

hNBEYAaL GA2YV0Qa NRPES Ay RS@OSt2LAYy3 5C/ a

Twentytwo responses were received froBelgium Elevenrespondents were working within health
and/or social care services (including social services). Six respondents were working within NGOs and
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three respondents wiked within local authority or municipality administration. Two respondents
were working within the police service.

wSEaLRYRSYiaQ NRtS Ay RS@OSt2LIAy3a 5C/ a

Fourteenrespondents were involved in delivegtraining and good practice guidander health and

sccial care staff and other statutoservice providersas well as disseminatiaf information to raise
awareness. This work often involved delivering conferences, community events and using media to
share information.

Six respondentdescribed their rol®f coordinating networks to developorkingpartnershifsacross
sectors, includingvorking withretailers, service providers and policy makétsr one respondent, the
role entailed allocating resources and monitorie@mmunity initiatives Another respoment
described theirrole as supportinghe involvement of people with dementia in nenedicated
interventions for people who have dementia.

¢ts2 NBaAaLRYRSYyGaQ AYRAOIFIGSR GKSANI NRBES gl a (G2 LINE
worked speck OF f f @ GgAGKAY GKS aAraaiy3da tSNE2yQand! yAlod
implemening appropriate,dementiafriendly police services and protocols

Factors

The need to raise awareness among communities, professionals andipalkeyrs was highghted in

the majority of responses from Belgium (n=18%9. Raising awareness of dementia included the need
to provide training, information and education for community members (service providers, police
services, volunteers, general public) in respogdimdementia and how to best support people in the
community who are living with dementi&esposessuggested that raised awareness and improved
knowledge can positively impact on how dementia is understood by individual community members.
The widespred dissemination of factual information about demenisasaluableto the promotion of
positive, capabilittenhancing attitudes towards people living with dementia.

O0We therefore need to set a good example by organising events linked to the
illness inorder to raise awareness among the public (conference, monthly
Alzheimer Café, training for different audiences, practical guide, raising
gl NBySaa Y2y I(Tandatel)y SaaSax SaGO0 dé

The training of various members in any community was also highledidy respondentswith
suggestionghat this can enable people who have dementia to remain living in their own home for
longer. Welltrained health and social care staff can reportedly contribute to prolonged independent
living for people who have demeatiprofessionals who received appropriate training can contribute
to developing supportive, empowering relationships with the people they work with who are living
with dementia. In addition, it was also suggested that by training staff in local busiregs$esrvices,
people with dementia can be enabled to remain autonomously active in their community for longer.
.8 RSYBalATEAY3I RSYSyGAl s LIS2LX S OFy NBI O

f2y3SNI 40 NBR 08 (GKS RAASIaSXmmdniyyAy3 FyR NJ
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care workers allows people with dementia to stay at home for as long as
LJ2 & & ATarslGtau§

Two resposesalso stressed the importance of garnering political interest in developing DFCs, as well
as aligningthe interest of political groups toatnmunity objectives One response suggested the
recruitment of dedicated supporters or ambassadosho can champion local causes and ensure
focus on key issues for people living with dementia, based upon personal lived experience of
dementia. People whodve dementia, volunteers of various ages, as well as family and friends of
people living with dementia can contribute in a significant, meaningful way to developing DFCs.

GCAYRAY 3 adzLIL2NILISNE F2NJ @2dz2NJ LINP2SOG Aa @SN
haveSELISNA SYOSR AGZ | NB 2 7F0 Qiinslatedp 88+ R2 NAR T2

The importance of recognisingdlusion wasn important factorwhich highlighted the need for hubs

of activity to facilitate the involvement of people living with dementia in commuaittivities and

opportunities (n=9 5%). Centres or activity hubs were perceived as an excellent starting @it

can bring togethera range of individuals in the community, including thagkeo are living with
dementia.Seven responses referredtotfegS SR F2 NJ LISNER 2yt AASR aSNWAOSa
GKS AfftySaaqQ +ta | ONMzOAIFE |&ALISOG 2F SylofAy3a Ay

G¢KS FAY A& (2 LINRPY23GS Odz G dzNJiehce LI- NI A OA LI G A
empowerment of older persons and promotion of intergenersl
O2f t I 0 ATNihslateR y ® £

It was emphasised that inclusion requires recognition of the strengths and assets that people living
with dementia can contribute to their communitieand to developing DFCs. Truly personalised
services enabled individisato feel empowered, thereby facilitating active participatafpeople with
dementia. For one respondent, personalised services are those which place value on holistic
approaches, such as nutritional therapy and therapeutic art programmes.

G L U Koy $hould Ktart from a common interest (such askingl sports,
culture) in order to bring together different target groups and cultures and thus
G2N)] 2y AGiaSiad A2y ¢

LT 68 OFyQid IRR RI&a {mnshtdf Sz 6S Ol y | RR

Inclusionextended tothe inclusion of communities at the heart of projects and initiatives to develop
DFCs. Grassroots initiatives were praised as particularly suited to representing the needs and interests
of local communities and individuals; smsdlag, local initiatives which have developed organically
have the additional benefit of being able to influence upwatdwards improving policgndpractice

while setting priorities for the development of DFCs. This response asserted that DFCs require the
inclusion of such initiatives to enable DFCs to develop successfully:

& 2orking to break through taboos has to grow organically and has to be carried
08 GKS LIS2LX S AGQatiedtzi FYR 68208f i 28I Vo
(Translated)
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Eight responses assertdide importance of supportive networks and coordinated efforts within and
across communities. Two respas suggested that oversight of projects and initiatives by a
supervisory body, steering group or leading agency can contribute to coordinated netvorkber
resporse suggested that a welleveloped infrastructure is essential to ensuring oversight and
coordination of projects. A third respenindicated that developing networks requires a commitment
from local government, services and retailéoscortribute. It was suggested thatypically,it has not
been difficult to garner support from local businesses and services in developing DFCs.

GLG Aa faz OSNE AYLRNIIYGd G2 62N Ay LI NJ
professionals (medical, social, g¢téndividual support must go harid-hand with
O22NRAYIGAZ2Y 0S80 6G8ngated) NB | YR & dzLJLJ2 NI @

Three resporesalso raised the issue of resources, both human and financial, which must be sufficient
to allow for DFC developments to becomeriority. Oneresporseindicated that local governmest
require financial incentivasmotivation to become active contributors in developing DFCs.

AYFNFadNHZOGdzZNEE a GKS O2YYdzyAade OSyiaNB O2dz

for subsidies we received. Financ&ld 2 dzZNDS &3 adzOK | a (KS 4! t1KS

Syl 6tS dza (G2 AYLNRGS (KS | dzt (randlatede ¥ G KS | OG
BULGARIA (n=1)

hNBIFYAalFLiA2Yy 038 ®PfS Ay RS@OSt2LIAy3a 5C

Therespondent based in Bulgaria worked within BGOto provide a range o$ervices to change
attitudes and practices towards people living with dementia.

wSALRYRSYiQad NRfS Ay RS@St2LIAy3a 5C/ a

Therespondentworking to develop DFCs described their role as focused primatitggoving access
to appropriate treatment and social support for people living with dementisis worked involved
developing networks and influencing service providers, as well as creating comiasdg
initiatives and projecto promote the developmet of DFCs.

Factors

Factors highlighted in Bulgaria included the need to improve awareness and knowledge about
dementia throughout communities, as well as influencing policy at a local and nationatdeseture
resources are allocated to the developmef DFCsCampaigning and delivering information events
were described as effective methods of raising awareness. The value of providing quality training and
education for health and social care staff was highlightedrder to better support people o are

living with dementia to maintain a good quality of life.
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CZECH REPUBLIC (n=1)

hNBIFIYAalFLiA2Yy Q4 NRtS Ay RS@St2LIAy3a 5C/ a

¢tKS NBaLRYyRSyld FTNRY GKS /1T SOK wSLlzfAO RSAONRKOGSH
for people with dementia,heir families and others who have impaired memory function.

wSALRYRSYiQad NRfS Ay RS@St2LIAy3a 5C/ a

This respondent did not indicate their role in relation to developing DFCs.

Describing DFCs

DFCs were described as a municipality which is accepting andriuppgowards people living with
dementia. DFCs are communities wherein members of the community support individuals who have
dementiato defend their rights, interests and needs.

Factors in developing DFCs

A key factor in developing DFCs was the deveklpgnof good teamwork processgwhich take a
humane and educated approaethen responding to dementia. Other factors that were described
included the physical environment, which should be peaceful and accessible, using creativity to
develop communities.

ENGLAND (n=6634%

hNBIFIYAalFLiGA2Yy Q43 NRfS Ay RS@OSt2LIAy3a 5C/ a

The majority of respondents based in England were workiitigin NGOs (n=19 10%) to develop
DFCsNine respondents were working with local authorities and ten respondents were college
students inthe field of dementia care. Six respondents were working within local projects and
community initiatives to develop DFCs, with@utaffiliation to particular NGOs, service providers or
government agencies. These included local influencing groups maafepepple who are living with
dementia. Six respondents also described their organisation as providers of health and/or social care
services.

Eight respondents were working in various other types of organisations or groups, which included two
independent consultants and three individuals working within a church to develop DFCs. Two
additional respondents were working within fire and rescue services in England.

wSalLRYRSYiQa NRPfS Ay RSOUSt2LMAYy3 5C/ 4

Sixtyfive (34%) responses were from individuals based in England, or who were working for
organisations which are based in England. Some organisations, such as Innovations in Dementia and

the Joseph Rowntree Foundation, work across the UK. These organisations weredirinlubes
aSOGA2Y G6KSNB GKS 2NHEFIYAA&lFIGA2yQa YIAY 2FFAOS 41 3
Tenrespondents were students and were not invalia developing DFCs.

Just over anajority ofrespondents in England described their role in developing DFCs as focused on

raisng awareness through education, disseminating information and influencing community groups
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to promote positive attitudes towards people living with dementia (n€387%). Twentythree of

these respondents focused specifically on influencing retail seatatstatutory service providerm

order to promote their involvement in developing DFQdethods of raising awareness included
holding community events, utilising the media and campaigning to promote positive attitudes among
the general public. Of thd3 respondents who were working to raise awareness, 14 were delivering
workshops, talker training and education for people who are living with dementia, professionals and
service providers

Twenty-onerespondenty11%)from England werénvolved withproviding services andommunity
based support programmes, including peer support groups, health and social care programmes and
at-homecare and support

Sixteerrespondentg8%)described their role in developing DFCéa#ding and facilitating networks,
both within and across communitigis order to develop DFCs. This included individuals wuded

as part of their local dementia actionlliance to build partnerships between agencies and
communities. Four of these respondents were involved with the eiepment of standardised
processes and accreditation for DF®@hiletwo respondents described their role in the development

of DFCs as researtlased.

Ten respondentsvere facilitating the inclusion and involvement of communities, specifically to
include people who have dementia in community initiatives and activiiéesendividuals indicated

their role as amplifying the voices of people with dementia, facilitatihgir involvement in DFC
initiatives and ensuring their involvement in consultations and policy developm@nesrespondent

was focused on adapting public spaces to ensure that commumigesphysically adapted to enable

the inclusion of people who ale&vzing with dementia in the community.

Twentysixrespondents indicated their afifation with local or national dementia actiotliances, with

the Dementia Friends/Champions programme, the Purple Angel scheme, or similar standardised
recognition proceses for DFCs.

Factors

Resposesmost frequently highlighted the level of awareness within communities as a crucial factor
in the successful development of DFCs (ne38%). Seventeerof these respores(9%)indicated

that awarenessof what it means to live with dementi@an be improved by providing education and
information for people who are living with dementia, for carers/family members of people with
dementia, as well as for professionals and members of the general publice€pmse emphasised

the value of enabling communities to develop personal experience of communicating with people who
are living with dementia. Several respgmssuggested that awarenesaising methods should focus
onintergenerational projects to inforrand involveyoung peoplén developing DFCs

GOy AL IAyYyI 82dzyd LIS2LX S YR KSELAYy3I GKSY (2
RSYSYGAlI ® ¢KS& | NB 2dzNJ Fdzi dzNB O2YYdzy A i

As part of raising awareness, a number of regessuggested that information and edation should
offer practical ways for individuals and communities to become involved in demsmpigortive
activities and initiatives to develop DFCs. These respsproposed that many sectors of society are
willing to becomadementiafriendly, but thatthey lack the knowledge and confidence to get involved
in effective waysMaking connectioawith local and national medj#o disseminate awarenessising
information was also recommended.
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Fifteenresporses(8%)highlighted the need for a cultural shithroughout societyin order to foster
a more tolerant, accepting attitude towards all members of society who are living withily or
illness. One responssuggested that attitudes towards alder members of society will require a
positiveshiftif DFCs are to be more widely developed

GeKS LISyye KIa (G2 RNRBLI Ay Sy2dAaK YAyRa (2
many minds IR2 Yy Qi SYd2@kzyNISINI 4G yOS dé

Twentysevenresponseq14%)described various aspects of inclusion as crucial to theldpment

of DFCs, primarily in relation to the inclusion of people living with dementia, as well as including
community groupsThe involvement of people who are living with dementia in developing DFCs was
cited as an important factdn 11 respomses ltwas suggested that local individuals who are living with
dementia should be supported to be involved in all aspects of planning and develtpggas seen

as an integral aspect of developing tréyR S Y SFYNIRASIY Rt &  O@n¥ Msprybdrefckr&lio Q
GKAA& LINF OGAOS I &, asiitCaffoyda dorsfidatian $f theJhdedé arid raférences of
individuals who are living with dementia in the community.

It was suggested that individuals who are living with dementia should be supported to IpaNdia
voice, to feel actively involvednd includedin their communities and to feel that their views and
experiences are of value to their community. This can be achieved by holding the views and
experiences of people living with dementia at the certafédnitiatives to develop DFC8he need to

adapt public spaces to becongementiafriendly was also cited as an important aspect of enabling
the full inclusion of people living with dementia in community planning and activities.

G! GAEf A&S (heemanBa oh avéiyisiearingaiolip, every focus group and
G6KSNBOSNI 82dz OF y 0
G[AGAYI HAGK RSYSytibeigweléomé andrappy i yodl G SR A & & dz
local community isjustonepdi 2 F GKS Lidzl Tt Saoé

Several resposeshighlighted the value of deliveringpmmunity programmes and activitieghich

are specifically dementiaclusive in community venuesthis can ensure that people with dementia
remain as visible members of the public. This will also support communities to be more inclusive
towards peoplewith dementia, reducing the social isolation that is often associated with living with
dementia. It was also suggesttdt fully engaging communities to participate in developing OECs
crucial to the success of DF initiatives.

G961 OK 5! ! w5SYSyidAl ! OldAzy ' fttAlyOS8 Aa RA
priorities with regard to becoming modementiafriendlyd €

Sixteenrespmses (8%) cited the importance of ensuring thajrassroots, small scale community
initiativesare included idargerscale programmes to develop DFCs. It was suggested that organically
developed DFGsnmore accurately refledhe abilities, needs and priorities of each local community.
Communities all have unique challenges and strengthsnitiatives to develp DFCs are best
implemented by adopting an assbased approach to communities, and utilising the passion and drive
of individuals within each communityThe development of DFCs inherently requires bespoke
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principles of inclusion

G/ 2YYdzyAGASa ySSR G2 YIS &adzNB (KIFG FyedKAY:
of people withdementia y G KS O02YYdzy Al e oé

Several responses described the need for a cultshifl with regard to how communities cooperate
internally, referring to the necessity for wider social cohesion within communities. These responses
suggested that DFCs can arise naturally out of cohesive communitieese which recognise and
enable the inalsion of a range of individuals and sectors within any given community.

GeKS 6K2tS8 O02YYdzyAide Ydad Gr18 F FIN Y2NB (2
and take time to accommodate them, then dealingwiidSy G A A& &AYLX Soé

Ten resposes(5%)cited working partnershigs as a crucial factor to developing DRES this enables
crosssector coordination of services and enabggportivenetworks to emerge within and across
communities. Ten respaesalso indicated the importance of making adaptationshedth and/or
social care services, housing agencies and emergmmeyces as a core part of developing DFCs.
was suggested that it can be helpful to explicitly outline thetential cost effectiveness of
collaboratingto develop DFCs, particularly for auraging the involvement of services and local
businesses in developing DFCs.

G ¢ & LIAdéntenti&fideBidlycommunity organisations include everything from
existing Neighbourhood Watch schemes to bowling clubs, allotment associations
to charitable group® CIF A G K 3INRdzZL) AyS@kiGlofte LXLI& |

Two resposesemphasised the value of measuritige effectiveness and impaaf initiatives to
develop DFCsThis campromote the widespread sharing of learning and good practice which can
benefit other commurties whoface challenges wittmplemening and developindFCs.

Two resposes alssuggested that resourceboth financial and of personal suppoate heeded to
enable DFCs to emerge.

ESTONIA (n=1)

hNBFYAaLGA2YQEa NRPES Ay RS@OSt2LIAYy3 5C/ a

¢KS NBALRYRSY(G gl a 62NJAYy3 SAUGKAY | RIF& OSYyidNB
primarily providing respite care and support for families of people living with dementia.

wSalLRYRSYiQa NRPfS Ay RSOUSt2LMAYy3 5C/ 4

Therespondent described thework in Estoniasprovidingsocial care and support services to people
living with dementia in their own homesThis respondent was also working to develop wider
networks build partnerships between services and communitaesj to share knowledge andgood
practice.
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Factors

A lack of resources to enable adequaggvice provision was cited as the biggest factor impacting the
feasibility of developing DF@sEstonia. The need for sufficient information about dementia was also
highlighted,as it was sggested that many people still do nevenconsider what it means to live in
the community with dementiauntil they are personally affected.

G!' adz- tfe LIS2LX S R2y Qi GKAYy]l Fo2dzi RSYSYGAl
¢CKIFiQa sKeé (KS 20T 2ANMI2NTIZ2 W (A% GKS Y

This respondent highlighted the importance of amplifyBgareness about dementiamongthe
general public to promote improved attitudes and understanding towards people living with
dementia

FINLANDQn=1)

hNBI YAalFIGA2YQEDFREt S Ay RSOSt2LAY

Therespondent from Finland described the organisation they work ima@$@Qwhich works towards
improving the quality of life of people with dementia and their families. This includes working to
develop support services, disseminating informatemd training professionals, as well as raising
awareness to influence attitudes towards people who have dementia.

wSALRYRSYiQad NRfS Ay RS@St2LIAy3a 5C/ a

This respondent worked to deliver the Finnish National Memory Programme-20A@ which aims

to create amemory friendly Finland. Work to develop DFCs included coordinating networks to
implement improvements and facilitating a working group of people with dementia and carers to
ensure their voices inform policy and implementation.

Factors in developing DFCs

Therespondent described the sharing of information and good practice guidance across organisations
and sectors as an important factor in developing DFCs. Legal reform was described an important
aspectto ensue DFCs are given priority in policy and diecignakingat a national level.

FRANCE=8¢ 4%

hNBFYAaLGA2YQEa NRPES Ay RS@OSt2LIAYy3 5C/ a

Eightrespondents from France described their work to develop DEi€xf whom were working
within health and/or social care services. Two respondents waking inNGOsto deliver social
care and support services.
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wSallRRyRSyiQa NRfS Ay RS@GSt2LIAy3 5C/ a

Three respondents were involved with delivering social support activities in the community for people
with dementia. Activities includeshemory caféscarer support groups and intergenerational activity
groups.

Two respondents were also working to raise awareness of what it means to live with dementia by
disseminating information at conferences andmmunity events. @e respondent was involved in
delivering training for heah and social care professionalshile another was working to develop
assistive technologies for people who are living with dementia.

Factors

The most commonly cited factor for developing DFCs in France related to improving levels of
understanding and empathy towards people living with dementia, among the general publidlas we
as among professionals (nx42%). One respose suggestedthat levels ofunderstanding about
dementia can be improvedby employinglocal culture and artistic néa to promote positive
messagesAnother respoge indicated that understanding what it means to live with dementia is
crucial prerequisite to recognising solutions to common challenges or difficulties experienced by
people who are living with dementia.

Gl @GAy3 LIS2LX S 6AGK RSYSYyUGAl 200dzLleAy 3 2 NRA\
positive image of the illness, as opposed to securedlianslated)

Four responses referred to aspects of inclusion as crucial to the development of Bé&@gpdrtance

of supporting people who have dementia to maintain social connections and active participation in
their usual activitiesvas highlightedTwo resposessuggested that understanding and awareness can
be increased within communities ®nsuring community inakion for people living with dementia.
This can entaiflelivering social activity groups for people who have dementia within public spaces
such as providingementiaspecific walks, information sessions anthates in public environments.

G2S GIFRBIGGNI a20AFt fAyl1a FYR FINB faz2 ¢2N]
OSYGNBd® LGQa GSNE AYLERNIFYyd F2NJ dza G2 YIFAydQd
LI NI AOALI S Ay (Tiarldted] 2 OF f LJdzof AO f A FSd

G2S aKz2dz RyQi WwWO2y TAyS @adwe Sheuldimaintdin & LISOA TA O
open doors without putting them at risk. Walks, restaurants and cinema are all
FOGABAGASE GKFG ySSR G2 0S FT@FLAtlFIotS Ay 2NJ
(Translated)

Such communityvide activities cameducethe stigma associated with dementia, as well as normalise
interactions between people who have dementia and esttommunity members or group®ne
resporseindicated that adapting the local environment and public spaces tddmentiafriendly is

a crucial component of ensuring that people living with dementia are able to maintain connectedness
with their community.
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Oneresporsesuggested that DFCs require the participation of local businéssiEvelopment work
another participant asserted the importance of persuadingal authorities and statutory service
providers (e.g. housing, social care agencies) to contribute to developing DFCs. Botkessiabed
that it had not been difficult to gt interest from local political groups and statutory servidag that
their involvementin workingpartnershigsis central tothe success adeveloping DFCs.

& b 2nédical decisiomakers at the local level (local authorities, etc.) need to be
persuaded that there is no danger in integrating initiatives for people with
dementiay  LJdzo f(Wabslated) ¥ S @ ¢

GERMANY &19¢ 10%

hNHFYA&FGA2YVO8 NRES Ay RSGSt2LMAy3 5C/ &

Nine respondents in Germany were working within NGOs to develop DFCs. Six respondents were
working with health and/or social care services, including outpatientieerand psychiatric service
providers. Four respondents were working within their local authorities or municipalities to develop
local DFC initiatives.

wSALRYRSYiQad NRfS Ay RS@St2LIAy3a 5C/ a

Ten respondentgs%)described their roleasraising awarenesdy providing education and training,
offering guidance and disseminating information to enable the development of DFCs. Work to
disseminate information and raise awareness included delivering conferences and symposia;
workshops and learning events; filraad educational materials; and individual consultations about
services for people living with demtém, carers and professionals.

Three respondentf%)were providing social activity groups in the community for people living with
dementia and the generglublic; these roles focused on enabling opportunities for intergenerational
interactions in order to promote greater awareness and positive attitudes towards people living with
dementia. Three respondents described their role as delivering training witltious sectas of the
community, such as police services and retailers. Two respondents were working to influence political
groups and commissioner® improve care and support for people living with dementia.

Six respondentg3%) described their roleas developing networks and facilitating collaborative
partnerships between a range of organisations and community groups. These roles were often
focused on project development and employed-production models with people living with
dementiasupportingthe developnent of local DFC initiatives.

Six respondents were providing health and/or social care servibes. respondents were also
delivering an advocacy or representation service which aimed to amplify and garner recognition of
issues commonly facedylpeople living with dementia. Lastly, two respondents were involved in
supporting research developments to improve the care and support available for people with
dementia and their families.
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Factors

Sixteerresponse48%)highlighted the need to raiseawareness as a crucial factor in the development

of informed, understanding DFCs. Several respondents explained that bringing about an attitudinal
change towards dementia will contribute to creating supportive, inclusive communities. Raised
awareness withi communities can be brought about through widespread dissemination of
information, as well as influencing and providing training for a range of community groups and
organisations in order to improve attitudes towards people living with dementia.

a L y Ftdri\events about dementia, advice dealing with dementia, training.
(Translated)

Resporseshighlighted thenecessity to disseminaiaformation about dementiamore widelyin order

to garner fullsupport for initiatives to develop DFCBhe development of practicalguidancewas
suggestedto support individualswith accessingelevant information about dementiaare and
servicesas well abow to become involved witbommunityinitiatives to develop DFOSne respose
suggested thalevelopmentof dementiaspecific information centres, which can provide advice and
information for people living with dementia, family carers and professionals in the community.
Another response suggested that training should be implemented for employees and sHdff in
community sectors, retailers and the service industry (e.g. cafés, restaurants), as well as health and
social care service providers.

The development of partnerships and networkddailitate collaborations was frequently highlighted
in resporses(n=9 ¢ 5%). One respoge explained that widespread networks and effectiwerking
partnershigs can also encourage wider sharing of good praciitaddition toguidance and learning
from successfully developed DF@sother respose suggested that partnerspg can also enable
distinct groups or organisations to share resources, as well as maximise impact.

G¢KS gAfftAy3aySaa G2 ONBFIGS ySiag2N)la ol a Of 2.
variety of stakeholderb €lranslated)

Several resposesasserted thahetworks and partnerships should include a wide range of community
groups and individuals, including people living with dementia, family and carers, as well as professional
service providers anNGOs One resposealso explained that developing expandedtparships can
contribute to the development of an informed, supportive infrastructure which facilitates the
development of DFCs.

G2S Ydzad O2YYdzyA Ol GS (i fakehofdedgnaliok, towin A y & (0 A ( dzi A 2
council, GPs, clubs, churches, media) gtat dementia is an important issue for
0KS AYKFOAGL yliadslatgdf ' ye (26y ®é

G/ NBFiAYy3I AGNBY3I v S§ lelnves]sirgedes, takehbldefs O2 y OSNY S |
TNRBY 40ASyO@Granslafed) L2t AGAOE D&

Resporseshighlighted the value in establishingeal aims and objectives at the start of initiatives to
develop DFC3his can provide a clear focus and enables external groups (e.g. commissioners, policy
makers) to more easily recognise progressl how they have contributed tdeveloping DFCs. Two
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responses also suggested thereaton2 ¥ Iy al LILINR I OKI 6f S¢ AYRA QA Rdz
attention to, and considering, dementia in relation to community initiatives and local policy.

Theneed to influence political grouppolicy makers and commissionexss highlighted, in order to
encourage their activenvolvement irthe development oDFCs. It was suggestadne resposethat

this can be more easily achieved by making robust economic arggni@nthe longterm cost
effectiveness of creating DFG&nother response asserted that all groups within a community should
become involved in developing DFCs, including administration, retail and banks, faith groups, police
services, health and social care service providers, medics and social/sports clybmdideed that
working with local medigand gaining recognition from external agencies or partnesis contribute
towards influencing the various groups within a community.

GhdzNJ KENR ¢2N] 2y GKS 20 ¢

f Saét yR 2dz2NJ O
NBO23ayA&aSR [(Tamslatetdp 6 | NR

S
SRDE

Four response$2%)cited inclusion as a key factor in developing DFCs, particularly in relation to
developing ceproduction processes and providing personalised support to facilitate inclusion.
Personalised commuritbased support enables people living with dementia and their families to be

more able to participate in communiynfluencing and activities, which was described as essential to

the development of DFCs.

GhTFSNAY I RATFTSNRY 3th dletrdlivain elch distridt @elpy 3 F2 NJ LIS 2
people with dementiato lead agood ifey’ (G KSANJ 246y AYRAGARdzZ f ¢
(Translated)

Ensuring genuine citizen involvement in community initiatives to develop Bfe€salso emphasised

asa crucial factorlt wasasserted tlat people living with dementia should be involved and at the
centre of plans and actions to develop DFCs. firoduction process was called for, which places
equal value on the lived experience of people with dementia and the knowledge and expertise of
professionals who work with peoplering withdementia. One respae specifically highlighted that
DFCs are most effective where they include people living with dementia at the forefront of hosting
workshops, political lobbying, developing projects and gatieg ideas and solutions.

GOELISNIIAE I NB y2i G(KS 2yfeée ail{1SK2f RSNa 6SOI
2 AGK2dzi OAGAT Sy »POEKBSWIKEKIRQSNE yBF @G G KA
2LILR NI dzy A GASE F2N (DadBatddDA LI GA2Yy YR &KL

One respons suggested that the physical environment of communities must enable safe,
autonomous movement for people living with dementia. The development of intergenerational
projects was also suggested, as these create numerous opportunities for encounters bgbweger
members of a community and those who are living with dementia. Spaces should be made available
to facilitate such encounters within communities.

Three resposes(2%)highlighted resources as a factor in enabling the development of DFCs. These
respondents suggested that increased financial resources are necessary to develop sustainable DFC
models. One respaesuggested greater involvement of volunteersaagayto reduce the financial

impact of developing DFCwithin communities with limited resages. One response called for
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greater innovation in developing DFCsy supporting new ideas and concept developments, it was
suggested that resource constraints might be mediated.

dSome communities seeim worry that they will be hit by a cost explosibthey
tackle this issue. We believe the opposite is the case: There will be a cost
explosion if communities aret LINS LJI (Ndaistated)

GL GKAY] thelY I R2 NOA VIRt f 2101 G tO@edag Ok £ | NB X LINS LJI
financial framework necessary to establish the right infrastructure (e.g. by
adzLILR2 NI AYy3 @2f dzy ( §BaNdlated Sy OA Sa 2NJ A YA
ITALY (n=6 3%

hNBIFYAalFLiA2Yy Qa4 NRtS Ay RS@St2LIAy3a 5C/ a

The $ survey respondents were equally divided betwesrganisationsvhich provide health and
social care servicda=3) and academic or researfiitused organisations (n=3).

wSALRYRSYiQad NRfS Ay RS@St2LIAy3a 5C/ a

Three respondent$2%)were working primarily to provide health and/or social care services for
people who have dementia and their famili€@neof theserespondents was also supporting dementia
research, as well as delivering social care and support services in the community. In addition, three
respondents described their work as reseabdsed andocused on improving treatment and support

for people who have a diagnosis of dementia.

Factors

Three resporses (2%) suggesteda need to raise awarenesss a key factoin the successful
implementation of DFCsand highlighted the need to engageethgeneal public as well as
commissioners and political groups. One ressmwimdicated thd awarenesgaising should aim to
communicate positiveinclusiveattitudesabout people living with dementia and another respondent
recognised the value of intergeneratial programmes as a means of raising awareness akbat it
means to live with dementignother response indicated that advice and guidance should be available
for communities and people living with dementj@o support their involvement in developingiCs.

G! ROAOS F2NJ GKS Llzoft A0 o2dzi GKS AftySaa Iyl
AffySaa FyR AdGa OKFNIOGSNRAEGEaEElagdy R 2y K2g

G¢2 ONBLI(GS O2y(iSEG& 6KSNB G(GKS AfttySaa OFy o¢
AKEFENRARY3I FY2y3ad Ftt OAlWansted oA GK2dzi SEOf

Three response@%)emphasised the importance of ensuring the full inclusion of people living with
dementia in community activities and initiativeswas suggested thahe genuine inelvement of
people living with dementia in community initiativesquires recognition of thdarriers togenuine
involvement,as well as offering solutions supportpeople living with dementia to maintain active
involvement Community events (e.g. lodaktivals, markets, cafes) can be a starting poinbfarging
people together to identify common aims and preferences
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G¢KAA Olyy2i 62N] 6AGK2dzi Ay @2t gAy3a (KS O
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G¢EKS LINRPY2(GA2Y 2F FTOGAGAGASE y2G ySOSaal NAt
RA & S (TranSlabed)

A key aspect of inclusion was thppropriate employment of the skills and experiences of individuals
and groups within communities in developing DFIB&. unique abilities and experiences of people
with dementia, and other community members and groups, must be fully recognised and utilised in
order tomaximise on local strengths and assietsleveloping DFCs.

@ lhab to focus on a welfare community byalving every resource citizens have
02 2FFSNE 6KSUGUKSNI | &(Trdngfaed)PA Rdzl £ & 2 NJ | &4

Two resposesalso emphasised the need for a commitment from key individuals and gtowpork

in partnership, sharing good practice and resources wipagsible. One respse indicated that a
commitment to working partnershigs is a requirement of any successful DFC and should include
commissionersNGOs as well as individual community members.

4! 0StAST AYyZI IyR &GNRBy3 wbekVetwedh8y i (23 t S}
Gl NA 2 dza  A(Yanslated)dzi A 2 vy & ® ¢

NETHERLANDS (n=8%

hNBIyA&dliA2yQa NRPtS Ay RS@GSt2LAYy3 5C/ &

Of the & respondentsrom the Netherlands, two were working within health and/or social care
services. Two respondents worked withis Osor NGOnetworks; one respondent worked within an
FOFRSYAO AyadAaddziazy | yR | y2iidiGgpeiséndumlt] SR A GKAY

Role of respondent in developing DFCs

Two respodentswere working to provide health and/or social care service Tegpondents were
involved with disseminating information and good practice in relation to developing DFCs, which
entailed facilitating inteforganisational networks. One respondent was working in academic research
to improve dementia care services; anethwas working with a mssingpersonsunit to identify
supportive ways to identify risks and locate missing people who are living with dementia.

Factors

A wide range of factors were highlighted by respondents from the Netherlands and one sesynt

into considerable detailisting 10 factors which can contribute to developing DFCs. The importance
of supporting people with dementia to maintain social inclusion was important to respondents (n=3
299, as was the need to improve attitudes towards peagle® are living with dementia (n=32%9.

G/ NBlFGAYy3 I OKIFy3aS Ay YSydltAades g2NylAy3d (2
2NBFYyAOFfte YR KFIa G2 06S OFNNASR o6& (GKS LIS
20t FyR (Taosta®@§ f 2 Ol f ®¢
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Resposes indicated that respectful, inclusive and understanding attitudes towards people with
dementia are important tadeveloping inclusive communities which are conducive to DFE@sas
suggested in one responsé K & &20ASGFf FG3GAGdzRS&Gnd@ldegdat R 0 S
necessarily need tdocus on people living with dementia. Other responses emphasised the
importance of widely disseminatingnformation across community groupsSuggestions to
disseminate knowledge and improve attitudes included delivering inftiomal events (e.g.
conferences, workshops) and developing guidance materials (e.g. websites, newsletters).

Gt NEPGARAY A AYTF2NXIGAZ2YZ IABAYA | ROAOS | yR
mentoring of professionals; creating awareness in society about denentia.
(Translated)

Three response@%)asserted that DFCs should be led from the start by people living with dementia
and their families. Personal accounts and testimonigi®ovided directly by people who have
dementig can be the most effective and informative methods of ensuring inclusion, whilst garnering
support to develop DFCs from others in the commurfityother resposehighlighted the importance

of adapting the physical environment to facilitate safe, autonomma/ement within community
spaces for people who are living with dementia.

GCAYRAY I WadzLILR2 NISNBQ F2NJ 22dzNJ LINRP2SOG Aa O
KI 4S8 SELISNASYOSR AGZ | NS Zimhislatgd) F YO a4 R2 N&

It was also suggesteddhinitiatives to develop DFCs must move beyond the care sector as a skewed
emphasis on care sector involvement in developing DFCs can contribute to the maintenance of an
illnessbased understanding of dementia. By moving beyond the care sector, a moreedia
approach to dementia will be more widely accepted.

G2 KSy F2NN¥AyYy3 y-Sadiemgyanbationst@pariiciogted y 2y
6Faaz20Ar GA2yaXxXSRdzOF A2y > Odzf GdzNF £ | yR 4St ¥l
OKIFy3S (KS AYHKmESsladdf RSYSYy (Al of

The imprtance ofworkingpartnershiswas also raiseth three resporses(2%) whiletwo resporses
suggestedthat networks to develop DFCs should incluitiéergenerational projectswith the

educational sectari 2 Ay Ff dzSy OS @ 2 dzy 3 S NJ LébthUsfwss@ldo slighestddi dzR S a
that by developing widenetworks which can work in partnership towards mutual aims, information

and good practice guidance can be more easily disseminated and built@perresponse described

the importance of getting suppbfrom political groups and government agenciagyhlighting the

need to provide motivation for policy makers to become involved in DFCs.

G¢KS O2YYdzyAle Ydzad 32 F2NIAG G23SUKSNE &Kz
department, the citizens, the assocats, togethek (Translated)

GLG Aa AYLERNIFYyG GKFG GKS O2NB aINRdzLI A& 2 LJ
yegd2yS gK2 ONBIGSa aLl OS G2 O2yGNRO6dzGS oA
(Translated)
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In addition, one response suggested incorporating consisteratiuation methods to determine
outcomes and highlight good practiceworking partnershigs. Initiatives to develop DFCs can have
robust monitoring and evaluation methods built in to the projeghich can substantially contribute

to developing a wealttof learning and guidancgeto inform a range of sectoren to successfully
becone involved in developing DFCs.

Responses emphasised theed for small, localigriven initiativesas a crucial aspect of partnership
working together to develop DFCdt was sugested that, in this way, the genuine involvement of
people who have dementia in developing DFCs can be more easily maintained. In addition, priorities
of local community groups are more likely to be accurately represented with smaller scale initiatives
to develop DFCs. One respasuggested that as initiatives to develop DFCs expand to cover a larger
geographical region, tedown approaches can often crowd out the involvement of local individuals.

Gb2iG AYLRASR FTNRBY I 02 0S3 ededztowniokeveyyl Ay 3 (23S
village can do something with it for themselves. It can start off small, adjusting
YR AYLINE @A (Tianslatéd) L2 2aA0f Sdé

Two resposesalso highlighted the availability of resources as a factor in developing DFCs as they
described a need for financial and human resources to maintain support for, and the involvement of,
people who have dementia. A component of this factor was the needipport carers as their role

in supporting people with dementia and developing DFCs is crucial to the success of initiatives
develop DFCs.

NORWAY (n=¢ 2%

hNBIFYAalFLiA2Yy Q3 NRfS Ay RS@St2LAy3a 5C/ a

Four responses were from individuals in Norway, allteérmv worked within the research and service
development sector.

wSalLRYRSYiQa NRPfS Ay RS@USt2LMAYy3 5C/ &

All four respondents described their roles as focused on research and service development in relation
to diagnosis, treatment and support for people whaosbalementia and their familie@ne respondent

was also involved witHeliveringprojectsto support people who have dementia to continue living at
home by enabling home modifications and carer support.

Factors

Responses highlighted the need to raise aamamss of dementia, particularly among the general
public, by providing education and accessible information. One regsuggested includintpe retail

sector in disseminating information about adaptations and suggestions for good practice. Several
methods of raising awareness were suggested, including TV campaigns, news stories about people
with dementia, and destigmatising articles and poster advertisements.

G/ KFEttSyaay3a OAGAT Sya G2 Gl
people withdementi I & Wy 2NXI £ Q OAUGA
& dzLJLJ2 NI P €
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LG Aa lawdrarSdaisiigrespest and understanding, as well as
LIK@&aAOlf FTRFELIWIGAZ2YEA FYR LXFYyYyAy3ad Stae (2

One response also emphasised the importancanefuding people who have dementia in local
adaptations and DF initiatives.

GL K2LIJS GKAa 62N 6Aff wikbe@erieddstinLIS2LX S 6 A (K
colaboration [coLINR RdzOG A2y 8 $AGK GKS t20Ff ! f1 KSAYSN
and social workeér ® ¢

NORTHERN IRELAND (429

hNBFYAalL GA2V0a NRPtS Ay RSOSt2LMAYy3 5C/ a

Two responses were from Northern Ireland; one respondent workekdinva large NG@elivelinga
range of services and adiies across Northern Ireland. The other respondent was working within
local government to improve service provision for people living with dementia.

wSALRYRSYiQad NRfS Ay RS@St2LAy3a 5C/ a

The respondent working within the NGO described their role as piiynéocused on raising
awarenessthrough providing informatiorand education andby supporting the inclusion of people
who are living with dementia. The other respondemfo was workingwithin a local government
agency was primarily involved with prowidistaff trainingwith the aim ofimprovinghealth and social
careservice provision for people who are living with dementia.

Factors

Both resposes emphasised the need to raise awareness, particularly in how individuals and
organisations can make adafitans to becomedementiafriendly.

oAwarenesgaisingof how the person with dementia experiences the world at
RATFSNBYG aidlF3Saz dzyRSNRGEFYRAY3I K2g O2y FdzaA

Gl F@Ay3 GKS 1y2¢6tSR3IS (G2 dzyRSNEGI yR (KS A&
dementia and carers face on a daily basis and simples thay they can make a
RAFTFSNBYy OSdé

One respose also highlighted the value afiorking partnershigs, which provide opportunities for

those leading initiatives to offer partnered organisations gumice and support with becoming
dementiafriendly. It was suggestethat organisations and businesses are often keen to be involved

in initiatives to develop DFCs but theatack of knowledge and awareness about simple adaptations

and practical measures thaanbe implemented.

G58S@St2LIAy3I t20Ff¢te@
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REPUBLIC ORELAND (n=157%)

hNBIFIYAalFLiA2Yy Q4 NRtS Ay RS@St2LIAy3a 5C/ a

15 responses were received from individuals basedhm Republic oflreland; seven of these
respondents(4%)were working in organisations which provide healthd social care services,
including both statutory andNGOs Two respondents were individuals working in academic
institutions and four respondent&%)were working within community projectsontributingto the
development of DFEC One respondent workefbr a lbcal authority and an additional respondent
delivered a range of projects withMGOs

wSEaLRYRSYiQad NRtS Ay RS@OSt2LIAy3a 5C/ a

Seven respondent&%)were providing health and/or social care services, with a particular focus on
inclusion anddementiafriendly adaptations within service provision. Four respondefi%o)were
delivering communitypbased development projects to raise awareness of dementia, to promote
service improvements and develop support services within communities. One respahelcribed

their work as developing national demenspecific services and information by supporting local,
grassroos initiatives to develop DFCs.

A respondent working with a localihority was developing partnership networks to disseminate
good pracice andawarenesgaisinginformation across sectors. Two respondents were involved in
academic research with the aim of sharing good practice information and delivering educational
sessions for a range of community groups.

Factors

Elevenresporses(6%)suggested that community awareness is crucial to the success of Bé-fear

and stigmatising attitudes towards people with dementia agportedly significant barriers tdhe
success otommunity initiatives.Six of these responsg8%)indicated a need fotraining and
education for health and social care staff, retailer employees and the general public. Suggestions for
raising awareness and educating communities included developing a guide which offers tips and
strategies for becomindementiafriendly.

G/ NBFGS I ¢l NBy Sctraining 16 RcallDhBn@igRSNIDAI O S & X
Awareness/training incentives should be rolled out in schools for students from 14
&SI N&E dzLloé

GCSIFENJ YR aGA3YlF INB GKS o60A33Sad ol N
The need to involve people with dementia @entral to conversations about DFCs was also highlighted
(n=5¢ 3%. Resporsesemphasised the importance of supporting people with dementia to feel
empowered in effecting positive changes in their communitiesiassuggested that physical spaces
shouldbe adapted to belementiafriendly, ensuiing thatpeople living with dementia are included in
community planning and activities.
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¢Enabling/empowering the person living with dementia to live full active lives
within their local communities, with the nesasy supports in place to assist this

LINE OS&aaodé

GtNEY2GS G(KS AyOtdaArzy
TIYAEASA Ay

Iy R

LI} NIAOALI GA2Y 27

0KS LINP2SOU D

Five respores(3%)also highlighted the need faworking partnershigs to develop networks which
canaffect positive changat a broader levelFour respogses(2%)also highlighted the value of working
positively in partnership with existing community groups to facilitate a commumitie response.
Continuous multstakeholder reviews were suggested to blepartnerships to document learning

and good practice. Continuous reviews can also enable monitoring of progress and offer greater
motivation for community groups to become involved in developing DFCs. Responses suggested that
working partnershigs require supportive infrastructures and indicated a need for clearly defined
outcomes and recognition processes for developing DFCs. One response also suggested the
appointment of a Dementia Lead within each commuritymaintain focus on key issues and progress

community initiatives to develop DFCs.

& a dztakeholder local government review of all aspects of community
LI | yYyAYyJoE

G22NJAYy3a 6AGK 3INRdAzZLIA AY

LR2aAGADBS gle G2 f:

dementiafriendly, what is working, having the persanth dementia central to
0KS O2yJSNEI GA2Yy ®¢

Two resposessuggested that resources can be the biggest batdedeveloping DFCSufficient
resourcesare required tosupport the genuine inclusion geople with dementiain community
developments such asdy providing transport to enable people to attend events in the community.
The appropriate allocation of resources caiso contribute to building capacityand sustainable

initiativeswithin communities.

OEnsure evaluation, sustainability and dissenmimabf learning

SCOTLAND (n=2111%)

hNBFYAALGA2YV 04 NRPES Ay RSOSt2LMAYy3 5C/ a

There were 21 responses from individuals in Scotland, most of whom were either workingN\Nv&fis
(n=8¢ 4% or heath and social care services (ne&%. Two of the respondets working in NGOs
described the primary role of the organisation as facilitating and building collaborative partnerships
between groups, sectors and organisations. Two of the respondents who described their
organisational role as related primarily to htalnd/or social care provision have described their
organisation as offering community support and activity for people living with dementia and their

families.

One respondent described their work within an academic institutma four respondents were
working within local authorities to develop DFCs in their local areas.
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Eight respondent§4%)were working to rais@awarenessamong communitiesinfluencing policy and
practice, anddeliveringcommunity engagement programmekight respondents were delivering
health and/or social care services, and several of these k@ engaged in awarenesgising or
educational programmes to reduce stigma associated with dementia among professionals and
members of the general public.

One respondent, based in a university, described their work as research involving the development of
community-based initiatives to promote the continued involvement of people with dementia in their
communities.

Six respondent$3%)described their role as related to developing networks to promatarking
partnershis across sectors and communities. This was often rdlate delivering informational
events and ensuring widespread dissemination of knowledge andl gwactice in relation to
developing DFCs. Several of these respondents indicated that coordinating the involvement of various
community groups was a key aspect of their work to develop DFCs. Two respondents described their
role in facilitating working gnaps which involve people living with dementia and which are focused

on influencing national and local policy, attitudes and community decisions.

Factors

Scottish resposesmost commonly cited the need to raise awareness about dementia as an important
factor in successfully developing DFCs (489. Raising awareness included highlighting the abilities
of people with dementia to reduce stigma, informing people about how to communicate with people
who have dementia, as well as how to adapt environmentsdocomedementiafriendly. A number

of methods to raise awareness of what it means to live with dementia were suggested, including
education, campaigns and providing information to communities.

6! GdAGdzRSa | YR LINBO2YyOSAQOIR OSKSIIE 02T K29

Gl 2¢ 6S RSOSt2L) I g NBySaa Ydzad oS ONBIGSR 7
LI NOAOALI GA2Yy 2F O2YYdzyAGASaA F2N¥Y | NI y3e
More indepth education was suggested for professionals, higher education students, primary and
nursery school children and the general pubiitorder to raise awareness and improve understanding
about how to communicate with people who are living with dementia. It was proposed that by
thoroughly raising awareness, improved understanding and a culthitilcan be achieved across
communities.

GOy O02dzNF IAYy A | OdzZ G§dzZNE 6 KSNB ¢S FINB y2d4 FFN
fAGGES KSE LIpE

AXLYLINEGAYI dzy RSNEGIYRAYI 2F K26 LIS2LX S 64K
spaces they inhabit and what types of enyirs Sy 1a (G KSe& @I fdz2S I yR 6K

The need to involve people living with dementia in locldl initiatives to develop DE@ras also cited

as an important factoin response$n=5¢ 399. Five resposes(3%)described the importance of using
local,bottom-up approaches to community initiatives, which reflect the views and experiences of local
individuals living with dementia.
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This point also linked to adopting a persoftentred approachin order to effectively involve and
engage individuals who are living with dementia in their communities. Several respuggEsted a
relationship between raising awareness and understanding among professionals (including service

providers, policy maker and commissionerahd the extent to which community initiatives are
personcentred and localbdriven.

a Xlose involvement of carers apdople with dementi® &
Gly dzy RENE G Y RAY I -RSH (ANBIRE deaNg 20/0 Al O/SRD £LIS N

GL g2dzf R KAIKEAIKG (GKS Ay@2f gSYSyid 2F LIS2L
development activities; recognition of the diversity of people living with
RSYSYUGAl o¢

The importarce ofworkingpartnershigsin the development of DFCs was also emphasisaséveral
Scottish resposes(n=5¢ 3%, which carried over into effective signpostingroviding information

and sharing good practice among communities. Several reggondicated the need to develop
dementiafriendly local spaces and community environments. This included influencing the retail
sector and community services, as well as implementing signage and adaptations to promote
accessibility (n=4 299.

G W2 A Yiig acsodsN] sectorshealth, social work, voluntary and
LINA @1 §S aSOd2Nwe

G{ LISOAFAOIf & GSNJ aA3ylF3aSs 6SGGSNI LI @SYSy

0Si
YR &aSNWBAOSA d¢

GCKSNBE Aa | vy Sisfom alldpaithess codiciliatedide@s voelzs
G2 LINPOARS O2yGSEG FYyR O2YYAGYSy(ové

Two respogesalso highlighted the need to improve resourcesich enable the provision of support
services for people who are living with dementia in their communities.

SLOVENIA (n=1)

hNBI yA&l A2V QADFERE S Ay RSOSt2LAY

The respondent based in Slovenia described the organisation they worked in as an NGO which was
focused primarily on providing education for professionals, businesses and organisations to improve
responses to people who are living with dementia.
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This respondent indicated their role involved developing support services with the aim of influencing
attitudes towards dementia within communities and organisations. This respondent was also working
to develop a recogtibpn process and logo to indicatihat individuals or organisations within
communities had received dementia training and were actively contributing to developing DFCs.

Factors

Education was highlighted as a crucial factor to effecting positive change in the attitudes of community
members towards people living with dementia. The need to engage with educational institutions to
Ay Tt dzSyOS addzRSydGaQ I (okeidpteRiSed. 261 NRa RSYSYyGAl ¢

G!'o20S tfx SRdzOFGS LIS2LX S Ay (GKS GAl
SPAIN (n=1)

hNBIFYAalFLiA2Yy Q438 NRfS Ay RS@St2LIAy3a 5C/ a

The respondent based in Spain described their organisation as a social care and support service
provider, which offered services and infmation for community members who were affected by
dementia.

wSEaLRYRSYiQa NRtS Ay RS@OSt2LAyYy3a 5C/ a

This respondent describetigir role as providing supportivaocial activities for community members
and people with dementia to share experiences and enjoy activities.

Factors

The respondent from Spain emphasisedeed for attitudinal changes to facilitate the development

of safe, supportive communities as crd¢@menabling DFCand to maintaining the active involvement

of people with dementia in community groups and activities. The need for campaigns to increase
knowledge and raise awareness waighlighted as crucialo promoting more tolerantattitudes
towards people who are living with dementia.

GwSRdzOAy 3 aGA3Yl GKNRdAzZAK OF YLI A3TAya (2 LIdzof A
LIS2LX S (2 0SS Y2NB (@rasi&@dd) yi 2F GKS LINROf

SWITZERLAND=1)

hNBEYAaL GA2YV0Qa NRPtS Ay RS@OSt2LMAYy3 5C/ a

There was one respondettased in Switzerland who worked within a national NGO which offers
advice and advocacy services for people living with dementia and their families.
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The respondent in Switzerland described their role in developingsas focused on disseminating
information and advicewith the aim of developing concepts and improvlagels ofinformation and
awarenesgvithin target groups. Their role also involved influencing changes at a political level.

Factors

This respondenindicated that the stigma which continues to affect people living with dementia was

a significant barrier to developing DFCs. More knowledge about dementia is needed to improve public
understanding of what it means to live with dementia. Increased awareas also contribute to
positive changes in health and social policy.

G{20Al f Fdm@ inaralBnowteggR abdutidementia and thus a better
dzy RENRGF Y RAY T D¢

The need for political influemcwas also highlighted; this can be achieved through widesprea
dissemination of information via national and local media to promote cooperation at an individual and
communitywide level.

G/ 22LISNFGA2Y YR O22NRAYF(GA2Yy X Llzf .
WALES (n=4 2%

hNBIyA&dldA2yQa NRPEtS Ay RS@GSt2LAYy3 5C/ &

Four respondents were bagkin Wales, threg2%)of whom were working withiNGOso provide
support to individuals and communities. One respondent described thigjanisationalaim as
creating éa social movement that mobilises all sections of the commérdtyfourth respondent
worked with a local government agendyp develop initiatives and projects tor@mote the
development of DFCs.

wSEaLRYRSYiiQa NRtS Ay RS@OSt2LAyYy3a 5C/ a

One respondent working with a local government agency described their role in develdpCwyd3
primarily focused on working as Dementia Champigrwhich entaileddeveloping partnerships,
offering training and raising awareness of key issues and providing guidance for bedemiagtia
friendly. Three respondents who were working within NC#@scribed their role in developing DFCs
as focused primarily on providing communriigsed support services and projects which offer
opportunities for involvement and inclusion for people who are living with dementia.

Factors

Awareness was cited mofequently as a crucial factor in successfully developing DFCs49§-3
This was particularly related to awareness of the needs of people living with dementia, and their
families, in relation to the community adaptatiotisat contribute to DFCs.

& L y €eMiBareness and understanding, sujfio ' YR LINRY230GS &20A1t Ay
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One respose also highlighted the importance eforking partnershigs, which wasfocused on the
coordination of existing services to enable joint implementation of initiatives. Another ragpon
emphasised the need to ensure that people living with dementia are empowered and supported to
have a public voice, which can also provide opgpaties for meaningful social inclusion.

a ast importantly give a voice to people with demeraial their carers so their
YySSRa OlFly 06S TFdzZteé NBO23IyAaSR FyR (KS I LL
OTHER®=11-6%

hNBFYAalL GA2V0a NRPtS Ay RSOSt2LMAYy3 5C/ a

Elevenrespondents, all of whom completed the Englishguage survey, did not indicate the name
of their organisation or geographical locatidtor this reason, it was not possible to identify the role
of their organisations in developing DFCs.

In many respores, it seemed likely that the respondents were living/working within the UK, although
it was not possible to verify where in the UK they were working towards the development of DFCs.

wSEaLRYRSYiQa NRtS Ay RS@OSt2LAyYy3a 5C/ a

Sixrespondentq3%)were providing health and/or social care services and activities for people living
with dementia and their families. Activities focused on engaging with various groups in the
communities, including one intergenerational activity group$iree of these rggndents were also
delivering internal training programmes for health and social care staff.

G2S KI @S 06S02YS wdlkbelngingidivelin thik Smrunity and y R
have a dedicated room in a hub for people of nursery age up to currently one
pery | ISR MAnHHE

One respondent was not working towards developing DFCslesitribed theipersonal experience

of a friend who had dementia. Another respondent described their main work in developing DFCs as
influencing organisations to develogementiafriendly webpages to promote and stimulate
interaction and communication with people who are living with dementia and their families.

Factors

The importance of raising awareness of what it means to live with dementia was highlighted
resporses suggstingthe use of campaigns to foster understanding and a supportive culture towards
people who are living with dementia.

! o0SGGSNI dzyRSNEGI YRAY3 2F gKIG RSYSYGAlL A
individual to be able to notice if someone may have deraerid how best to
adzLILIR2 NI G KSY®é

QX
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Three respores(2%)indicated the importance of ensuring genuine community involvement in DFC
initiatives. It was suggested that communities can become intrinsically involved through
intergenerational projects as these dcilitate opportunities for interactions between various
community groups, while also improving attitudes and understanding about dementia from an earlier
age.

GDSGGAY3T GKS O2YYdzyAile 2y o02FNR Aa NBIFffe&a AY
that peopleOl'y &aK2¢ (AYRySaa |yR IAGS LINI OGAOLT

Four resposes (3%) also described the importance of providing sufficient resources to deliver
effective care and support within communities. Respessuggested that support services, including
thosefor family carers, can enable people with dementia to live longer in their own homes and to stay
active in their communities. One respseparticularly emphasised the need for early diagnosesl
prompt postdiagnostic suppottas a crucial factomi enabling the involvement of people with
dementia in developing DFCs.

G! @rAtlroAftAGE 2F FTdzyRAY3I | yR NBaz2dz2NOSasz |
andd dzLJLJ2 NI @€

Improvements in care and support for people living with dementia can be brought about veth th
provision of practical guidance for groups within communities (e.g. care sector), particularly around
how to effectively and supportively communicate with people who are living with dementia.

Living well with dementia in the community
MappingW? RS Y SAYNIMSYy Rf & QnEMdpdzy A G A SaQ
Online questionnaire

If you require this survey in another language, please request a translation from
kienkins@mentalhealth.org.uk

EFID, the European Foundations Initiative on Dementia, is undertaking an analysis of concepts and
practices oW R S Y SFYNIFAS'Y Rf &  QuadsivitimyinitiditikeS ia Europe. The work will be
undertaken by Mental Health Foundation, the leading UK chardrking in mental health,

dementia and learning disabilities. For more information please go to our website:
www.mentalhealth.org.uk

We are seeking the views and experiences of individuals and organisati@ss Europe regarding
WRSYSIWYNRASY Rf & @il SinvildryhitiaiivesS Bh@views collected in this brief survey will
inform the development of practical information, guidance and examples to support good practice
and to encourage the developmeof WR S Y SFYNRASHY Rt &  @riél ¥inildeyhitiaiivieSairess
Europe.

LINEANF YYSA 6KAOK dzaS 20$KSNJ GSN¥a adzOK

A note on terminology¢ K S  @ednNdtiafrindlyO2 YYdzy AG & Q YI & Ay Of dzZRS LINE
I
2NJ WRSYSY(GAl OFLIo6fS O2YYdzyAiASaQ FyR
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GKSANI O2YYdzyAGeQd 28 FNB YHAyte AyGSNBadSR Ay Ay
which help to integrate and involve people with dementidhair natural community.

The information given in this survey will be stored confidentially and will be anonymised. You are
free to withdraw from participating in this survey at any time. Please contact Katrina Jenkins by
email:kjenkins@mentalhealth.org.uir telephone: + 44 (0)207 803 1130 for more information or
for any queries about this survey.

L¥ &2dz FNB KIFLJR (G2 GF1S LINI Ay (GKA& ONRST adzNK

1. What is the name of your orgasation (if applicable)?

2. Please briefly describe the work of your organisation
3. Please could you give a brief definition o¢&k S Y SFyNRASY Rt & ofecommdmytyh G & Q
that enables people with dementia to live well? (max. 250 words)

4. Please briefly éscribe the type of work you are doing to help communities become more
dementiafriendly or similar initiatives (max. 250 words).

5. From your experience, are there specific requirements or factors which influence how
communities can becoma@ementiafriendly or that enable people to live well with dementia
(max. 250 words)?

6. Would you be willing to take part in a telephone interview abduR S Y Sriéridly |
O 2 Y Y dzy dr $inil& &niGatives?
Yes

No
If yes:

7. If you are willing to take part in antarview, will an interpreter be required?
Yes

No
If yes:

8. If you are happy to take part in a telephone interview, please provide your name and
contact details (Emadphone).

If you have literature or webpages about the work you do wWithR S Y SFYNIMS Yy Rf & O2 Y Ydzy A
or similar initiatives, we would be grateful if you could send the information to
kienkins@mentalhealth.org.uk

Thank you for taking the time to complete this survey. Plgases the survey on to others you think
may be interested in responding with their views.
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Appendix B
Thematic analysis of the telephone interviews

1. Participants

Seventeertelephone interviewsvere conducted. Interviewees were selected via the online survey

and as advised by the EFID Steering Committee. The aim was to interview-sectiss of individuals

from different European countries who were involved in developiig S Y Sriéridly ¢onY dzy A .G A Sa Q
A long list of over 40 possibpetential interviewees from kegrganisation®r who had indicated they

were willing to be interviewetvas discussed by the Steering Committee who then advised the Mental
Health Foundation on who to prioritise.térviewees were selected also tnsure a geographical

spread across Europe and whepresened different levels of involvement with’ R S Y Sriéridly |

O 2 Y Y dzy: kainAin8ividQals with national policy and strategic overviews through to people actively
involved at a local level. The breakdown of nationalities of interviewees is as follows:

England 3
Germany- 3
Belgium- 2
Netherlands 2
Irelandg 2
UKwide -2
France- 1
Italy-1
Scotlandg 1

2. Methodology

Interviews were semstructured with a topiguide (see Section®@Interview Schedule All interviews
were carried out in English except for one where a translator was used for a Gepaaking
interviewee. Interviews were transcribed and analysed thematically according to the following
themes:

1 Gommon themes emerging in relation to both conceptual understandings and practice in the
development of DFCs;

9 Any significant outliers to these themes;

1 Significant supporting or conflicting evidence in relation to the following the(ueEntified
through the online survey as important factors in the development of DFCs

0 Raising awareness about dementia, providing information, education and training

Inclusion of people with dementia; involvement, participation, influencing

Building partnerships, networks, ik@borations (locally and nationally)

Resourceg FAY F YOA Il £ X KdzYlFy>s WAY (1AYRQ

Other factors e.g. adapting the physical environment, service provision

O O o o
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Some of the themes wetgroken down into sudhemes.Data was validated by reviewing the primary

and secodary categorisations and any differences were resolved. Through this process some of the
broad themes such as 'human resources' were broken down to highlight the prominence given to the
role of volunteers, for example.

3. Definitions

In order to understandhe cultural nuances involved in exploring this aspect of-Paropean social
policy, and to understand the national contexts in which they operate, we asked our respondents to
explain their own understanding of the key concepts of community, dementidttlRdS Y Sriéridiy |
O2YYdzy,A(AS&aQ
O#1 11 01 EOQUO
Respondents discussed how the concept of community is defined within their culture. For some the
term refers primarily to a geographical community within a nation state, although this ranged from a
street, a block of flats, a council ward or a village.dggghfocused on communities of interest that
unite around faith, the arts or sports, while a couple of respondents noted the increasing importance
of online social networking or virtual communities. Community could also mean a community of
identity, such asn ethnic minority. In this respect it is important to note the caveat that within this
discussion, for some respondentle term Wommunitytheld some confusion due to its translation
into the native language of their nation state. For example, oneardent noted that,

Ay CNIyOS aO2YYdzyAateé KIFLa Ffglea GKS aSyasS

a2 2y {2 az2YSéAavySa AiGQa yz24 Of SI NJ

Nevertheless there was a consensus that, whether geographic, interest or virtual, that the smaller a
community, the moe effective it is likely to bhethereforetowns or cities, by this reckoning, cannot be
considered communities. This simple typology of generic communities framed subsequent responses
about what is meantb RS Y SFNRASIlY Rf @ O2YYdzy A A SaQ

d live in theneighbourhood and | have loads of communities which are around
the different things that | do and that | am interested in, you know. Friendship,
particular places that | go and do things with other people, | am a musician so |
have a whole musician commuiri @ | NP dzy R 3IA34a |yR (KAy3Ias L
communities being a single entity.

Os$s Al AT OEA®G

Some respondents suggested that their discussioW & S Y SFYNRASIY Rf @ (OFQsYamydh 1 A Sa Q
only be understood within the context of the cultural construction of dementia. These respondents

talked about local discourses where competing clamese played out; on one handhe medical

domaing with attendant professional prioritiesfaesearch, diagnostics and treatmemgsnd on the

other hand,the social care domainwhere the dayto-day support needs of people with dementia

and their carers take precedence. One respondent described how this discourse played out in his/her
own country;
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dPeople want to know about the illness and, you know, like they do about any
impairment or any medical condition, you see it as a medical condition rather
than their disability, | think that really gets in the way of being able to look
beyond that ad almost humanising dementé.

This debate presented some respondents with a strategic and tactical dilemma with regard to DFCs:
NS 5C/& (G2 0S NBIINRSR la GKS t23A0Ff 2dzi02YS
themselves serve to humaniserentia to the general public?

O$ Al AlmOEAT AT U AT i1 O1T EOQUSG

Like the term community WRSYRBI 8¥ Rt & (ORE)medny difiérénfthings to different
respondents and it was defined in different ways. Many felt that DFCs were based within a
geograplical location such as a street or village where all the shops, services and local population
worked together to make things accessible. Some respondents felt that successful DFCs were based
upon peoplethosewith dementia and those without the conditipmworking together on the back of

a shared interest, such as golf or music, while a few respondents mentioned that DFCs are arising
online, as more and more people with dementia use forums to communicate with each other.

As with community, DFCs were seensanall scale: respondents agreed that ideas of DFCs being a
whole town or city as proposed by some politicians and leaders was not possible and would not work.
Respondents were also clear that whether geographic, interest or virtual, DFCs tend to reawe uni
characteristics meaning that they will differ from location to location. In policy terms, it is not possible
G2 KFE@S | w2yS &aAl S FAda FEfQ | LILINRI OK®

There was a great deal of discussion as to what the term DFC actually meant in each nation state and
WKSGKSNI AG Aa | dzaS¥F¥dzA GSN¥Yo wSalLRyRSyiaQ @OASsa
role within the dementia fieldalthough it was possible to discern a common set of aspirations for an
WARSFIfQ 5C/ 3 ¢gKAOK gl d&sadzYYSR dzLJ Ay (62 O2YyINAOGC

0One where people with dementia are empowered to have high expectations, feel
confident know they can contribute, participate in activities that are meaningful
to themég

dit is also one of our objectives to have the people with dementia in the centre of
the society, not on the margin.o ¢ NI yaft I 4 SR

A number of respondents felt the term DFC was useful becaGsé it a GhtlelsIpdlis sufficiently
wide for everyone to be working towards the same goal. This respondent bemoaned the confusion
caused by attemptto avoid the term dementia:

O R2y Qi dzyRSNEUOlI YR ¢K& (GKS& dzasS RAFTFSNBy
WAGNBaAaaSR6 FT2NJ LIS2L) Sz 2NRAYIFNE LIS2LX Sz | FF.
R2 ¢S KI@S Iff (GKSasS Tdzyye ylIY&§@eKE ! yR L a2
G2 0SS LREAGAOLIHEEE O2NNBOG® L YI& 06S ¢gNRy3a 2
YSAIK0o2dzZNK22R f [ dzZAK&a6 X |yR L R2 g2N] TF2NJI
their panel and all sort of things. But to rdementiafriendly, everyone has now

knownwhat dementiafriendlyA &8> &2 f &§§0iQa aaGdAaAo]l G2 Ado
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However, this point of view was countered by another respondent who felt that linking the terms
dementia and community ran contrary to a more general principle of inclusiveness:

d think | have renterpreted it as an inclusive neighbourhoods and communities

but I think the term dementia friendliness is unhelpful for a number of reasons, 1)

it separates off dementia as a disease and focuses on the disease, the illness, all

the awareness in everything aroufriendliness is trying to, is basically focussed

on that one aspect of somebody, of people rather than any other traits that they
might have that also exclude them or might help include tidem.

The use of symbols to identify DFCs was regarded as usefuliny maspondents. However, one
respondent felt that these were unhelpfubecausethere are too many in different parts of the
country; furthermore theyhoped that DFCs becoming normalised in society would make symbols
redundant.

Some respondents felt thih WRS-FRFX SRt & O2YYdzyAdeQ g1 a yz20 KSf
implied by the term. These individuals suggested other terms such as inclusive community and age
friendly community, amongst others, refléoty more of a rightsbased or equalit perspective.

oBut thedementiafriendlycommunity is, you know, takes that a whole step
FdzZNI KSNE 6 KSNBE X a&enjentigitgelf is intedstodd, pediapsOS 6 K S NB
FYR X 6KSNB LIS2LX S 6A0GK GKS O2yRAGAZ2Y | NB
supported, toenable them to continue to live amongst their friends and their
FIYAfe@sE FYyR X (GKS (KAy3da yR GKS FTIFOAftAGASA
possible for them to do so.

4. Barriers and challenges to creating DFCs

Respondents gave their views abotite principal barriers to creating DFCs that exist within their
respective nations.

Stigma

The most widely cited barrier facing DFCs, and the one ras¢ke biggest single barrier, was the
stigma and a associatedack of awareness amongst the publosviards dementia anthe reality of
living withdementia Several spoke about how fear of demeng&ad ignorance about the daily lives
of people living with the conditionmade it difficult to foster a culture of inclusiveness in communities.

q 2dz 1y26 GKSNB Aa adA3ayYl X 2dzi GKSNB Ay NBf
idea of what dementissF YR GKSNB YIe& 0SS | FSINI2F RSYSyi
82dz 1y263 685008 KSHENR GKIG AFAR YIyeés Yiye
0 NNA SNAE B, la fadk f utdéidtakding @@ dementia.
Resources

Thelack ofresources available to set up and sustain DF&sawidely cited barrier, in particular the
funding and the human resources available to provide services. In addition, resposgekesabot
the demands placed upon those leading DFC initiatiteede constantly applying or fighting for
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funding which diverted them from their core business of improving lives. Others spoke of an inability
to secure community resources for the benefit peoplahwdementia reflecting, perhaps, a low
political profile for this group. Allied to this was the problem of identifying key pegplecal
champions, social entrepreneurs and so@with an interest in this aspect of social care who could
lead the develoment of DFCs. Several mentioned that a reliance on voluntaadsyhile volunteers

were verywelcome,it invariably meant that DFCs were only as good as the skills sets available.

AWhile we have thexpertis& ¢S R2y Qi KI @S GKSth& dzy RAy3 | yR
X GKS FdziK2NR&e G2 YIH1S OKFy3aso

AidQa vyzadte X | LINBotSY 2F I @LAftloAtAlGe 27
FYR X GKIFy (2 KIIOS Y2ySeod [ 2dz 1y260
Governance and policy
The attitude of national governments towards DFCs was seen either as erlmras a potential

barrier, especially where a political consensus had not been reached about the desirability of DFCs;
indeed, the future of some DFCs was tiedhe outcome of the next election.

0So at the moment dementia is very high on the poliggectrum, but come you
know next election, a different government, yowwn that might not be the
Ol aSo¢
Contradictory and competing national policiesxd a lack of national government guidance about
DFCswere also cited as constraining factors.

4ni KS bSUKSNIIFYRa AGQa RAFTFAOdAA &G 0SOlIdzaS (K
specific group of peopke.

Ay Lilte 6S R2y Qi KIFI@S | 3F2@SNYYSyid RSYSyGa
Faa20AF0A2y I NB @GSNER ¢Sl @2dz {y26® Ly LI
structurese

Health and social care services

The health and social care services available within an area, how they are commissioned and the focus

of those running those servicagas seen as a challenge to establishing successful DFCs. Of particular
concen was a tendency in some countries for health and social care services to operate in parallel to

DFCs. Some interviewees resisted separating out health and social care activitieB RSy Sy G A |
FNRASYRf & adigittésr dzy A (i & Q

Dementiafriendlycommunity fiould be on two levels. The first is the public and professional services,
GKFG YSFIya GKS KSIFfGKOFNBE aSNWAOSaxr (KS R200G2NEZ
other level is that of civil society for these [banks, sports or music cldogiatons] supermarkets,

L2f A0S FyR 42 2y AK2dd R KIF@S |+ OSNIFAY (1y26f SRS
O2YYdzy AOFiSXFYR GNBIFG GKSY gAGK NBaLISOG®
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Physical Environment

The physical environment in which a DFC was based was seen as a baitsesuccess, with the
inaccessibility of buildings and transport being a common concern. Some respondents went on to
describe how they are tackling these issues:

@ S00S A1SR LIS2LX S sAGK RSYSYdAl G2 32 Ayis
local garden cetne that wanted to know how it could improve what it was, you
know, doing to help people with dementia, and encourage them to come to shop
with them, and to use their café and so on. But we arranged for not just one but a
number of couplesto govisitablS L2 NI o6 O1 @ 2 SQ@S R2yS GKS al
done mystery shopping exercises in banks and building societies.

0So, physical and social environments are crucial factors in that: how elderly
[people] can stay healthy for a long period and stay indepenidgitR f A @S X Ay | y@
independent way.

People with dementia, their families and other carers

Some respondents mentioned how people with dementia, their families and carers were also a barrier
to successful DFCs being created. While this related to sometextehe fear that people with
dementia and their families might have to face stigmatising attitudes and discrimination by being
involved in DFC initiatives, respondents also suggested that families in particular were often reluctant
to take on the role ofctivist or leader because of the time and energy that it might entail. Moreover,
getting people involved in the early stages pd&ignosis was seen as patrticularly difficult.

d think there are quite a few challenges. | think one of fundamental ones is
I Oldz- £t t& X FaOSNIIAYAYy3d FTNRBY LIS2LX S 6AGK RSY
0SOldzaS AdQa adAaftft | YlFraaao@sS adAadaylr X L GKA
in the frame of just understanding what their dementia is, let alone thinking
about wha that means in the context of their own kind of day to day lé/es.

2 6SQOS FT2dzyR (KIGX SOSYy gAGK GKS ¢g2NJ Ay3

at2g¢ LINRPOSaa FANRG (G2 3ASG LIS2LX S X 0SSOI dzaS

a2YSiAYSa (KSe RE2NIQHY 62 NHl yira IORNSy ¥ SRQe 2dz |
involvede

5. Tackling the barriers and challenges

As well as highlighting the barriers/challengasrespondents talked about how work was being done
in each of their nation states to overcome them.

Training, education and awareness -raising

Educating those within the wider community about dementia was discussed by many respondents.
This work is being done in schools, providing training to those working within services, and by going
into businesses,esvices or community buildings to look at how it can be made more accessible. In
many cases people with dementia are involved in conducting this traifiivege was a very strong
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consensus that this direct, personal approach is the most effective wayatleing stigma and
raising awareness about the condition amongst ¢femeral population:

0So every time a person with dementia gets up on their hind legs and says, | think
X, Y and Z, then a little bit of that stigma gets knocked away. People staimko th
differently. And agaimltimately dementiafriendlycommunities have got most

chance of happening where we can develop a new narrative about dementia,

GKAOK Aa y20 2dzad Fro2dzi RSOFre FyR RSOftAYyS |
containsaveryrealmdssS I yR | @SNE NBIf K2LS FyR | aLRA
.2dz £ SENY Y2NB 6KSyYy e2dz KI S 2Qly2s X LIS2L
K2 | NB RSt ABSNAYy3I RSYSntragdiblypoedl Bay Ra aSaaizy.
2T X ONBF{Ay3d R2sy BUAAYHAPSAIl Xt EDLIE (IBBSY X
people who might be about to get a diagnosis or have recently had a diagnosis.

L 2dzQNB aSSAy3 LIS2LX S 6A0GK RSYSYGAl o0SAy3a |

L2 6 SNFdzAE gl & 2F F3IAFAYy X 27F tkndafA gAy3I Sy SNHE@

resilience that people with dementia need to stay conneéted.

Collaborative working, joint working, and networks

Collaborationworkingjointly and networking were regarded by respondents as vital components to
any strategy for tackling stigmand building the capacity of local communities to welcome and
support people with dementia. In practice, this means not simply working with community services,
local businesses, official agencies such as the police, GPs and council employees, but riemiting
as positive actors in the process

dit is in the community where citizens, politicians, and other local actors can
identify networks of contacts and support as well as create new ones. They have
to partially reinvent their communities to effect agl positive change for people
with dementia. Both shared reflection and direct local action are prerequisites for
building a dementidriendly community

dlt is important that it is not just some isolated project in a sense of community,
but networks, rdzy Rl 6 f SAXPgKSNE LIS2LxX S 3ISG G23SGKS
initiatives in the communit €

Human resources

Many respondents spoke of the need to optimise existing resources within local popujaiscasvay

of addressing the financial constraints common to many DFC programmes. Some argued that the real
challenge is less in finding people from a geographical area to workamidhmore in engaging those
people in the right wayfor example and perhapespecially by appealing toa personSshared
interests with someone with dementia. Others spoke about tapping into volunteers attached to
existing services or groups, or utilising established community spaces such as schools and cafes.

G 2dz R2Yy2IND 8KAdOSR2 Yy Qi YSSR NB&az2daNOSa Ay FTNRY
but you need a lot of people who are willing to wérk.
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GThere are some lovely volunteer programmes around where rather than you
match people up as volunteers because they want to look aftqrleedth
dementia, you match people up because of a love of sport, or they have a love of
music or theatre whatever, or reading, they can connect with people with
dementia because they represent something, a connection or an interest and
there is an orgamsition called Sporting Memories Netwdrk.

dIts] not particularly to do with monetary resourcé® dzii KdzYly NB a2 dzNDSa X
8Sad . SOFdzaS (GKSNBQa adzOK | f24 27F LINBaadzNB
the most successful of tlementiafriendlycommunitS§ & G KIF G 6S Q@S 06SSy
involved with here in [a region] have been the ones where it has been, if you like,
volunteerdriven. | mean people have actually come forward and wanted to do
this, and knock on doors in their own community, go visiting the shopsiin the
KAIK wYlF&dye aidNBSGX

The involvement of people with dementiadtheir families and carers was cited as the most effective
way of tackling stigma and poor awareness about dementia.

GThese are people that are living, and their families, are on thENiy Se Y G KS@& QNB
the experts

One respondent noted that people with dementia can sometimes utilise skills from a past trade or
professionfor specific taskssuch as training professionals.

Resilience

Another facet of the human resources to be deployéd order to meet the challenges and to

overcome the barriers to DFGgas the resilience of those involved. This was described in a number

2F SgF@A&AT YIF{1Ay3a addz2NB GKS @2A0S 2F LIS2LX S 6A0GK RS
eyeoffthebd t QX | yR y2( abicks a3 RSGISNNBR o6& aSi

A GKAY]l @e2dz KIgS G2 X | 00 Xuwithdevelopingy «f | dz3Ka& 6
dementiafriendlycommunitiest

O0We have to drive [stressed] forward relentlessly and not take the Koexdks in,
youknow,inarmgl G A @GS gl e&d 2SQ@S 2dzad aAiavyLixe 324 G2
prize€

{2 e2dz 1y26 6S 1y26 o6KIiG #S 6l yidsz odzi 38
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6. The governance of DFCs

Respondents discussed what the role of government and statutory organisations should be within
DFCs.

National Government

Respondents felt that national governmentsithin nation states were responsible for setting
national standards, writing legislation and guidance for the DFCs to follow. All agreed that
governments, as well as national dementia organisations, should provide support to DFCs by providing
information, knowledge and inggaition.

d personally think the role of national organisations and government agencies
dK2dzf R 6S 62dzi X AYALANARY3IS aKINARYy3d T22R L
definitely about disseminating knowledge.

6So there are strong responsibilites fsr$ &G F §S aAARSXodzi GKS adl
everything, | think this is the idea of civil society, everybody should do
somethingé

The nuance to this discussion was in finding the right balance between governmental direction and
support for local variation. Sonrespondents reported that their national government had not issued
legislation or guidancavhichmade it difficult to legitimise the creation of DFCs, yet others found too

YdzOK 3JdzA Rl yOS g+ a Sldz ffe dzy KSt LIFdo# yaQ ! SidEeHetdNela LJ2 v R
G2 0SS YI (OKS&L@ A K KILJaELR dirBulities themselves and that people with

dementia be involved at both ends of the spectrum.

Local authorities and statutory services

Local authorities sit naturally between nationaivgrnment and local communitie®ll respondents

felt that the role of local authorities was to administer national legislation, policy and guidance within
their area of responsibility, although this was more important to some respondents than others. The
degree to which local authorities were deemed able to identify and address the local needs of people
with dementia through statutory services variexb was their ability to influence local infrastructure
and resources to promote DFCs.

The role of health iad social care services were seen by many respondents as dogfhlith the
needs of people with dementia and DFCs. They are run from a service perspeuttivem a person
perspective. However, many respondents suggested that the path for many peiipldementia will
lead tothem needingsuchservices at some pointand therefore working with them was important.
Personal choice of services walsoimportantto people

oLocal authorities in particular should be operating in order to support DFC at a

20t tS@Std® hyS 2F GKSY A& a X O2YYAaaizy
service specifications. So you know when the local authority are commissioning
ASNDAOSIAS XSt K2Ti F O0OSaaroAtAle GKSBQNB FalAy
gK2Y GKS& X FNRY (KS aSNWAOS LINPJARSNE® ¢ K
authorities do with theiown serviceg not just the dementia specific services,
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but the whole range of other lotauthority services that impact on all of us.
Because if there are local authority services [that] impact on citizens within their
FNBFTI GKSYy (KS@QNB AYLRNIEyYy(d (G2 LIS2LXS &

7. What makes a good DFC?

All of our respondents were able to sieribe what a good DFC looks Jikeen where the ideal had not
been achieved within their country. All placed a premium on having people with dementia involved
from the outset and throughout the lifespan of anything that is done to develop and sustdita D
While most respondents were careful not to be prescriptive in their observations, reminding us that
DFCs are unique to their particular set of circumstances, their testimony reflected a preference for
leadership and governangcgrounded in a philosophgf inclusiveness and participation.

dDevelopinglementiafriendlycommunities should be a joint effort undertaken

08 oKIG Aa OFffSR OAQGAT &20RISYRIONREKET A RSY .
GRAZASYAYIFGAY3A 1y2e¢f SRS éendly dobhmbhidies G KI G 0 dzA f

is something which can be achieved top down and by applying technical and

NI GKSNJ F 6a0GNI Ol 0aaOASYUGAFTFAOEL LINRBOSRdAzZNBAE @
should be considered as a bottamp, discursive and participatory process, one of

exchange and negotiation, a process in which the social resources of the live

world are being appreciated and handled with great care.

In conjunction with good local governance it was suggested that DFCs work best where they build on

and contribute tq existing community capacity. Interestingly, there were few references to financial
NE&A2dzNOSa i GKAA& LI A yWhich hsfeadN@dsed2oyl Bhé ynpoitadce Wit NNI (
Wg2NJAYy3 6AGK GKS INIAYQ 2F (KSaSRP2@RBHSENI PNEI R
avoiding duplication and waste. There was a sdhaethe ideal DFC is one where community rather

dementia is the defining feature.

oReflecting on the two years of our project, since we became involved, we have
foundthecommzy A 1@ a2 SYONF OAYy3IS a2 AYyUiSNBadSRz az
2dzNJ a0K22f & G2d2NE &dzLISNXYFNJ Siéa (2dz2NE aK2LILA
GKFG 6SQ@S KIFIR O02YYdzyAOlF GA2Y GAGK®D 2SS KI @Sy
not want to participate, in 99.9% the way¢

8.¢ KS FdzidzNB 2F 5C/ Qa

In the final part of the interview, the respondent was invited to reflect upon the value of DFCs, the
threats to their further developmeniand to suggest requiraents to sustain DFCs in the future.

Unsurprisingly respondes were overwhelmingly positive about the value of promoting DFCs. This
stemmed not just from a rights and equalities perspective, but also recognition that the process of
building the capacity of communities to be inclusive is a social good in itsec®hemic benefits of
DFCs were not explored but were implied by several respondents.

Nevertheless, some respondents expressed concern at the vulnerability of &p€sially in those
countries where the underpinnings of capacity building had not yehtsshieved. They articulated a
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paradox; that the very measure of succesthe mobilisation of existing community resources to
support people with dementia might be used by governments and statutory bodies to withdraw
dedicated funding to develop and gam further DFCs. For some there was a more fundamental fear
that the real and enduring value of DFCs had not been recognised by deuizkans.

df people think that @lementiafriendlycommunity is just something fluffy and
nice and will make things@A G 0 SGGSNI F2NJ LIS2LX ST 6S R2y Qi
StasSz GKSy L GKAyl GKIFG Aa I NBIFf RIFEY3ISNE |
2Adal gz 2yS AYLRNIFYyG LINIZ a2 | LINO 2F | ¢
should be viewed realby.

8.1. A manifesto for sustainable DFCs

2SS KI @S adzYYFNREASR 2dz2NJ NBaLRYRSyGaQ (K2dAKiGa 2y
Europe.

Invest in developmentProvide seed funding to reduce the time and energy spent on pursuing
piecemeal fundingand create a pool of people skilled in the proneatiof DFCs to reduce the reliance
on volunteers.

Training, education andwarenesgaising Sponsor training and education, beginning in schools, to
raise awareness about how people live with dementiauestigma and encourage individuals and
groupsto make connections with people with dementia.

Involve people with dementia, families and carefhe experiences and expertise of people with
dementia, their families and carers should be at the heart ofuslire developments around DFCs,
including legislation and policy.

Disseminate resource$hare knowledge about what works and resources to support good practice,
making better use of social mediaachievethis.

Encourage collaboration _and networkinglelp local actors, including statutory services, to work
collaboratively within their communities to avoid duplication and waste of effort. Facilitate peer
mentoring and networkingso that the people can learn from one anotresout how best to create
DFCs andhow to solve problems as they arise.

bSGe2NJAY3a A& 1Seéd L YSIyYy GKFG X loazfdziSte
who your stakeholders are, learning who your people with dementia, carers,
people affected by dementia, and moving that ripgiey know, the pond, the
stone in the pond, moving that networking ripple out more and more to get into
A2 PSNYYSyils AylG2 X 200A2dzate e2dz {y2¢ X (2
can start very smad.
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9. Interview schedule

Interview schedule: An analysis of concepts and practice#iR S Y SANIMI Yy Rt & @&@ossy dzy A G A ¢
Europe.

9 Permission to record (yes/no)
1 Anonymity (Would you be happy for the service/project to be listed in the report?)

1. What are your views about the tef dénentiafriendlyO2 Y Y dzy A G & QK
i. How would you define a DFC?
2. What are the main barriers to developingd RS Y SFYNIAS Y Rt @ @2 YYdzyAlGASaQ
. 11 @S 82dz KFIR RAFTFAOMzZ GASE 6AGK RSTAYAY

ii. With resources?
iii. How have you responded to these challenges? Solutions?

3. What is the role of government agencies or national organisations in developthB S Y Sy (i A |
FNASYRE & Oy Yettygstantlsdds; Aisseminating knowledge; funding?)

4. What is the role of locglcommunityled initiatives in developing DFCs and similar initiatives?
5. What is the role of people who are living with dementia in developing DFCs?

6. What are your views on having national standards fé#fR S Y SNBSSy Rf & QegY Ydzy A G A
FR2LIGAYSE YIF NIQ aedyvyoz2f ok

i. How could DFC standards and progress be measured effectively? What are
the hallmarks of a successfIR S Y SFyNBASIY Rf @ 202 Y Ydzy A 1 & Q

7. Do you feel there are any drawbacks to developing DFCs?

i. Do you think DFCs may begin to act asubstitute for stateprovided
services?

8. What advice would you give to individuals/organisations who are working towards developing
aYRSYSHNIMIY Rt & 202 YYdzyAlGeQ

z

9. L4 UKSNB lFyeldkKAaAy3a StasS e2dQR tA1S (2 I RRK

109



Appendix C
Literature review

Introduction

This review identified a number of processes and practicBsRS Y SFYNRASIY Rt &  (@FGQs)Y dzy A (0 A

across Europe. A wide range of local, regional and national initiatives, projects and programmes were
highlighted which contributed to DFCe a number 6different countries. Theseffered insighsinto

the variety of features inherent within DFCs. It was evident that there are a number of benefits that
can be derived from the development of DFCs, and not solely for community members who are living
with dementia. All members of a community stand to benefit from a cultural, social and political
environment which supports and values the involvement of each member of the community, including
thosewho are living with dementia.

The literature relangto $hemoryfriendlyQ |y F N® ISa@diusiti@s often focused on aspects
of daily livingthat can be made difficult with the onset abgnitive problemsFor this reason, a brief
section to describe and illustrate memory friendly communities was alsodedlin this review.

The review was carried out in 2014 but all the URL links were checked in December 2015.

Methods

This review of the literaturdirstly identified the European nationghat have a national dementia
strategy orprogramme with the aim of lighlighting thosethat referred to WR S Y Snéridiy |

O 2 Y Y dzy withih Bei drategy. National dementia strategies were also of interest where they
focused on key preequisites which enable the development of DFCs, suchrexognising the
importance ofinvolving people who ardiving with dementia at the centre of discussions and
decisions. Thigart of the reviewprovideda cultural and political backdrop within which existDECs
haveemerged

National programmes to promotBFCsvere also identifiedindicaing the extent to which existing
WRSYSYNRASIY Rt & Genployetty ahtdpxidva @pproach to development. National
programmes also offered insight into the extensive networks that can facilitate the development of
WR S Y Sriéndly communitiéi. Qiterature related to nationaDFQprogrammes also highlighted a
range of locaW R S Y SFYNIRASIY Rf @  @cPo¥s¥Euampa. TiherS a8 considerable variation in the
areas of focus and methods employed in developivesecommunities which wereinfluenced bya
number oflocalfactors.

Sakeholders in this project were invited to suggkst/publications from outside of the Ulith the
aim of obtaining an accurate account ¥fR S Y SFyYNJRASIY Rt &  initiative¥ dryossiERirope.
These formedhe base of the literature review and informed the various search terms that were used.

Online iterature searches to identify evidenceWfR S Y SFYNRASIY Rt &  Qeérevcafidey dutilh S & Q
a number of language8ecause of limitations of time and resoas; and the need to do the search

in different European languages this was limited to Google @adgle TranslateAcademic search
engines were not used because of the large number of countries that the review coxedethe
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limitations on time.For thisreasm, search terms were limited to no more than thréar each
language. The search terms used included:

Czech

T 58YSy 0S8 Ljt G6St&1S 12YdzyArde

1 Demens venlige samfund
Dutch
1 Dementievriendelijke gemeenschappen/omgevingen/gemeenten

English:

1 Dementia friendly communities/community
1 Memory-friendly communities/community
1 Agefriendly cities/communities

Finnish
1 Dementia ystavallinen yhteisot
French

M La démence collectivités amicales
T Communautés amicale de démence
9 Bien vivre avec la démence eammunauté

German

1 Demenzfreundlichen Gemeinden/Gemeinschaften

Italian:

T Comunittamichevoli demenza
T Demenza comurdt

Norwegian

1 Demensvennligelokalsamfunn
Portuguese

1 Gomunidades amigaademéncia

Spanish:

1 Comunidades amigas de demencia
1 Demenciacomunidades amigables
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Swedish

1 Demensvéanliga samhéllen

Some general definitions

YRS YSIYNRASIY Rt @8 (OFGsYamgried auSdbw@lopmentsthat emphasise the rights of
individualswho are living with dementiawith the aim of ensuring thahey are supported to maintain
active and fulfilling lives within their communities. Kirche (2010) observed that any society requires
some adaptations and negotiations between individuals and group®9FCs, these same principles
are appliedequallyto membersof the community who are living with dementiboth as individuals

like people without dementia, but alsas a group with particular characteristics

An individual living with dementia defined DFCs as:

G!'y AYyGSANIFGSR a20AS080Ss KASNBYyLARSYVUIE D GKA2IYKS R S
situations throughout their lives with support to engage in everyday community
I O G A gWitchelS 2012}

A core aim of DFCs is that people living with dementia should be able to enjoy full social irashgsion
that this shouldbe a cultural norm, rather than as an exception. To achieve this aim, DFCs inspire
individuals and organisations to develop their own creative ideas and -tadale solutions to
promote a better quality of life for citizens in the community who are livingh dementia
(http://www.zukunft-pflegen.info/pflegezukunft/uploads/media/Abstract Rothe.pdf

DFCsoften differ in their specific areas of focus, design amplementation but aregenerally

underpinned by an ethos of social inclusion and community involvement. These aims can be achieved

in a variety of waydpr examplethrough changes to the physical environment, raising awareness and
implementing local schmes (e.g. Crampton and Eley, 20¥8yonsistent aspect of DFCs is that people

living with dementia are at the heart of all community developments and changes (Innovations in
5SYSYGALIET HamuHT 1E1TKSAYSNRa {20ASGés @0Awol T 5¢
http://theprotocity.com/brugesdementiafriendly-city/).

By promoting the values inherent within DFCs, people living with dementia reported feeling
empowered, confident ancemboldened with a sense that they can contribute and participate
61 1T KSAYSNDa {2 OA Sthy&dsuring reonomunitydinvdlvgmerit, Rtiyhai dnldey” ¥
associatedaboos that have long shrouded the experience of living with dementia can be more rapidly
dispelled instead, promotinghabits of friendship and interaction throughout the community
(Alzheimer Nederland, 2013; http://www.alzheimer-
nederland.nl/media/19428/Herkennen%20en%20omgaan%20met%20dementie%20
%20Dementie%20vriendelijk%200ktober%202013.pdf

Several organisations have identified specific criteria for DFCs. These irfmdudeseph Rowntree
Foundationdo WWCUO FyR GKS ' fT KSAYSNDA {20AS(eeldwin 9y 3Ifly
the sectiondealing withnational¥ R S Y SFyN(RASIY Rt & pfogramvhdgy A i & Q
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http://www.zukunft-pflegen.info/pflegezukunft/uploads/media/Abstract_Rothe.pdf
http://theprotocity.com/bruges-dementia-friendly-city/
http://www.alzheimer-nederland.nl/media/19428/Herkennen%20en%20omgaan%20met%20dementie%20-%20Dementie%20vriendelijk%20oktober%202013.pdf
http://www.alzheimer-nederland.nl/media/19428/Herkennen%20en%20omgaan%20met%20dementie%20-%20Dementie%20vriendelijk%20oktober%202013.pdf
http://www.alzheimer-nederland.nl/media/19428/Herkennen%20en%20omgaan%20met%20dementie%20-%20Dementie%20vriendelijk%20oktober%202013.pdf

Providing support with activities of dag-day living can strengthen the delopment of DFCs, for

example, by offering support witthopping or using public transport; enabling social opportunities to

share skills and enjoy meaningful social engagenwriyworking with community members to raise
awareness of dementia and of$h 6 Sy STAdGa 2F 5C/ & o! 1T KSAYSNDa {
awareness and promoting dialogue about dementia, communities can become more accessible and
connectedd ! £ T K S A Y S NI ahttd:/2hépko®ditg chm/brugesdemdntiafriendly-city/).

By making change the way that dementia is understopdnd how people with dementia are

supported and included in societgpmmunities can develop a culture and environment which is
conducive to a flourishing DFChese changealso promote respect and consideration for the needs

of people in the community who are living with dementiat T K SA YSNR & IMh&a&hionSid & = H n ™
Dementia & the Alzheimer Society of Ireland, 2018itiatives to promote DFGsovide an important

cultural serviceand have a significant humanitarian valumth for people living with dementia and

for community members who are nalirectly affected by dmentia,sinceDFCs can alleviate much of

the social and financial costs of living with dementia (Gronemeyer and Rha).

The economic argument for DFCs appears robitstti KS | £ T KSAYSNDa ph@t@h Sie 6w
savings of £11,296 per yeper person diagnosed with dement@an be madén health and social

care costsby supporting people with dementia to remain living in their own home for longer. By
delaying a move to residential services for 5% of people living with dementia in the @Knaal

saving of £55 milliofin health, social care and housing cgstaild be achieved across England, Wales

and Northern Ireland.

Terminology

Dementiafriendly

¢ KS @nddtiafrigndlyQ g1 & LINAYIFNAf & dzaSR Ay (i KdminonNB A S g
used in the Englislanguage literaturgo describe initiatives and programmdsat support people

who are living with dementia to maintain a good quality of.If®wever, a range of other terms were

also identified throughout the literature, séc F & WRSYSY (Al adzLILR2 NIGABSQ | yF

W FERASYRE 2Q-FINASYRYSY2Z2 MESNE I f 42 02 YWANAISY Riz2DR NES
to a movement to develop communitighat promote a good quality of life foall older people.
WaSY2NE FTNRASYRf&@ O02YYdzyAGASaQ ¢ bften used Iodefetto O2 YY 2y
communitiesthat enable a good quality of life for people who hasggnitive problems including

peoplewho are living with dementia.

Depending on thdocality of the DFCs identified in this review, terminology varied and it was not
Ffglea | LIIINBLNARIFGS (G2 dzid SdementiRiieNdBO (1 6 K Sy v OF NNEB R v =
searches for DFCs in some European countries.

For instance, initiatives anatojects which support the development of DFCs in France were generally
referredto as projectghatpromoted f A Ay 3 Sttt GA0GK RSKYSNEKI ORFS (IKE
la démence en communawé® { A Y A f-lantlige Xterabudzitifheiked slightliy terminology

depending on whether the literate was developed irhe Netherland®r Belgium Flemish literature

related to DFCs tended use thetermd RS Y Sy G A S ONR Sy R, Sild ligfatSre floi BeS A y ISy
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Netherlands leaned more towards use of K S (G SN)XY GRSYSYUGASONASYRSE A2
linguisticdifferences were accounted for in the search terms used for this review.

Community

¢KS GSNY wO2YYdzyAideQ OFly 0SS dzaASR (2 RS&AONAROGS | ¢
goupsorLG¢ O2YYdzyAGASad | 26SHSNE F2NJ 0KS LldzZN1I2 &S a
considered to denote geographically defined areas, such as villages, town or a local government area.
Some DFCs focused on ensuring the inclusion of community gtbapsvere not defined by

geographical locality but by common experience, such as supporting the inclusion of individuals from

ethnic minority groups who are living with dementtdowever these DFC initiatives were inherently

located within specific geographicakas and were threfore included in the review.

W5 SYSWNMIY Rt &8 @EGSSYdzy A GASaQ

This review identified a wide range of projects, initiatives and programmes descridddrasntia
friendlyQHowever, some of the literature related primarilydementa-friendly adaptationsfor use,
for example, inhealth and social careerviceprovisionor in private residencesOthers described
projects or community activitiesvhich were designed specifically for people living with dementia
that were separate fronthe rest of the community, such as a demergijzecific bingo group.

The benefis derived from these projects was evidehbweverthere was a need to limit the scope of

this review to initiatives and projectsvithin mainstream community settingshat contribute to
creating'dementiafriendly communitief2Descriptions oflementiafriendly projects and initiatives

were considered relevant to this review only where they relatedbtopromoted the rights and full

participation of people living with deemtig, Ay | y& | aLISO0d 2F Wy2NXIfQ 02Y
involvement, political influence anday-to-day autonomy.

Assistive technology

There has been extensive development in new technologies and product design to support people

living with demenia to maintain independenlives These technologies are often referred to in the

Y da WFraaAradAaAgsS GSOKy2f238QT a2 YddmeriFrientli S&S G S
SOKYy2f23ASaQd ¢KAa NBOASG NBO23Iyhg BFRCR butitwaR £ S F2
Se2yR (KS 4021 2F (GKAa NBOASg (G2 dzy RSNII 1S ty
SOKy 2 f 2 3 dwasbof iftérastSaNdhisi rdzhd where firovidedevidencefor the promotion

of WO2 YYdzy A ( within YRABBRD® A Sy Rf & (G2 Merataye AvasieSciuded where

there was no referencer clear emphasiso how the activity or product linked with the aim of
developinga DFCFor instanceseveral articleghat cited evidence of assistive technologyere

included in this review where they supported the continued social engagement and community
participation ofpeople who are livingvith dementia.

cn O Cn T

Europe-wide evidence of OA AT AIEOEAT AT U AT i1 O1 EOEAOS

Although there have been European Union initiativesdementia these have focused mainly on

research, improving diagnosis rates and care and suppwiyever this review identified no

references to DFC# July 2009, the European CommissioR 2 LJG SR G KS W/ 2YYdzy A OF (
Commission to the Europedparliament and the Cound@®y | 9 dzNRBLISIY AYAGALF GAQ
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RAASIFAS | yR FGOK $2009)RB80¥ Shiscominuiication highlights theupport from

the EUto member states in national efforts in areas of prevention, includingasures to psmote
mental weltbeing support early diagnosisoordinating research across Eurggeomoting best
practice for treatmentand care and developing a common approach to ethical issues such as rights,
autonomy and dignity of individuals wittementia.

In February of 2009, The Europe®arliament adopted théWritten Declaration 80/2008on the
LINAZ2NAGASE Ay GKS FAIKG F 3L Ay a Gurdpdah FadiamerBddlleds R A &
on the European Commission and the Member StatestorecBgnis t | KSA YSNDa RAaS!I a
public health priority and to develop a European Action PHoweverto date, no such plan has been
produced.

S
S

In 2011, the European Parliament adopted a motion for a resolution on a European initiative to
combat Alzhda YSNRaA RAA&ASFAS YR 20KSNJ ySdzZNEPRSIASY:SNI (A B¢
make dementia a priorityraise awareness about dementia across the Eldrease cooperation

between countries irrelation toNBS & S| NOKXZ OF NB I YR LWBOHgdthery 27T
dementias setup specialists centres and improve the skills of healthcare professiamalsievelop

action plans aimed at improving the wékking and quality of life of people with dementia and their

families.

In March of 2013, the rests of the Alzheimer Cooperative Valuation in Europe (ALCOVE) project were
presented. This network was comigedof 19 European Member States and 30 European partners.
Recommendations for policy makers includbé need to:better understand prevalence amather
demographic data about dementiamprove the quality and timeliness of dementiéiagnosis;
improve the care of people experiencing challenging behavi@xplore ethical and legal issues
related to advanced directiveand developcompetencyassessment in the context of dementia.

Other ongoing EU initiatives that have an impact on dementia issues indhedeuropean Innovation

Partnership on Active and Healthy Ageing (as part of its EU Horizon 2020 and Innovation Union
strategies)AFEINNG: b 9 ¢ > | 9 dzNRP LISy O2ya2NIlAdzy 2F 2f RSNJ LIS
developing agdriendly environments across Eurdfé i KS  ddn 2lénSgfaphicichange 6 A

builds on the outcomes of AHENOVNETand the European Joirction on Mental Healtt (aims at

building a framework for action in mental health policy at the European level).

However, the Dublin Declaration on Agdendly Cities and Communities in Eur¢p@13) that forms

LI NI 2F (GKS 2 1-8NR$YRMBKEDBEABRQY 23S RSYSY GAlF 62 NJ
December 2015 Alzheimer Europe (which represents the Alzheimer NGO associations) published its
annual yearbook which was themed BhR S Y SFYNIRASIY Rt & 62 itvwdsipyiblishekl ®aé |&e

for consideration in ttg review (Alzheimer Europe 2015).

¢KS 9dzNRLISIY C2dzyRFGA2Yy Q& LYAGAFGABS 2y 5SYSYyGAl
local developments in the way people living with dementia are integrated and supported by their

101n October 2014 AFERINOVNETeld a workshop onlementiafriendly cities. More information about this is
available athttp://afeinnovnet.eu/news/afeinnovnetworkshopdementiafriendly-cities
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community. The network is atle up ofsevenEuropean foundationand the Network of European
Foundations that manages the programniéese include:

TheAtlantic Philanthropies
King Baudouin Foundation
Robert Bosch Stiftung
Fondation Mederic Alzheimer
Joseph Rowntree Foundation
Genio Trust

Life Changes Trust

=4 =4 =4 4 -4 -4 A

A ministerial conference of th& N Commission for Europe on Agdrapk place in Vienna in 2012,
GAUK GKS (GKSYS a9yadaNBE  az20AS4Ge& FAG F2NI L€t |
that were highlighted at the conference included:

Measures to be adopted in order to promote a longer, more active life

Participation, nondiscrimination and social inclusion of older people

Creating an environment adapted psomote independence, dignity and health in ageing
Promoting intergenerational dialogues and solidarity (Fondation Mederic Alzheimer, 2013).

=A =4 =4 =

Inan efort to achiewe these aims, EFIBassupported a variety of local initiatives to create DREISID

has als@resented a number of awards to European organisations that are working to support local
level developments in the way people living with dementia artegratedinto, and supporéd by,

their community (go tavww.efid.infofor further information and follow links to lists of organisations
receiving awards i@8012 and 2014

National government dementia strategies

Anumber of national governments have countiyde dementia strategiethat contain references to
Wementiafriendly communitie® This section gives consideration to these.

According to Alzheimer Disease International and Alzheimer Europe, governmersEir@ean
countries havedeveloped or are developing a national dementia ptarFourteen of these have a
national dementia strategy in place.

Some EU countries have developed natiatehentia plans or strategies in response to the growing
number of people living with dementia; several countries are currently working towards the
development of a national plan for dementia care. The main focus in national dementia strategies
the qudity and availability of health and social care for people living with dementia, relating to
diagnostic processes, pediagnostic support and endf-life care. Most strategies also considered
the impact of dementia on the lives of carers, reflected intkemmitments to provide carer support
and information.

While this review has not focused on the dementia strategies in place acrogpertinose which
contributed to, or recognised the importancef, WR S Y SFYNIASIY Rf &  @ereincldedgdiini A S & Q

11 http://www.alz.co.uk/alzheimesplansand http://www.alzheimereurope.org/Policyin-Practice2/National
DementiaPlangaccessed 14 September 2015]
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this review National dementia strategies or programmes which are currently under development
were also includedwvhere they indicated the intention to develop DFCs.

Belgium

Belgium has two separate dementia plans in plagkich reflects the geographicalvision inthe

country between the Flanders and Wallebn ¢ KS Cf SYA a4 K 3 aa&mynvole 0 Qa ai
people livingwith dementia in the discussiemnd decisions about dementia care and quality of life in

the community. The Walloon government hasopted aregional W RS Y SFYNRASIY Rf @  O2 Y Y dzy
programme and has launched a call for funding proposals in partnership with the King Baudouin
Foundation (2013).

The Flemish government has made consistently positive moves towards credingeatiafriendly
Flanders. Revised Flemish care policies have recognised a humberrefjpistes to implementing
DFCsacross Flanders, such as ensuring maximum autonomy and a good quality, dirtitegh
community participationfor all people living with a dementiA key aspect of this was thecognition
that carers are valuablgartners for professional cargroviders and to enable community
involvement(http://www.zorg-en-gezondheid.be/Zorgaanbodaccessed 02/12/201h

Republic of Ireland

Ireland published their national dementia strategy in 20T4is includes an explicit commitment to
develop WRS Y SFYNBASIY Rf @  Oas Yartdaf Ahé Jprddt to improve awareness and
understanding of demdia. This commitment is also placed within a wider context of the Irish
32 @S Ny _W§eyFieQdly Cities and Counties Programfeme the Wealthy Communities/Cities
Programm&The commitmentaims to enablg@eople with dementia to live wedindas valueditizens,

for example,through the representationof people with dementia on Older People Coundile
establishment of whiclis a commitmenin the Programme for Governme011-2016)

¢KS AaGN)YGS3e SYLKIFIaArasSa GKI fequired ta sugpdrt geopl® @iti Y dzy A (i &
dementig involving formal and informal supports. Examples of community supports currently
available for people with dementia include Alzheimer Cafés, social clubdeees activities, family

carer training and peeled 91zLJLJ2 NI ANR dzLJAa® ¢ KS a4 NI §S3e AYyRAOINGS
2T AYyUSNBalGQ thabeNBeing suppkrdd tOdeldmf & tige of DFC activity including
community educationdeveloping volunteeringpportunities;supporting local bugies®sto become
dementiafriendly;, and improving the social and physical environment.

United Kingdom

Dementia is part of government health policy in the UK but responsibility for health is devolved to the
four UK nations (England, Scotland, Walesadhern Ireland). Each country therefore has its own
approach to dementiaso all fourare consideed separatelybelow.

117


http://www.zorg-en-gezondheid.be/Zorgaanbod/

England

9y At I y R Qdemefitiadtrat@gy toks not refer taV R S Y SFYNIRASIY Rt &  Or2siifadzy A (0 A S &
initiatives (Department ¢ Health, 20090 |1 2 6 SGSNE GKS t NAYS aAyAaidSND
(Department of Health, 2012) superseded theagtgy (which officially ameto an end in 2015)Both

documents placed emphason the importare of developingDFCgMitchell, 2012).

Thet NAYS aAyAaildSNRa naberatcdmighizio c&afeDBECS.YTBeyChaldnge had

two other commitments: improving health and social care services for people with dementia; and
increasing dementia researchhis work is led in close collaboratiatith, the largest dementia NGO

Ay 9y 3f | yYRI Sickty (sde bdctidrbbeldMatobaiiprogrammes to develdop RS Y Sy (i A |
FNRASYRE & )ORWSYSINWIHINISY Rt &  OHanpiaty &rdid whs édtablished to

promote and support the implemeation of 1 KS t NAYS aAyAaidSNDBge KIFff Sy
commercial, retail and banking organisatioas well as NGOs, atdividuals who are living with a

dementia.

The Challengenade commitments to developO dementiafriendly towns, cities and villages by the
year 2015. Thiseuldbe achieved by supporting local businesand organisations to raise awareness
of dementia within society, as well as contributingagoenvironment which is conducive to developing
DFCs

AnannualJNE INB&da NBLR NI 2y GKS t NAYS aAiyAiADEGsawena / Kl f
beendevelopedacross England since the challenge was put forward in 2002s reported that 50

cities, towns and villages Hdataken steps towards becomindementa-friendly by 2015, which
surpasesi KS AYyAGALFE FTAYa a adlradSR Ay (GKS t NInYS aiy)
addition to this, 140 ationalhealth servicetrusts (state funded providers of health care) have been

working towards becomig dementiafriendly, in partnership withdcal Dementia Action Alliances, as

part of the National Dementia Action Alliance (see section belational programmes to develop
DFCy(http://www.dem entiaaction.org.uk/who_we_ane

Scotland

{020t yRQA OdzNNByid ylFIdAz2ylf RSYSyGaAl aidNrdS3ae o/
work with Scottish dementia NGOs to build demergtimare local communities. A key outcome of the

strategy is to develop¥ RS Y SWilkAokf SRQ I ffiehdlyR&ar Somimanities that will

contribute to greater awareness of dementia and reduce stigma.

It should be noted that Scotland adopted a Human Rigtatsed Approach (HRBA) to the development
and delivery of its natica dementia strategy. This involyensuring that policies affecting people
GAGK RSYSYy(dGAl YSSG (GKS Wt ! b9[Q LINAYOALX Sad t! b9

9 Partidpation ¢ everyone has the right to participate in decisions which affect their lives

1 Accountability- effectivemonitoring of human rights standards and remedies for breaches

1 Nondiscrimination and equality all forms of discrimination in the realisation of rights is
prohibited, prevented and eliminated with priority given to the most vulnerable

1 Empowerment - individuals and communities should understand their rights and be
supported to participate in the development of policy and practices which affect their lives
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1 Legality- recognition of rightsas legally enforceable entitlements (linked to national and
international law}?

Wales

The Welsh national dementia plan placed the creatiolementiad dzLJLJ?2 daiinruditeSas a key
priority for Wales(Welsh Assembly Government, 201It)indicated recognition that DF@nable
people living with dementia to receive treatment and community support in a way which enhances
their dignity and respecthftp://www.al zheimereurope.org/Policyin-Practice2/NationaDementia
Plans/UnitedKingdomWaleg.

A key factor in developin’ RS Y SFyYNRASIY R &  QuvasYaYherd xolibkil8 &a@acity within
communities to better enable them to respond to the needs of community menmlwhoare living
with dementia. The Welsh visidradthe objectiveof facilitating a networlof DFC$o develop through
encouraging local partnershipsach of which can be tailored to the particular community. In support
of this national plan, the WeldBovernment pledged to establish hidggwvel influencing groups so that
people living with dementia can influence change within communities and services.

It was evident that the National Dementia Vision for Wales placed importance on ensuring the voices
of people living with dementia areentral todecisions that affect their community (Welsh Assembly
Government, 2011). The Wales Mental Health Strategy Ap0Acorporates previous dementia
strategies but does not supersede existing dementia policy.

Other EU countries

The following EU countries have a national dementia strategy or plan which did not refer to,
contribute explicitly tgprogress in, develdpg DFCs:

Denmark
Finland
France

Italy
Luxembourg
Malta
Netherlands
Northern Ireland
Norway
Portugal
Sweden
Switzerland

= =4 =4 4 -4 -4 4 -8 -4 -8 -8 -4

However several of these countries haVeR S Y SFYNRASIY R &  cOdpyneérdsyvithin&h@ir
LX ' yad CNIyOS KlFa hdANA@dANAAE OGRFSyad:NBI G§KSy Ga
includes priority being given to maintaining employment and vocational rehabilitation for younger

12 From the Alzheimer Society of Ireland (2013) and the Scottish Human Rights Commission
http://www.scottishhumanrights.com/eghria/eghriaaddvalpolicy

119


http://www.alzheimer-europe.org/Policy-in-Practice2/National-Dementia-Plans/United-Kingdom-Wales
http://www.alzheimer-europe.org/Policy-in-Practice2/National-Dementia-Plans/United-Kingdom-Wales

patients Similarly ltaly hasalsoidentified this as an issue in its strategy. Norway is very committed to

involving people with dementia in the development of its new national dementia plan and
Luxembourg highlights the importance of social inclusion for people with dementia. Maittfiele

GKS AYLERNIFYyOS 27F Sy adzNR y JderkeStiaftichdtyQ®dy R a2 OAF £ OF N

The governments of the following countries are committed to developing a dementia strategy:

Austria
Bulgaria
Cyprus

Czech Republic
Portugal
Slovenia

=A =4 =4 =4 =4 4

Other national OAAT AFEOEAT A1 U AprobranineE OU 8
NGOs in a number of European countries have developed natiemaéntiafriendly programmes.
Some of theseleveloplinks with governmentled programmes at national, regional or local levels.

Belgium

Local authorites in Belgium have increasingly engaged in collaborative efforts with local partners,
centresof expertiseand dementia associations to promof@FCsacross Belgium (King Baudouin
Foundation, 2013)DFCsn Belgium which were identified in this reviemseemed to have taken on
locatlevel implementation while receiving support, funding and guidance from larger national
organisationgprimarily the King Baudouin Foundatjoifror this reason, the majority of evidence for
DFCs in Belgium was included in the section belowomal initiatives to develdpFC.

France

Dementiafriendly projects in France are typically referred to as projects that pronttaéeconcept of

Wi AGAYBAAKE RSYSYGAl Ay GKS O2YYdzyAtieQ 6. ASYy OAD
of community based drojn centres invarious regions acrodsrance were described by the Berlin

Institute (2011). The centres offer support with agdated needs, inclding dementiaspecific

information and support. Each Local Information and Coordination Centre is located within the centre

of communities across France and a wide range of activities are offered, dependent upon the local

need and interests of community mmébers. Centres typically offer sélélp groups, healtipromoting

activities, discussion groupand seminarsor conferences for professionals. Despite considerable

variation between centres, all reportedly offer opportunities for social inclusion andidousls

relevant issues with peers and experts (Berlin Institute, 2011).

Germany

Although Germany does not have a national dementia plere is a German Dementia Alliance,

WL ttEALYT TFTNNJ aSyalOkSy YAl 5S8YSwyHicRwaé tarted Bylthg OS F2 N
German government in partnership with the German Alzheimer Association, Deutsche Alzheimer
Gesellsschaft (DALZG). In September 2014 the Alliance launched an agenda to implement the
foundation of a national dementia strategy.
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A hub ofdementi-friendly activity appeared to be taking place in Germany as sevkia sector
(voluntary and communityprganisations have lobbied for change in how society responds to
dementia. Stuttgart Impuls has made a series of requests for change within saeietices for people
living with dementia and within the political agenda. A proposal for change received over 200
signatories of those attendingi K @ielstinmig (Manyoicesf) S @Spyesgentto the Minister for
Social Welfare (Stuttgart Impulse, 201

The Robert Bosch Foundatica major German philanthropic foundatiohas delivered a national
programme, Aktion Demenz, which has supported the developmEd®dementiafriendlyinitiatives

across Germany. The Aktion Demenz programme resulted énddvelopment of a webased

platform for sharing views and ideasffering a connection point for existing networks aadting as
a resource foremerging DFCs to benefit frogharedlearning andguidance aroundyood practice
(www.demenzfreundlich&kommunen.da.

A similar programmegW2 2 N] Ay 3 (23S3GKSNJ T2 NXalko déligeied &/ MktibnA TS & A
Demenz) focused on reducing the stigma attached to dementia. The programme is based upon the
idea that citizens themselves should contribute to the vbeling of peopldiving with dementia by

offering opportunities for social inclusion www.zukunft
pflegen.info/pflegezukunft/uploads/media/Abstract Rothe.pdfTheRobert Bosclroundation also
KFa F yFraAz2yrf LINBINIYYS:S Wt S2LX Sand troughkils / 2 Y Y d:

programme has supported 50 local projects across Germargseihclude projectsthat: support
encounters between people with and without dementiarovide practical support and assistance
enabk people with dementia to continue to participate in community lig@e people with dementia

' AGNRY3ISNI AY T cafyyied thgirivilaighs ATaeSgrdmyhdis Giganised through
110A2Y 5SYSyTl Qa LINPINIYYSI YSYlGA2ySR 0620So

Netherlands

The evidencerelated toDFCs in the Netherlands indicated a wide variety of projects and initiatives to
implement DFCs, which were ddeped through small, grassroots efforts and activities. These-local
level initiatives and projectsvhich promoted the development of DF@sceived substantial support
from national organisations anidirther benefitsarose frombeing connected with a wider, national
network. Alzheimer Nederland seemed to have takenaoctoordinating roldfor the wide range of
projects to implement DFCsincethe bulk of evidence for DFCstime Netherlands was reported by
Alzheimer Nederlandue to the regional nature adlementiafriendlywork in the Netherlands, these
initiatives will be described in a further section bocal and Regional initiatives
(http://www.alzheimer-
nederland.nl/media/19428/Herkennen%20en%20omgaan%20met%20dementie%20
%20Dementie%20vriendelijk%200ktober%202013.pdf).

Portugal

The NGO Alzheimer Portugal developed the pibgY YS Wt NRY2 G Ay 3 GKS LI NI AOA
g A 0K RSwhily prdmot€d access to social and cultural integration for people living with
dementia. A set of communitigased interventions was devised to maximise the cognitive functioning

of peopleliving with dementia and to help them adapt to the experience of living with demgloyia
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LINR Y2 OAyYy 3 {K-BeinddsdgGudlity 6f sife. BhSrapeutic activities, including recreational,
sporting, creative and outdoor activities, formed part of thervention programme and were
delivered acrosgrustworthy sites in Portugal. These contributed to the personal support and
community involvement of people who are living with dementia in the community
(http://alzheimerportugal.org/pt/news_texi7 7-1-290-projetos-da-alzheimerportugatapoiados

pelo-inr).

Spain

The NGO, Confederacion Espanola de Asociaciones de Familiares de Personas iover Alfteas
Demencias (CEAFA), is reportedly the only national organisation in Spain that works with families and
people living with dementialt represenstheir viewsabout howto promote a good quality of life in

ways that are important to people livin with dementia. CEAFA have formed collaborative
partnerships with 300 associatiotigat represent over 200,000 families affected by dementia, as well

as a partnership with the Ministry of Health. The CEAFA campaigned for the development of a national
planand are continuing to work towards that aim. The Association recognised, in equal mehasure
importance of enabling social inclusion for people living with demettiia importance of ensuring
access to appropriate care and treatmeahndthe impact ofgarnering political, as well as community,
support in achieving their ain{gttp://www.ceafa.es)).

Recent changes to legislation Spain haslso brought about a national emphasis on facilitating
autonomous living in the communityvhilst receiving adequate medical treatment and suppant f
dementia (Oliva et al, 2011,
http://envejecimiento.csic.es/documentos/documentos/gacetasanitaria2@liva-desafiosOl.pd.

HermidaPorto (2012) highlighted the unique factors at play within each region of Spain, which are
affected heavily by localesource constraints and historical tensions between local regions and
national government. This has created specific challenges for Spain to improve the quality of life for
people living with dementiaon a national level. There will be an inherent nesigsto adapt the
suitability ofprocesses and practices in developing DFCs across the vaipais of Spain.

Switzerland

This review did not identify any clear evidencdiCs in SwitzerlanHloweverjt was suggested that
discussions are now emergithat recognise the need for appropriate services and {argn care for
people who are living with dementia.nAincreasing shortage of resources wiltcessitate the
development of alternativesommunitybased meango support peoplevho are living witldementia

to maintain a good quality of life in their communitieShere is, as yet, little political motivation for
developing DFCs in Switzerland, but initiatives will begin to emerge as the demand on traditional
service provision increases (Kazis, 2013

United Kingdom

Similar to the governments devolved approach to dementiast NGOs in the UK work within each
of the four UK nations, although some (e.g. Joseph Rowntraedabion) support the development
of WRS Y SAYNRASIY Rt & @cossYhazWA 1A Sa Q
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England

¢KS | f1 KSA WENArthad takénitl® lledd on a thregear programme to support the
implementation ofDFCs undell K St NJA Y SChalléngero Defiéhin (2012).

Throughthes C/ harplorQgroup® G KS ! £ T KSA Y SWdkiag dfrezth with aramider & 6 S S
of leading businesses and organisations to develagtices which support the creation of DFUsis

champion group has also establishedsationald ¢ &1 | Y R OwhighhaiefengayM@ keglJa £
members of local communities thurther developDFCs. The Task and Finish groupscareently

developing guidanceo specifially addressvarious aspects of community life and involvement
(Department of Health, 2013Yhey include:

1. Retail groupt (includingnational retail organisations such as supermarkets and banks)
developing guidance on how to make the retail sector naementiafriendly.

2. Employers groupr developing guidance on what steps businesses can take to become
dementa-friendly employers.

3. Legal anddata protection groupt developing consumedirected leafletsthat contain
dementiafriendly messaging;ign-posting and provice adviceto support people living with
dementia when dealing wh companies and organisatioyfecusing on the issues of Power of
Attorney and Data Protection

4. Civil society and the voluntary sector groupdeveloping a framework of key characteristics
to assess and promote innovative practices and projects within mainstream communities to
enablethe participation of people living with dementia.

5. Rural communities group identifying key issues and outcomes that peopieing with
dementia in rural areasely on in order to live well in their communities.

6. Technology group developingadementiafriendlytechnology chartethat will help people
living with dementia, and their carers, gain access to and navigate assistive technology
options.

An additional three Task and Finish Grodpsussingon transport,leisure andpersonalservices was
due tohave commenced work by September 2014 (Department of Health, 2013).

TRS £ 1 KSAVYiEBEwgand REFAEIFA SR Sy 1Se FHaLsSoia G2 GKS
Society, 2013a)lheseare:

1. Ensuring the meaningful involvement of gee living with dementia in decisiemaking and
planning services

2. Ensuring early diagnosis, personalised and integrated care is the norm

Ensuring that communitipased solutions to health and social care atiésedto support people

living with dementia® continue living in their own home

Providing @propriate, onsistent and reliable travel options

Actively challenging stigma and increasing community awareness of living with dementia

Developing befriending services and practical support

Providing asilynavigable physical environments

Ensuring that community activities are accessible for people living with dementia

Encouragindpcal businesses to bespectful and responsive

w

©oNo s
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10. Acknowledging the potential of people with dementia andluding the voicesf people living
with dementig from seldomheard groups and geyraphically remote individuals ! £ T KSA Y S NI &
Society2013a)

In addition to thesethe ! f T K S SociétyiiBhiighted the value of thélationalDementia Action

Alliance (DAA) in working to imprethe quality of life of people living with dementia in Englamiile
alsosupporting the developmentof DF@€s | 2 aG SR o0& GKS ' f1T KSAYSNRa {20
partnerships between a wide range of agencies, businesses and organisations toteaseople

living with dementia are included and valued in family, community and civié lifd T KSA YSNRa { 2
2013a)

Individuals and organisations, from the private, statutory antlintary sectos, are invited to join as

members of the Dementia Aion Alliance. Ongoing partnerships have been developed between
schools, football and sports clubs, emergency services and the British Transport Police, individuals
living with dementia, among many others (Department of Health, 2013). Membership of theddAA

be taken on at local or national levels, depending on the particular focus or aim of each partnering
2NBI yA&l GAZ2Y 0! f T KSAYSNDaA {20AS8SGeéex HAMHT
http://www.dementiaaction.org.uk
http://www.alzheimers.org.uk/site/scripts/documents_info.php?document|D=2%32

Local Dementia Action Alliances are smaller ynitsrking in partnershipand ae described as the
local vehicle to DFGBepartment of Health, 2013Dne hundred and fiftypne (L51) local Dementia
Action Alliances have been develop&dth local alliances encouraged to collaborate and share good
practice for achieving DFGsvfw.dementiaaction.org.uk

¢KS 1 fT KSAYSNDa {20ASGe> Ay LINIYSNBAKALI 6AGK 5SY
creation of a national standard f# R S Y SFYNIRASIY Rt &  (OBeY hadgyoposetl heia@option
of an official symbaq(a five-petal, blue forgetme-not flower:
http://www.digitalflaneur.co.uk/pn145DementiaAwarenessv/olunteery, which would indcate
where recognised standards f@FCs have been metcéeditation would be required, involving a
formal recognition processvherebyspecified criteriavould have to benetin order to be considered
WementiafriendlyQ 6! £ T KSA Y S NI anpdnene af $i§ Rcdgnitiom procéss riay incude:
1. The support of specific values by working towards agreed standards
2. The use of a recognisable symbol, indicating that the community has been registered with the
£ T KSAYSNXdameftiafiehd§de® | & W
3. Ensuring mechanisms for feedback, particularly from people living with dementia and carers,
to form part of an annual assessment process.
4. t NP GAEAAZ2Y 2F 20t AYTF2NNIOGA2Y | 062dzi LINRINBA:

This proposal assigoversight2 ¥ ' y& NBXO23ayAldAz2y LINROSaa R GKS |
consultations indicated that an official symbaldo referred to as kite mark and formal recognition

process was not appropriate at that stagé national developments. As the S A YSNRa {2 OA
concluded from their consultation process:

Gh@SNI & o0dzNBIF dzONF GAO LINPOSaasSa GKIFG NBIj dza NB
could actually disncentivise engagement. There is also not yet enough detailed evidence on
what isdementiafriendlyF 2 NJ F2 NXY I f | OONBRAGF GA2y dé o! £ 1 KSA
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¢2 RIGST 20SNI codp O2YYdzyAlGASaA KIDFSecdghitdryfBoRessdzL) G 2
(http://www.alzheimers.org.uk/site/scripts/documents_info.php?documentID=2136A national

approach may facilitate consistency between geographical ata#sit may also serve to limit the

recognition ofDFCgo only those wib adhereto K S { 2 OA S8 Qa8 LINPLIR2ZAaSR Y2RSf «

¢tKS fTKSAYSNDa {20ASGé& 62NJ SR 6A0GK GKS . NAGAAK
LINJ Q (fok ©dinfaunities working towards becoming demenrfigendly, which includes the

recognition process. The BSI is a rmudtiional business services provider whose principal activities

are the production of standards antle supply of standardeelated services. The code is available

(but not free) at:http://shop.bsigroup.com/ProductDetail/?pid=000000000030300514

{ SBSNIt |RRAGAZ2YIE ONRGSNRIF @6SNB RS@St2LISR o8
organisations and communities todlere to in order to be considered for the kite maiRFC
recognition process. The criteria included:

1. An appropriate local structure (e.g. Dementia Action Alliarthaj can inclule a range of
community members.

2. Anindividual who is responsible for ensuydementiafriendly progress in the community

A plan of how to raise community awarenegslementia in key organisations.

4. The facilitation ofopportunities for people living with dementia to have a public voice.
Seldomheard groups of people living thidementia must also be considered to ensure equal
representaton from all sectors of society.

5. An assurancehat initiatives are applicable across various community groups and that
messages to the public are also designed ta&mentiafriendly.

6. A focuson key areas which are important locally, such as transport system improisren
access to shop facilities.

7. The production on annuaprogress report and action plan, enabling learning and sharing of
information.

w

¢KS ! £1 KSAYSNDA defepdd Gitéria focthe A0iBemantiafridndlyRBwards, which
were granted to communities or businesséisat hadY S G KS | T KSAYSNRa {201
recognition as HFCThe criteria included:

1. Providingevidenceand a proven track recordf having made a difference towards improving
the lives of people living with dementia.

2. Supportng individuals and/or groups who are driving tldementiafriendly movement,
following their established priorities and delivering plans in a cohesive way.

3. Showing evidence of working in partnerships; networking and integration with other
services, organisations, businesses and/or individuals.

4. Involvingpeople living with dementia anttheir carers in planning and promotirigFCs

In support of a national recoginiA 2y LIN2 OSaazx GKS !'fT KSAYSNDa {20AS
materials and criteria for developindementiafriendly initiatives. For instance, a charter was

produced in cooperation with Lloyds Banking Group, which aimed to improve the experidnce o
LIS2LX S fAGAY3 6A0K RSYSYUGAl GKSY dzAAYy3I FAYI YOALI {
a guide for developindementiafriendlytechnology offered a number of examples for good practice
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in the use of assistive technologies to enhance thpacity and inclusion of people living with
RSYSy(dAlX a ¢Sttt a FlLYAfe OFNBNBR 0! fl KSAYSNRA

¢tKS 1 t1 KSAYSNDA {enénliadiéndly grofnBtibnavaikShouldisédk o engage

local shops, schools and colleges, banks, professional bodies, community groups, hospitals, care
homes and housing associations. Effective methods of influencing communities were identified and
included:

Distributing informatia leaflets

Enabling dearning opportunities

Providing local education and training for service staff

Working with voluntary organisations who specialise in dementia

9YLX 28Ay3 (GKS 5SYSYy(dAl CNASYRaQ /KIYLA2ya aol
Utilisingf2 Odza 3INR dzLJa> NBFSNBYy OS ANKRdAISNDA yidNg MIKE § &
effectively maintain progress reportand mnutual assessments between partnering
organisations.

=A =4 =4 4 -4 4

TheWPementia Friend@nitiative is deliveregdat a national leveby the Alzhet SN & {2 0ASG & | yF
Health England. Dementia Friends aim to raise awareness and understanding of dementia in order to
createDFCs. Any individulF Yy 6 SO02YS || WsviaHng & short odiddviBeg Bbout

what it feels like to live with deentia, by attending one faew-face dementia awareness session, or

by engaging with déearning tools which address common challenges faced by people living with
dementia when dealing with financial and retail sectdementia Friend2eceive a booklegntitled

WeKS [AGGE S . tasiggedtFsmalMaySwhighn&i\idLas Ean bdementiafriendly.

APementia Frienddadge is also issudd individuals who sign up to the schepvehich depicts the

I £ T KSA Y S NHemenfiafriéntihSkite® riadk symbol(https://www.dementiafriends.org.uk).

Upon becoming ementia FrienQa person is not required to take any specific action but individuals

and organisations are encouraged to papate further in the schemeby becoming®ementia
Champion®@AW®ementia Champid? 2 T F S NE seksjpisabodt Hetndnflayfor other individuals

or organisations, whether in their own workplace, personal networks or local commuNB&®Bentia
ChampiosQundertake approximately-2 daysofi N} AyAy 3 FTNRBY (GKS ! 1 KSAYSNI

As previously noted, other NGOs in England have also undertaken national programmes of work to
support the development oW R S Y SFYNIRASHY Rt &  Ovibar Notiylehidithe Sas&ph Rowntree
Foundation (JRF). The JRF develope®Btte Y Sy G A I ¢ A (i K 2 dzsuppottiigh B QY §JW& NI Y
FNASY R & indigtivey degdds iihé OK. Based upon initial learning from this prograrimae

JRF identified certaipre-requisites to developing DFCs which formed the Four Cornerstones Model
(Crampton and Eley, 2013)he Four Conerstonese:

1. Peoplet how community members respond to and support people who are living with
dementia.

2. Placeg how the physical environamts (e.g. housing, transport) can support people who are
living with dementia.

3. Resourcest the allocation of appropriate resources to enable the development of
sustainable DFCs.
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4. Networkst that canenable more widespread communication, disseminatiofeafning and
good practice, as well as maximising on thdividual strengths of community members
(Crampton and Eley, 2013).

The Four Cornerstones Model highlighted the various areas or aspects of a comthanhigquire
adaptation in order to truly enale people living with dementia to maintain full social inclusion. It is
often small changethat can enable people who are living with dementia to move freely within their
communities, to feel safe doing so, and to maintain access to their local fadilita social networks
(Crampton & Eley, 2013; Innovations in Dema&ithe Alzheimer Society of Ireland, 2012).

A UKbased older people's NGO, Age UK, has undertaken a piece of work to make its mainstream
services for older people moementiafriendly, with the aim of making 50 of its local, community
based organisations morelementiafriendly: http://www.ageuk.org.uk/healthwellbeing/fit-asa-
fiddle/dementia-friendly-programme/

Two otherprogrammes of work are also worth mentioniy.number ofgood practic€guidance
documents were produced by Innovations in Dementia, in partnership with the Local Government
AssociationLGA)and Hampshire County Cotih(a geographicallpased local government)rhese
guidance documents offer a rangeddgmentiafriendly adaptationswhich can contribute to creating
DFCsKey elements were:

Engaging with people with dementia atiekir carers

Dementia awareness raisifigr businesses and other organisations

Advice for customefacing staff

A checklist for dementifriendly (physical) environments

YaSY2NE | g l(In&&iona it N&nsniia; 2012mnovations in Dementia, 2012¢
Innovations in Dementia, 2012¢hnovaions in Dementia, 2012e; Innovations in Dementia
2012f)

=A =4 =4 4 =4

The LGA report is alsmteworthy because it came out of a programme of wdilat focussedn the
generalageing populationrather than specifically on people living with dementiathis respectit
links DFCs with the aggendly initiatives referred to at the end of this review.

The Dementia Engagement and Empowerment Project (DEEP) has also contributed to significant
national and local developments in creating DFCs. DEEP is a nadtwaitk of independent groups

led by or actively involving people with dementia, that are influencing policies, services and the
communitiesthat they live in. DEEP is supportedlbpovations in Dementia (a Community Interest
Company)in partnership with theMental Health Foundationa UK leadingsocial research and
development charity. The project has brought together groups and individuals who are living with
dementia to support each other their dementiafriendly promotional workLocal groups determine

their focus, offering a truly grassroots perspective to development ywatkle being supported by a
network of larger, national organisationSeveragroupsin the national DEEP network have focused
their efforts on developing DFGmd indicated that this rguireseffective networking to share good
practice and learning, as well as to raise awareness within communities, services and the general
public (www.dementiavoices.org.ykttp://www.innovationsindementia.org.uk
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Northern Ireland

¢KS 1fT KSAYSNRa { 2 OA S GoFarRi&tisedrNYorth&iRireland, Sittendedday OK 2 F
celebrity chef Paul Rankin

(http://www.alzheimers.org.uk/site/scripts/news _article.php?newsID=1966

¢ KS ! f1 KSAi Soithvand East QdrtBetndreland also delivered workshops, awareness

raising events and community activities to facilitate the creatioDBCs.

The Joseph Rowntree Foundation has called for more dementia champions and committed up to
£80,000 for quality proposalfor contributing to developingDFCsacross Northern Idand. The
Dementia Services Development Centre Northern Ireland was awarded funding for aydaee
project to implement DFCshttp://dementia.stir.ac.uk/communities/demené-friendly-northern-
ireland). The Development Centre, in partnership with the University of Stirling, has produced a range
of guidance materials, research reports, publications and offractical guidelines in relation to
supporting people who are livingith dementia tttp://dementiacentreni.orgl)

Scotland

{AyO0S (KS RS@OSt2LIYSyid 2F {O2Gfl yRQa FANRBRG ylFdAz2y
place with regards to the involvement of people livimigh dementia in wider societyl hree hundred

(3000 Dementia Champions were in place in 2013 (Scottish Government, 2013) and a national
campaigning group, the Scottish Dementia Working Group, have made considerable headway in
influencing national policy ral societal awarenesswivw.sdwg.org.ux The Scottish Dementia
Working Group (SDWGy made up of individuals who are living with dementia @dupported
through partnerships with third sectofvoluntary and communityprganisations and government
agencies. Among the groups key aims was the intention to develepsacross Scotlandvith a
number of guidance documents hiag been produced to support this aim (e.g. travelling with
Dementia,

http://www.sdwg.org.uk/wp-content/uploads/2008/05/Travellingvith-Dementia.pdf.

The SDWG also played a major role in the development of&harterof Rights for Bople with
Dementiaand their Carers iScotlandthat was published in 2009 araims to empower people with
dementia, those who support them and the community as a whole, to ensure their rights are
recognisedand respected.

Wales

The aim to createlementiasupportive communities across Wales was announced at thismgd
laaSyofe F2NJ 2+fSa&8 OHnAnMHUOUD® ¢KS 1fT KSAYSNRa {20
movements to create DFCs by promoting inclusive attitudes towards people who are litfing w
dementia. The National Assembly for Wales emphasi$gthe role of support with daily living for

people who are living with dementiand 2) the role of local businesses in contributing to DFCs
(http://www.crossroadsvale.org.uk/2013/04/newprogrammeannouncedfo-createdementia
supportivecommunitiesin-wales)).
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Other EU countries

The following EU countries have atinaal dementiaprogramme but thesedid not refer to, or
contribute explicitly tg progress in developing DFCs:

1 Turkey
1 Greece

Local and regional dementia -friendly initiatives
Austria

oDementiafriendly community pharmacy ~ préject of the Institute for Palliative Care and

Organisational Ethicéormed a partnership between Alzheimer Austria, various support groups, and

pharmacists within the community. The partnerskigntributed to developing DDy ensuring that
pharmacies are welcoming and inclusivepeople living with dementiawith adaptations made if

necessaryBy mobilising resources and furthering the knowledge and skills of individual pharmacists,

as well as by delivering a number of educational initiatives across lower Austria, the pregeatras
G2 FAAKGEG adA3IYIE | adseaseXHFiB@RRl ndnineg014)f T KSA YSND A

Belgium

The King Baudouin Foundation and the Minister of State commissiongatd@écts to develop
dementiafriendly projects across Belgium. Commissioned projéntduded those that aimed to
improve public perceptions of dementia atwlincreasdocal involvement with creatinBFCsAs part

2F (GKAA G6ARSNIAYAGAFIGAGBSSES | WRSYSYGAlF LAEFGF2NYQ

with dementia are abl¢o influenceinitiatives to create DFCKifg Baudouin Foundation, 2013).

Supported by the King Baudouin Foundati@mugesundertook a longstanding initiativeoPér a
Dementiafriendly. NXz3t6 Beéome a DF@cross Bruges high streets, small busimesgsers have
adopteddementiafriendly symbols in their storesas part of this initiativet also resulted inltanges
to the local police changes thathave beenimportant in influencing public attitudes towards
dementig in addition todatabasedeing sé up to track lost individuals with dementi&urthermore,
community activities are offered, such as a choir, designed to elicit nostalgic memehies cater
for, but are not exclusive to, people living with dementia
(https://webgate.ec.europa.eu/eipaha/news/index/show/id/334¢ K &xpe#tisecentrum Dementie
C 2 (i @af Qominated by the EFID Awards for the winplemented n Brugesaiming at raisig
awarenessof dementia among the general publidctivities included planned outings for older
people art exhibitions the development of a  dementigpecific  website
(www.dementievriendelijkbruggee); the production of a newsletter: y R | a dzLJLJ2 NJi
Dementiafriendly . NHz3 S a ¢ 0 I¢IKSY SLINS®readedeiafrighdly . NHzIapkdgedto
ensurechanges in a number of areaEcommunity life including:

1. Images of dementia to present a more nuanced imagéhrough better and more

widespread information, emphasising the possibilities of living with dementia rather than

the limitations.
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2. Stigmart to break taboos by involvingnd listening topeople living with dementiato
encoulmge debate, acceptance, understanding, tolerance, visibility, recognition and
contact.

3. Respect to normalise the use of humane and respectful language about dementia

4. Socialt to facilitate theintegration of people living with dementia and to increase
solidarity across generations and community groups.

The King Baudouin Foundation (2013) described a number of psogrbss Belgiumwhich
contributed to the creation of DFCs

f WeKS tfSFadz2NB 2F 2Ff1AYy3IQ LINRPY2( SiRes,a@®A £ Ay
reminiscence and sensorial experiences to find quietude in nature, and to engage in social
participation.

1 The Charleroi Improv group highlighted the abilities of each member whilst being suitable for
people living with memory difficultiesThe Improv theatre offered an outlet for self
expression, promoted social engagement and offered opportunities for meaningful activity.

1 The Antwerp police services supported communities with finding lost individuals more quickly
and in a more supportive amner. Standardised forms were introduced to potentially
vulnerable individualsgncluding, but not exclusive t@eoplewho areliving with dementia.
Police officers worked with social services and voluntary sector organisations to distribute
leaflets, taining and information sessions.

Facilitating walks and holidays for people living with demewia another initiative undertaken in

Belgium! WYwSYAYA&aOSyOS t NRYSYIl RSQ T2 Nalbdde {Flatddd$a I yR
to promote intergeneréional work,and toimprove accessibility, mobility and social integration for

people living with dementia. These involved grehgsed reminiscence walks and eawshlk was

designed to elicit memories of past events and encourage people living with denenélk about

their past experiences. The Promenade improved community participation and raised awareness of
dementia, enabling the provision of community support atestigmatising informatiorwithin a

sustainable community activity  (http://www.afeinnovnet.eu/news/%E2%80%9Chack
time%E2%80%93@miniscencepromenadebelgiun.

The police departmentekldproduceda guide to support the developnm of DFCsThe project
focused on ensuring that missing persons who have dementia are found quickly and easily by
distributing circulars in mailboxes across the community. The distributed leaflets described protocols
for responding to lost or confused pele living with dementia and were designed to ensure that all
community membes could be involved with the scheme (Hahn, 210

Wt NB 2 S Qit theoWallodeNdBrixipaliticonnected teenagers in the communikjth people who

have dementia by involvingath community groups in natureestoring projects. A Brussdbased
project facilitated weekly meetings between university students and older people (who may or may
not have dementia). Meeting attendees wexdktogether on creating plastic art which formeert of

a larger art exhibition to promote awareness and the value of contributions from people who are living
with dementia (Hahn, 2010).

DeRynck and Teller (2011) describedddlaboration between a care home and an art school which
contributed to devdoping DFCs by facilitating intergenerational participation in arts activities.
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Younger art students were encouraged to support older students and resulting artworks were
displayed in a number of public spaces, including train stations, parks and tranReg@ysts indicated

that people living with dementia were able to discover new interests and meaningful hobbies which
impacted positively on their quality of life, and reduced the occurrence of frustrating and confusing
experiences.

In the municipality of Namur, theiGOa ! 3S 2 St f ¢ 3 LINRPBPARSR GNIAYAYy3 F:
social services and the Accident and Emergency Department aktienalhospital. The training

catered for individuals who have not otherwise interacteih people who have dementia. Training

offered practical advice for supporting people living with dementia who are experiencing a moment

of crisis, such as communicating calmly and respectfiirebyredudngthe stress experienced by

the personwho is livingwith dementia. An outcome of the training course was the production of

course materials which can be adopted for ursether organisationslieRynck & Teller, 2011).

Cyprus

¢tKS 9CL5 ¢l NR gAYy S Nainmed@imptoye Rwavedss addiunderstan@ng Sy G A | ¢
2F | {1 diskdseradd\aBsaciated cognitive impairments. To do this, the project supported people

living with dementiao maintain active, participatory lives in their communiti@saddition toraising

public awarenesaroundthS Yy SSR F2NJ WFNASYRf & &2 OA Ssiow&dsQ (2 A
people living with dementia (EFID, 2014).

Denmark

A DFQoarish(a church territorial region anthe lowest tier of local governmejvas described as an
example of how small parisls can influencether community groupso contribute to developing
DFCsThe Evangelical Centre for Development in the Community offleatbntia awareness training
for people working in the parish services, as well as support for people living with tiaraed their
families. The Evangelical Centre also provigddrimation, opportunities forcommunity and social
involvement, workshops, needs assessmestwall as psychological supp@¥ensen & Sichlau, 2014

A Danishblog was identified in this rewe enii A G f SR WDIAS yWiAir Ay Ol LI OA G I
discussed progress in relation to the full participation of peopgh® areliving with dementia in the

democratic process. A large proportion of older people in Denmark have reportedly shown a keen
interest in participating. However, a predominant cultural attitude maintains that people living with
RSYSYUGUAl ¢g2dZd R 0SS aiG22 O2y¥FdzaSR¢ G2 YI 1S |y Ay
electoral process. The blog suggested that a change in attdandespecific processes are needed to

ensure that people living with dementia are supported to vote in elections. This may be achieved
through the assertion and raised awareness of the constitutional rights of every Danish adult to
participate in electionghttp://blogs.bt.dk/leder/2014/05/28/dementmen-ikke-umyndiggjort).

England

¢CKS W2aSLK w2gyiNBS C2dzyRFGA2YyQa OWwWCUO LINRINI YYS
DFCsi2 SYSNHS GAGKAY @FNR2dza 20t A0ASa I ONRaa 9y
programme has supported initiativeésat offer support to people living with dementia in continuing

their daily activitiegsuch as shopping, managingdirctes, using transport and keeping acjjweith

the aim of preventindhe social exclusioof people who are living with dement{&rampton & Eley,
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HAMOU® ¢KS W2aSLK 2012 BrygiebsBpert iRiRatey RatDFELre/ rOthased
solely upon partnerships with health and social care service providers, althouge tn be
important. However, itwas evident thapartnershiswith community agencies and individuals within
communities are crucial to the successimtiatives b create DFCEloseph Rowntree Foundation,
2014).

The city of York was highlighted as a prime exaraptesuccessful DF8s suchthe Joseph Rowntree
Foundation facilitated developmentgith regards to housing, shopping, leisure and transpettich

removed challenges and barriers to the full inclusion of people living with dementia. Crucially,
community development work has been informed extensively through consultations with people who

are living with dementia, their family and carers, praiemal services, local business, as well as the

wider community (Department of Health, 2012; Crampton & Eley, 2013). The Joseph Rowntree
C2dzyRIiA2yQa W5SYSyidAl 2A0K2dzi 2 I fWREBY SigyA NI YY S
O 2 Y Y dzy which iScludd supporting local businesses, statutory services, third séetuntary

and communityprganisations and individuals living with dementia and their relatives, to share ideas

FYR AYLX SYSy(l OKIy3aSd ¢KS LINEINI Y YdferKriformatmS Sy f Ay
and guidance for becomirg® R S Y SFYNRASIY R & (JogephYRdmyitked Bo@nhdation, 2014).

HampshireCounty a local government area, has also committed to becoming a DFC through the
adoption ofdementiafriendlyW{ A 4 S Y luMiesofcolmi®nsing highl street storeSupported

by Yhnovations in Dement@@and the Local Government Association, Hampshire implemented
Wementiafriendly | 2 y, S#h@00 local businesses sigg up to the initiative. A help card scheme
has also bee introduced which enables people living with dementia to inform members of their local
community of their dementia and any relatesdpport requirements. The card also includes a checklist
that indicates how the persowho is livingvith dementia would ke to be supported (Innovations in
Dementia, 2012a).

Several other local developments in creatiDgrCswere identified in thisliterature review. For

instance, the South Lincolnshire Dementia Action Alliance, developed in 2012, has involved the
voluntarysector, community sector organisations, private businesses and comrrhasld advities.

The alliance aims tdevelop sustainable activities and services to promote the development of DFCs.

The partnershipalso aims to involve people who areliving with dementia inthe decisioamaking

processand to maintain their connections to the local community. Five parisheh(rch territorial

region and, in Englandhe lowest tier of local government) in South Devon have also committed to

ensuee that peoplewho areliving with dementia have publicvoice and aresupportedto maintain

A20AFf AYGSNIYOUGA2Y Ay GKSANI 201t O2YYdzyAde o! f

In Kent, the Northfleet School for Girls initiated dementia awareness education as part of PHSE
(Persmal, Social and Health Education) lessons. This included meeting up with people in the
community who have dementia, writing thoughts or fears about dementia to share with classmates

and compiling photo books to record the life stories of people living Wt YSy G A o! £ T KSA
Society, 2014a).

In another example, Wigan town council develogkstinentiafriendlyinitiatives in the community by
organising a focus group amccommunity vote regarding the key areas of focusi@veloping DFCs
In the county of Brrey, a range of initiatives have altered local sersji@e turncontributing tovards
the creation ofa DFCFor instancejementiafriendly parking was introduced at the local supermarket
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and dementiafriendly champions have toured the high streets engrate interest in the project and
to02yySOU 6AGK OF FS&aX KIFIANRNBAASNBI &adzZLISNXIFNJ Séa

Someinitiatives to create DFCs haf@cused on improving particular aspects of community life for
people who are living with dementia. For instance, the Yorkshire and Humber Dementia Action
Alliance displayed awareness literature in police stations and offered training for police staff in
understanding dementia. This initiative enabled an internal police staff network enfieDtia
Championswhoworkedtowards ensuring that the police force is committed to deliverinigmentia
friendly service. In another Northumberland county, bus drivers were offered awareness training to
achieve a Certificate of Professional Compete#gyinitial project was followed up by an enhanced
training package which offered practical measures for responding to the needs of customeasenvho
livingwithRSYSyYy GALl 0! f1T KSAYSNRa {20ASdéGeéX unmnlouo

France

A series of workshopOl f f SR , Wdk dgla® in S2¥eQron which created sketches and
improvisations taken from the daily lives of people living with dementia and their close relatives. The
theatre workshops involved youeg people who were affected by dementia and emphasised the

value ofcontributions fromindividualswho are living withdementia. The series of workshops led to

the publication of a bookleentited W[ A aG Sy (2 dza rdddshdaendsyolithee QF 6K
experiences of young people affected by dementia, as well as advocating featargexchange of

views and experiences tfing withdementia (Fondéon Mederic Alzheimer, 2013).

Germany

In a threeyear initiative to implement DFCs, the town of Arnsberg focusedrmuring that people
living with dementia can maintain a network sfipport and services in the community. The
programme offered a counselling service, practical advice, educational programmes and courses. An
outcome of the programme was a dementia awarenegsing exhibition, showcasing films, literature
and open discussns about dementia. A poster campaign was reportedly under development, which
aimed to highlight the benefits for all citizeragising from the development ofDFCs A local
information centre, run by volunteers, offered practical support for people liwiitly dementia, such
as attending medical appointments, shopping and taking walks in the town déitipe/www.weser-
kurier.de/region/wesermarsch_artikelDemenzfreundlich€&semeindeist-dasZiet

arid,807777.html Inspired by the success of the initiative in Arnsberg, the iNi#ezwerk
Schwanewed (Helpletwork Schwanewede) also aimed to adapt the municipality of Schwanewede to
becomedementiafriendly.

A programme to make the town of Duren a DR@Ivedpoliticians, health and social care services

and local businessés the development othe W2 A (i K | & QrheCchmpaitin Zrilyled an open

civil forum ensuringhat people K @Ay 3 gAGK RSYSYUAl FyR GKSANI Tl YA
created an information booth, a theatre event, poster campaigns in local transport services, and
G2N] aK2LJA FT2N 0KSAFTFEBKIA 20dzd | K@ dz& 'S QWabdahdBMNSE R T dzN
to contribute tothe development ofaW R S Y SFYNRASIY Rt & . Spaciicrefinytd weke Made by

GKS W2AGK !'aQ O YLI A3y &SI Y-heérd grobps afgeddBle wihd&Have (G KS
dementia were included, such as people livingwmdementia who are from BAM@BIlack, Asiaand

minority ethnic) backgrounds or from LGB(Lesbian, Gay, Bisexual, Transgender) communities
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(http://www.demenzfreundlichekommunen.de/projekte/mituns%E2%80%93
demenzfreundlichekreisd%C3%BCrén

Another German project, based in Dresden, captured the views of people who have derttegitia,
carers andnembers otheir communitiesto exchame ideas about local history, changes, experiences
and relationships that have occurred throughout the neighbourhood. These were used to exhibit a
collection of work whickemphasiseahe diversity within each community, highlighted the views of
people livng with dementia, and was used in trainisgssionsind conferences, particularly in relation

to a training programme designed for public transport stafittd://www.demenzfreundliche
kommunen.de/projekte/nichiohne-meine-nachbarr%E2%80%9@enscheAmit-demenzunserer

mitte).

ly SEFYLXS 2F | AYIFIfEtSNIAYAGALFI GAD$2 4RI PEBAKS 2 dzNJ
was centred on the churefoing community and indicated a need to involve churches in facilitating

the emergence oDFCs (Kirche, 2010). A unique church service was subsequently created for the
community which accounted for the experience of living with dementia. For instance, stories or talks

were accompanied by visual presentations, illustrations and oftead usiusic to enhance
understanding. The church services offered a valuable contribution to the creation of a DFC as it
offered a hub of intergenerational support, exchange of ideas and human connections. Kirche (2010)
suggested that places of worship can be an iq#ace for some communities to explore ways of
implementing DFCs.

In another community initiative, in the municipality of Urbach, a collection of dementia relevant
literature was distributed to 28 libraries, including books and DVDs which offered imctargtu
information about dementia. A range of books and resources have also been made available online
and include short stories, firgterson accounts of living with dementia, novels and books for kids
(http://www.urbach.de/servlet/PB/menu/1347765 |1/index.html

Another example was an eveint Stuttgart which supported the artistic contributions of people living
with dementia for widespread publication, with the aim of raising sem&ss of the abilities and
individuality of people who have dementia. An outcome of this event was the production of a film
0 W5AS | yRS NBotherlINSE@ KV SRoNdased many of the communicative forms of
expression that can be wused by péop who have dementia hftp://www.demenz
support.de/vielstimmig/Sich_artikuliergnDemenz Support suggested that activities which promote
health and weklbeing, art and creativityand music can enable people living with dementia to have
full participation in meaningful community activities. These projects also serve to promote a new
cultural understanding of, and response to, dementia.

Another event in Berlin offered an op&ir exiibition of photos, quotes and information about
RSYSYUGAlI ® | OGAPGAGASEAE AyOfdzZRSR || RSY2yalNihiAz2y
dementia and their carers; sessions to share testimonies; and debates. The event aimed to raise
awareness that people living with dementia are just like any other community members and to break
down the fear of interacting with people who have dementia. Portrayals of dementia showed that
people living with dementia can live in dignity and enjoy life, witistulating debate about housing

and care options for people living with dementia. These events can foster collaboration between
healthcare providers, the voluntary sectors, business and other organisator®momote good
information provision and effdive signpostingeRynck & Telie 2011J).

(@]
(o7
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In another project, Essen city council developed partnerships with local statutory services, social
services, advisory groups, schools and other community groups to provide activities within a sheltered
accommodition site. De Bijster, known in the region as an expert in dementia, has provided a number
of dementia suppor and activities through the sheltered accommodation service. The partnership
produceda leaflet which offered accessible information and adviestimonies about daily life with
dementia and signposting to support services. Crucially, people living with dementia have been
involved at the centre of the project. As part of the project, financial support has also been offered to
community groups tg@romote contact between groups and to suppoetail involvement in creating
DFCgDeRynck & Teller, 2011).

ltaly

Twoprojects supportedby EFIDwere developed in ItalyAlzal House ihamezia Terme offers a wide
range of activitiesencouraging theparticipation of people from all age groupghe projectfosters
effective intergenerational communication and narrows the generation gap, whilst ensuring stronger
integration ofpeople with dementian the communityRifugio Re Carlo Alberto, in northdtaly work
towards capacitybuilding with individuals in the community who are living with dementia. The project
aims to provide education about dementia, as well as offering advocacy services. Through this project
people living with dementia can become bassadors who campaign on behalf of others who are
living with dementia. Training, support and information workshops are also provided as part of the
project, as are social engagement and community outreach opportunities within community settings,
such adocal coffee shops (EFID, 204nd 2014.

Netherlands

Bladel, Peel andivalwijk are municipalities and geographical localities in the North Brabant area of
the Netherlands and are cited as leadingtional example of how communities can become
dementiafriendly (e.g. http://www.waalwijk.nl/Pub/Home/Wonen/WonerWaalwijk
dementievriendeliikegemeente.htm). These partly arose from aementia symposiumthat
highlighted the work of Joan Veldhuizen in implementegentiafriendlyinitiatives. Velthuizen has

taken a lead imighlighting the importance of implementing greater proficiency and recognition of the
needs of people living with dementiato remain in their communities
(http://www.alzheimercentrumlimburg.nl/tinimce_files/20130314 Peel _en_Maas_dementiedéen

liik - verslag _conclusies_en_vervolg cve)p8&he made a number of recommendations for creating
DFC which wergresented to the Psychogeriatric Care Review Bdardnform policy and to
encourage the involvement of local associations and voluntary organisations in Bladel. Veldhuizen
Ottt SR 2y 20t | 3SYyOASa dementakichgly ORPRY dAr3 QR IONI Y R2
actively contribute towardsreating DFCéttp://www.bladel.nl/dementie-om-niet-te-vergeten.

£ 1T KSAYSNDawwh driiekn®mididriandkn) affered a number osampleinitiatives to
promote the creation of DFCslowever,althoughtheseinitiatives includedprojects such asa film
cafe, walking groups and weekly bridge ganisy wereusuallydementia specific services and did
not involve the wider communityTo illustrate, a caar and member of the weekly bridge group
indicated that it would be better if community bridgeogips formed part of a larger DO that
specialist dementia bridge groups would not beaecessary (http://www.alzheimer
nederland.nl/media/20521/Vijf%20inspirerende%20dementievriendelijke%20voorbeeldgn.pdf
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Abookshopin Weesp wagighlightedd @ ! f T KS A Y S, M&xantribufing o SaNdvéloprRent

of DFCs by offeringraining for staff in recognising dementia and responding appropriately to the
needs of customers with dementia. The book shop owner, Fons Plukker, explained that this initiative
felt insufficient and as a resutte begarto engage with other community businessand departments

to provide information about how to contribute to developind&C Plukker expressed the hope that
Weesp will be FGwithin a few years whilst feeling incredulous that these initiatives arenmorte
widespread (http://www.alzheimer-
nederland.nl/media/20521/Vijf%20inspirerende%20dementievriendeliike%20voorbeeldgn.pdf

The Woensdrecht community, a village in a southern district of the Netherlands, have delivered
workshops focused on providing information and education about dementia for community
volunteers and directors of local institutions and associations (Broad ¥ relf Institution,
(http://www.bwiwoensdrecht.nl/nieuws/3 #workshopfor-dementiafriendly-
verenigingen#.U70NYWxwa)70

Northern Ireland

Cderainetown has committed to becoming a DR@ith over 30 local businesses signed up to a local
AYAGALF GAQDSD t I NIYSNAKALA 060SisSSy GKS b2NIKSNy |
and the mayor of Coleraine proved effective as the townsaimbe the first DFC in Northern Ireland.

The partnership also aims to demonstrate good practice as a means to inspire other communities to

follow suit fttp://www.colerainetimes.co.uk/news/youcommunity/adementiafriendly-coleraine

1-6121283.

Republic of Ireland

The Galway Cityementiafriendly Communities Initiative brings together local agencies to implement
aspects of DFCs These include theéDementia Friends initiative, developingementiafriendly
businesses and promoting awareness of dementia by providing training for staff in community services
(http://www.alzheimer.ie/Getinvolved/DementiaFriendlyCommunities/Dementidriendly
Projects/GalwayCityDementiaFriendlyCommunitieginitiati.aspy.

The local community of Ballina/lgiloe is adapting their community to beconsementiafriendly,

focusing primarily on improving the external environment, such as removing barriers to autonomous
mobility in public spaces, improving signagielkways and public seating. An initiatieecreate a DFC

in DonegalCounty¥ 2 OdzA SR 2y NI A&aAy3 | gl NBySaa 2F RSYSydaAl
g NB 52yS3rtQ OFYLIAIYy AyOfdzRSR | ONBFGAGBS & NJ
focused on involving primary school children, particularlythose aged 141 vyears
(http://www.alzheimer.ie/Getinvolved/DementiaFriendlyCommunities/Dementideriendly
Project¢gDementiaAwareDonegal.aspx

Caunty Wicklowwas working to become a DIBE removing barriersften faced by pople living with
dementia due to a lack of knowledge among community members of what it means to live with
dementia. Targeted awareness and educational workshops were delivered throughout the county and
included GPs, pharmacists, dentists, retailers, leisure, sports and social clubs
(http://www.alzheimer.ie/Getinvolved/DementiaFriendlyCommunities/Dementideriendy-
Projects/DementigFriendlyCoWicklow.aspk
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A project in Callan, @oty Kilkenny implementeda county programme by providing information
sessions about dementia for service providers in the community; intergenerational school
programmes to raise awaness; social and creative activities, such as the Inclusive Arts Festival;
advocacy and befriending services; and buildingdeanentiafriendly environment, by changing
signage, seating, an working with the town planner (http://www.alzheimer.ie/Get
Involved/DementiaFriendlyCommunities/DementidriendlyProjects/MemoryMatters-c-Callan,
CoKilkenny.aspx Guidance resources were developed as an outcome of the initjatikiech also
aimed to ensure appropriate monitoring and evaluationDdsCs aredeveloped. In addition, a guide

to creatingDFCsvas produced which highlighted key success factorskaydiessonslearned from

the development oflementiafriendly projects (The Alzhimer Society of Ireland, 2014).

¢KS ' fT KSAYSNI {20ASGe 2F LNBfFIYyR fa2 RStABSNBR
in various sites across the country, includiigxford, Dublin, Cork, Limerick, Galway, Sligo and Mayo.

The workshopsused drama to explore issues related to living with dementia. Workshops were
concluded by facilitated discussiongth audience memberswvhowere invited to explore their own
understandng of the drama scene hitp://www.alzheimer.ie/Getinvolved/DementiaFriendly
Communities/DementidriendlyProjects/TheAbbey-Theatre.aspk

Scotland

Supported by Alzheimer Scotland, Motherwell has been working to becoMRe5 Y Srigrdly |

O 2 Y Y dzandiiagsering group identified key areas for development work. Awareiaésiag
activities involved the production of flyers and information packs which were disseminated by
Alzheimer Scotland. The initiative recruited 20 local shops, businesses amisatgns to sign up to
becomedementiafriendly, which involvedrovidingstaff with practical advice and information about
dementia. The initiative resulted in the implementation of schemes within transport systems, police
services, pubs and churches, aell as stores and local businesses to promote the development of
DFCs (Shafii & Crockett, 2013).

The Motherwell initiative also distributed a leaflet containing tips for shops and businesses; displaying
information and promotional materials about demtia such as Help Line cards; partnering with key
organisations to develop joint aims; and encouraging the local community to respond with
understanding, dignity and respect to people who are living with demeAtiacal opinion poll that
asked about thescheme indicated that the public were supportive of developments to create DFCs
(Shafii & Crockett, 2013).

Sweden

A Swedish article explored dementielated work in Scotland, Greenland, Norway and Sweden,
particularly in the use of digital solutions topport independent living and the provision of quality
care. Sweden is beginning to explore ideas for creddR@s and similar initiatives will likely develop
in Sweden aghe result of an emphasis on sharing good practice information smpport for
community-borne initiatives
(http://www.bd.komforb.se/download/18.121e30a14373481e1{444/13938894892/Nyhetsbreve
t+fr%C3%A5n+Kommunf%C3%B6rbundet+Nottbotten+februari+2014. pdf
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Wales

Crossroads Care in the Vale (EMAW(v.crossroadsrale.org.ulf, a charity organisation that provides

care and suppottor older people, offered examples of how shops can contributbéaevelopment

of DFCsusing a local Tesco store as an example of sewices can contribute to creating DFCs.
Contributions to DFCscluded the ability of customeffacing staff to show awareness of the
Odzati2YSNRa ySSRa Ay NBflFGA2y (2 itheydadiedpdoriey (A X
their shopping earlier that dayOf greatest importance waensuringthat the customer had a
respectful, kind interaction with stafivho were ready to offer support if the customer appeared to

have been confused or anxiouhttp://www.crossroadsvale.org.uk2013/04/new-programme
announcedfo-createdementiasupportivecommunitiesin-wales)).

In Wrexham, the symbol of a purple angeivw.purpleangel.org.ukhas been adopted as a kite mark
standard to indicate comitment to creatingDFCssincethe town pledged to become the first DFC in
Wales Training manual®n how tocontribute to DFCsvere distributed to local shops and businesses

to promote community involvement Pendine Park care organisation launched thd&aitive and
highlighted the value of building partnerships between a wide range of sectors and organisations,
particularlywith regards to their intergenerational wonkith Glyndr University and Coleg Cambria,
2yS 2F GKS 21 ftSaQ obmNBSad O2ttS3Sa o. I3yttt H
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This review highlighted a number of important features#iR S Y SFYNRASIY Rt @ @c&o¥sy dzy A {0 A
Europe. These key features were highlighted in research reports and policy docuthehtsuld be

noted, while some reported thes&ey factors in piloted projects or project outcomebey did not

necessarily refer to the implementation or development of particular proje€teese documents

offered guidancearound goodpractice and often highlighted important areas of focus from the
perspective of people who are living with dementia.

I Autonomy, independence and empowerment

The Department of Health (2013b) in England suggestedtitieapromotion of indivdual autonomy

and independence isquiredto createDFCs¢ KS | £ I KSAYSNDa {20ASGeé& ownnd
autonomy will require the use of assistive technologies and innovative housing sojwtibict are
well-integrated into mainstream communities. Maintaining autonomy in respectecision making

planning care and being involved in research and policy developments was also of considerable
AYLERNIFYyOS G2 1LIS2LXS tABAYy3 6A0GK RSYSYyGAl o! f1 KS
The Berlin Institute (2011) also asserted tBdtCshould involve peple in dementia resarch, care

planning and design; DF§l®uldalsoenable people to contribute politicallipy providing appropriate

supportfor people living with dementigo maintain independece and autonomyThe King Baudouin

Foundation highlightedite importance of respecting individual autonomy in the creatioBBECsand

that people living with dementia should not befeeredi 2 &4 WLI GASy (iaQ odzi I &
cases, citizens) who aleing with dementia A core component of DFCs is emaipthe provision of

practical support to mediate, rather than emphasise, potential vulnerabilities or challdsgedor

SEIFYLX S= W{ 20Al f Lyy2@8FGAz2y T 2 (Ntips:/Awavkbsd S Iy F
frb.be/en/Activities/Publications/2014/312599
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The Northern Ireland Dementia Strategy was informed by the views of people living with dementia,
who indicated that being supported to remain in their own homes and communities for gsaen
possible is crucial to their continued autonomy (Department of Health, Social Sciences and Public
Safety, 2011)As such, initiatives to support people living with dementia to maintain autonomy and
independence form a key component of DFCs. Commasnitia benefit from the provision of
guidance for implementingchemes to promote and contribute to developing DEdischell, 2012).

DFCs also show recognitifar, and placevalue in the personal experiencef people who are living

with dementig a coreaim is to include the voices and views of people living with dementia in all
decisions that affect their lives. This can lestachieved through adopting @ssetbased approach

GKAOK odzAftR&a 2y SEAaGAY3 GFf Syida volvemént if BeilS NA Sy O
community (The Alzheimer Society of Ireland, 2012).

A German article raised important issues about the values and priorities embedded within many
European cultures. The practice of judging people on the basis of their autonomy, pertmraad
intellect are highly prized in Western culture but are incompatible with the experience of living with
dementia. Further, such a culture ignores the value of emotional fulfilment within the human
experience. A person with dementia may be unable wrkv(elated to performance); they may
depend on support (autonomy); and they may experience cognitive decline (intellect). It was
suggested that DFAsave been successful due to their focus on promoting revised cultural values,
such using art and culturéo emphasise the valuef understanding the experience of living with
dementia (Kazis, 2018ww.zukunftpflegen.info/pflegezukunft/uploads/media/Abstract Rotipelf;
Gronemeyer & Rothe, 20)2

1 Awareness and challenging stigma

¢ KS | £1 KSAWRNIyasted thabchdhge&an be achieved on a wider level through raising
awareness and promoting conversations about dementia with members of the commdmity,
example, by becoming a Dementia Friend as part of Bementiafriendly Communities programme
(www.alzheimers.org.uk/site/scripts/documents _info.php?document|DA20
www.alzheimers.org.uk/site/scripts/documents.php?categorylD=2004Btey called for individuals

and organisations to become involved in their national Demdfriiands campaign to raise awareness

2 ¥ RSYSYyGAl I YR G LJdza K A 02 0KS 2L
(www.alzheimers.org.uk/site/scripts/documents_info.php?documentI®@7People who are living

with dementia also highlighted the need to raise awareness of dementia within communities as a key
aspect ofdevelopingDFCs Evaluation studies have shown that media portrayals and awareness
raising campaigns are an effective m&2 R 2 F Wy 2NX I f AaAy3Q (GKS SELISN
dementia (Innovations in Dementia, 2011).

I 02y @Sy iA2yY AY b2NIKSNY LNBfFyRI GKS W KIFy3aS 9¢
difficulties in their communitieslue to apoor generhdunderstanding by the public and professionals

hampered bya lack of information. The Dementia Services Development Centre in Northern Ireland
suggested that the importance &fFCshould be more widely publicised and best practice should be

more widelycommunicated (Dementia Services Development Centre, 2012).

Stuttgart Impuls in Germany (2012) indicated tHaR S Y SFyNIRASIY R &  Oah WeYbdayightl A S & Q
about by creating opportunities for an exchange of idemsd meetings between people in the
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communty who have dementia and those who do not. Communities should take proactive
responsibility for raising awareness of dementigighlighting the need to learn about and
accommodate the needs of people living with dementia. An attitude within communities ca
therefore develop which is supportive of communilyased support and activities (Demenz Support
Stuttgart, 2012).

DFCglace great value on the lived experience of individuals who may no longer be active citizens,
participants or consumers in their comunity. The recognition of these cultural challenges is a
considerable factor in enablin@FCsto develop. Cultural changes require more than simply
AYLE SYSYy (Ay3 1 afes eultukiSderstatmNdg af dementia is needed (Gronemeyer

& Rothe, 2012 A number of projects to promote the development of DFCs highlighted the value of
arts-based exhibitions and events to effect cultural change to promote the positive involvement of
people living with dementia in creating DFCs (e.g. Hahn, 2010; De R¥yietk&2011).

A lack of awareness and understanding contributes to maintaining stigma associated with dementia.
Stigma was described as a disabling factor B®1Cs since dementia is often understood and
responded to within the context of existing so@ahstructs or narrativesesearch indicated that the
perception of dementia remains excessively negativith members of the general publtending to

focus on the final stages of the illness. As a result, people living with dementia often expdrience
increasingly limited interactions with their local environment, leadmgsolation and subsequently
reduced quality of life (King Baudouin Foundation, 20&8yw.bladel.nl/dementieom-niet-te-

vergeten.

The King Baudouin Foundation indicated that awareness and understanding of dementia can be
promoted by facilitating discussions about all aspects of dementia. Feelings of powerlessness,
shame, anger, confusiomd other difficult emotions should be openly talked about and can help to
share the burdernt these discussions can promote a deeper understanding of what it means to live
with dementia. Discussions of this nature should reflect a nuanced image of denvehitid, evolves

over time(www.kbs
frb.be/en/Search/MiscSearchOverview?title=discussions%20about%20dementia&typeahdncs
Of AO]l 2YyAVAYHZISHRERANNI F2NJ I o0SGGSNI a20A8G@8Qu

Issues around stigma may be resolved by creating concrete opportunities for people living with
dementia to continue meeting and interacting in public life. Facilitating spontaneous interaction
between people living wit dementia and people who have not otherwise had contact with dementia
reduces social isolation and promotes public  support ircreating DFCs
(http://www.vumc.nl/afdelingen/AmsterdamCenteron-Aging/nieuws/7824812/ The involvement

2T OSft So NR i A Svas ihpditat Tolraising avaradéss, as@ Hsteds trust and acceptance
in the general public. Mistrust between professional agencies and the general pablimgact on

the efficacy of awarenessising efforts,but this can be mediated bghowing recognitiorfor the
valueof O2 Y'Y dzy A (1 & Y SDe®@dki& Delles, 2047). 0

A project in the Netherlands found that open discussions about stigma can higthiegigsue and
create opportunities to change perceptions. Media portrayalbich perpetuate stigma towards
people living with dementianeed to be openly acknowledged in order to break down taboos and
ensure that communities understand how to contribute a culture that is conducive to DFCs
(http://www.alzheimercentrumlimburg.nl/tinimce_files/20130314 Peeh Maas_dementievriende
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liik - verslag conclusies_en_vervolg cve)pdifedia portrayalsshould focus on the abilities and
O2yiNROdziA2ya 2F LIS2LX S tABAYy3I 6AGK RSYSYGAlF I NJ
deficit-based features (Gronemeyé&rRothe, 2012; King Baudouin Foundation, 2013).

9 Physical environments, practical support and assistive technologies

It has beensuggested that as health and social care provision improves for people living with
dementia, many more individuals will be enad to stay living in their own home for longer. For this
reason, alterations to public spaces within communities will become increasingly nec&ssigns

to promote DFCsan be considered ithe early stages dfity-wide planning and local developments
(www.theprotocity.con).

Developing a good busieg argument for creating DFCan impact on the success of community
initiatives (Innovations in Dementia, 2011). People living with dementia indicated the iamoerof
having physical environmentghich enable DFCs to emerge, by removuhysical barriers to full
community participation (Innovations in Dementia & the Alzheimer Society of Ireland, 2012; Veiga et
al, 2012) Practical support with accessing servieesl improving public systems, such as transport,
are crucial aspects of enabling DFCs to flourish (Innovations in Dementia, 2011

' ONAST 3JdzARFyOS R20dzYSy i ¢SbcietywhibhPo¥etzd $iacticalé G K S
suggestions to improve the qualitof life-experience for people who have dementia. Areas of
cognition which are typically affected by dementias were outlined, such as problems with memory,

time and place orientation, sight and vision and emotional responses. Members of communities can
consider how they might offer reassurance and understanding to put a person with dementia at ease.

How to communicate clearly, using short sentences, was also explained
(https://www.alzheimers.org.uk/site/scripts/documents_info.php?documentID=130

Noisy and busy environments were highlighted as particularly confusing for many peomevith
dementia and guidance suggested offering practical support and alternative options, such as the use
of a signature to purchase items if a person with dementia is unable to remember theigtaff\Nin
community shops and facilitieshould be able toecognise key issues and use creative solutions to
enable people living with dementia to live well within their communities (The Alzheimer Society of
Ireland, 2012).

A partnership between Innovate Dementia and a number of technological developmyentiesn
Belgium has led to technological developments which can support the involvement of people living
with dementia in creating DF@sttp://www.innovatedementia.eu/en/partnery. A Finnish research
project also found that assistive technologies can support people living witfed#a to remainin

their communities for longer (Fondation Mederic Alzheimer, 2013). Participants in this research
project indicated preference for GPS ystems and mobiletechnologies whichassised with
localisation and acceds public areas in the communitylhis research project also indicated that
autonomy-assistive technologies were less suitable for people living with the later stages of dementia.
In addition, a numbr of ethical questions arose from the trial of these technologies, such as
identifying whatis the purposeor benefitof using GPS tracking for people living with dementia, or
ensuring that informed consent has been adequately granted prior to trialliygdavice (Fondation
Mederic Alzheimer, 2013).
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1 Providing information

Information should be provided in a way that enables a person living with dementia to make informed
choices about dayo-day decisions and activities.

Nine regional dementia expertisentres across Flanders contributed to the application of evidence
based researchor examplejn education and architecture. These centres can act as information hubs
for more indepth information about dementia and dementiafriendly initiatives
(http://www.vumc.nl/afdelingen/AmsterdanCenteron-Aging/nieuws/7824812/ Cultural events,
information sessions, mainstream media, as well as campaign posters and leafiettsaaontribute

to creating a culturehat is conducive tdFCsThe success of initiatives should be promoted widely,
with particular emphasis on disseminating exammlégood practiceand other key outcomes (King
Baudouin Foundation, 2018itp://www.alz.co.uk/sites/default/files/pdfs/globaldementiacharter
enablersspanish.pdf.

A number of documents in this review offered guidance and infoimmeaibout responding positively

to people who have dementia. Advicspecifially relatedto communicating with distressed or
anxious individuals who have dementi@as provided in several documents (e.g. Veiga et al, 2011;
http://www.psykoweb.dk/research/senildemens.hfin These documents described common
difficulties faced by peopléving with dementia, followed by tips for responding appropriately to
promote positive interactiondetweenpeople who have dementia and other community members.
These guidance documents were mostly tailored for carers or professionals but could also be useful
informational tools for members of the general public.

1 Promoting social inclusion and community inwvement

People living with dementia indicated the importance of having adequate local support groups and
other social opportunities. In addition, mainstream services can oftesdagted in relatively simple

ways to make them more accessible and inclasior people who are living with dementia. Adequate
funding and resources were key to removing barriers to social inclusion, as was the joint efforts of
partnered organisations and community groups (Innovations in Dementia, 2011).

Active efforts should benade to consult communities in decision makiag this will enable the
continued participation in communitgctivities by people who have dementia, as well as family carers.
These communityvide efforts can contribute to developing a culture that is irdrgly supportive of
DFCs (Welsh Assembly Government, 2011).

Following a series of consultations with people who have dementia, and family carers, Innovations in
Dementia and The Alzheimer Society of Ireland (2012) suggested several faatdnspact onthe

extent of social integration achieved withilementiafriendly initiatives. Challenges faced by people

lvingg A (K RSYSYdAl OFy 68 YSRAFLGSR o6& WyaNobetAary3
perceived by community members as active and eegag was paramount to peopldiving with

dementia, particularlyvith regards to attending church services, local activities and groups.

A number of actions were suggested which can be implemented to promote the social inclusion of
peoplelivingwith demertia. These actions also serve to involve a wide range of community members
in dementiafriendlyinitiatives. Suggested actions include:
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1L LyadAaarday3a I RSaA3IyFGSR WRSYSYGAl FNASYRQ A
2. Facilitating communitpased activities which aementiafriendly.
3. Ensuring an individual within each local organisation is responsible for maintaining facilities

that contribute to DFCs (Innovations in Dementia & the Alzheimer Society of Ireland, 2012).

Overall, initiative to create DFCs should seek to raike visibility of people who have dementia
within their communities, whe also facilitaingthe creation of important social networks (Innovations

in Dementia & the Alzheimer Society of Ireland, 20Ithe King Baudouin Foundation (2013)
emphasised themportance of taking into account the person behind the illness, as a person who
holds a lifetime of experiences, with a unique life journey, identity and personality. Community
members should seek to recognise the resources and talents of the peoplevikingementia in

their communities, viewing people living with dementia as experts of their own lives. Abolxé-&l,
place value on inclusion, on the basis that a society should not exclude anynehitsers.

Among the more persistent negative sterepgs about dementia was the idea that people living with

dementia are no longer able to make decisions. Belgian DFC projects have also placed focus on
creating a culture of autonomous decision making, supported through a renewed emphasis on early
careplanh y3d wSaALISOGAYy3I 1LIS2LI SQa sAaKSa | yR LINBTSNS
maintaining a good quality of life (King Baudouin Foundation, 2®Re3pectful, supportive attitudes

can be fostered by ensuring that peopléving with dementia have a public voice
(http://mwww.alz.co.uk/sites/default/files/pdfs/globaldementiacharterenablersspanish.pd.

It should be noted that some cotnies have introduced legislatiotoncerningthe decisiormaking

NAIKGE 2F LIS2LX ST AyOft dzRAY3I LIS2LX S tAGAYy3I S6AGK F
and specific mental capacity legislation exists in England, WateS@otland.

Veigaand colleagues (2012) made suggestions for supporting people living with dementia to engage

fully in social activities. Encouraging quality interactibatween family members is crucial as it can

adzLJLJ2 NI G KSANJ dzy RSNA G I y Reayidlife diFtoryl In redpedofatifatingA y G S NJ
social activity, Veiga and colleagues advised programmes to utilise the past, through identifying
existing interests, hobbies and abilities, combined with the introduction of new possibilities for future

phystal and social activities.

The Fondation Mederic Alzheimer (2013) highlighted the importance of accounting for individual
cultural identities in the creation of DFCs. They question how memory programmes can be developed
if the personal identity of those o benefit from the programme is ignored. The Foundation
emphasised the cultural variation that must be accounted for in creating,DF@sder to ensure their
relevance and inclusion of smaller community groups, such as minority ethnic groups or people f
LGBT communities.

Social activities with other people who have dementiare also important for people living with
dementia (Innovations in Dementia, 2011; Innovations in Dementia & tineivier Society of Ireland,
2012) A qualitative Norwegiaresearch project (Woghlenriksen, 201Pfound that certain aspects

of support groups were of particular importance to people living with dementia. All participants were
involved with projectghat aimed to maintain dignity and seléspect, which was of gat value in
mediating difficulties arising from stigma within society. Support groups with other people who have
dementia can present opportunities to share coping strategies, human interactions and discuss
specific aspects of dementia.
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I £ T KSA Y Sriiasugge§di Kt information events and community activities should be
delivered in mainstream settings) orderto involve as many community members as possible. They
indicated a need to involve community members who were referreasio K S W& RAA S{tIXNE dzy RQ
individuals and organisations who are not involved in providing specific care or support for people

living with dementia. Involving the police and fire services, art and cultural institutions, schools, sports

clubs, libraries, businesses ardailers can develop a more nuanced and positive imaitie regards

to people living with dementia (www.alzheimer
nederland.nl/media/19428/Herkennen%20en%20omgaan%20met%20dementie%20
%20Dementie%20vriendelijk%200ktober%202013.pdf

The Broad Welfare Institutiomivw.bwiwoensdrecht.rlin the Netherlands foundhiat 70% of older
people in the Netherlands were members of at least one club or association, indicating the high
importance of continued social inclusion for people who are living with dementia in the Netherlands.
It was suggested that’ R S Y Sriéridly 1@ Y Y dzy iitlaBves can naturally arise from these
community group settings. The nedd provide support for family carers participatingin the
continued social involvement of people living with dementias also emphasisesincethe Broad
Welfare Institution found that 80% of carers felt stressed or overloaded. Suppoarfdifrom carers

is crucial to enabling the continued community involvement of people who are living with dementia
in their lifelong hobbies and interestit{p://www.bwiwoensdrecht.nl/nieuws/3?7workshopfor-
dementiafriendly-verenigingen#.U70NYWxwa)70

1 Monitoring and evaluation

A toolkitwas developed to monitor changes within communities and dememigadly initiativesin
Ireland(Easton, 2014)he toolkit aimed to identify the impact that dementidaendly initiatives have
had on the lives of community membediging withdementia. Far priorities werehighlightedin the
toolkit;

1. The need to promote the inclusion and participation of people with dementia, which should
be evident in the design, development and implementation of any demdng&adly project.

2. Key activities and outconseshould be monitored which can help to build the capacity of
communities in responding to dementia.

3. The sustainability of projects, dissemination of any findings, outcomes and resources, should
be recorded to promote learning in the successes and chgdlerof creatingdb RS Y Sy (A |
FNASYRf & O2YYdzyAldASaqQ

4. Crucially, desired outcomes of monitoring and evaluation methods should prioritise the views
of people with dementiain order to ensure that projects maintained relevance for
community members who have demtia (Easton, 2014).

Innovations in Dementia and The Alzheimer Society of Ireland (2012) produced a range of
recommendations, based on a series of consultations with people who have dementia, to ensure that
WRSYSWYNRASIY Rt & CazhevedayakimmumBendadit. Key actions to monitorin the
development o RS Y SFYNRASIY Rf &  @d@udeddzy A G A S& Q

1. Keeping the voices of people with dementia at the heart of community developments.
2. Initiatives should also be suited to people who may not know that they ld@veentia,in
additionto members of the communityho may not wish to disclose their diagnosis.

144


http://www.alzheimer-nederland.nl/media/19428/Herkennen%20en%20omgaan%20met%20dementie%20-%20Dementie%20vriendelijk%20oktober%202013.pdf
http://www.alzheimer-nederland.nl/media/19428/Herkennen%20en%20omgaan%20met%20dementie%20-%20Dementie%20vriendelijk%20oktober%202013.pdf
http://www.alzheimer-nederland.nl/media/19428/Herkennen%20en%20omgaan%20met%20dementie%20-%20Dementie%20vriendelijk%20oktober%202013.pdf
http://www.bwiwoensdrecht.nl/
http://www.bwiwoensdrecht.nl/nieuws/37-workshop-voor-dementievriendelijke-verenigingen#.U70NYWxwa70
http://www.bwiwoensdrecht.nl/nieuws/37-workshop-voor-dementievriendelijke-verenigingen#.U70NYWxwa70

3. Local solutions must be implementedwhat workedwell somewhere else may not be locally
applicable.

4. Ensuring that individuals who are living with dementia part of the influencing and lobbying
processes, at local and national levels.

5. Promoting supportive attitudes towards dementia is crucial to develoiigyS Y Sriérdly |
O2YYdzy,AGAS&aQ

These key actions can enable the sharing of guidaroeind goodpractice and strategies for
implementing dementigriendly initiatives within other localities. The development of ggwectice
guidance documents can prompt the creation of guidelines and toolkits for cre8tiRgS Y Sy G A |
FTNASYRE & Qhovfioay ilDémebtia &the Alzheimer Society of Ireland, 2012).

I O02YLRYSyd 2F GKS 1'f1 KSAYSNDa {2 O0OAS dwewhichs C/ NI
ensures regular feedbacks part of annual assessments. In addition, one of the seven criteria for
recognitonasaDF@® & G KS | f 1 K, &ihy Sadizton df & fbogrss Beport aad action

plan to enable the sharing déssonslearned and other relevantinformation at a national level

0! £ T KSAYSNIDa FofnalGdséssniei precesses ay e difficult for smaller DFC initiatives

that developed naturally, such as the DFC parish in Denmark, described earlier (Jensen & Sichlau,
2014).However, it was evident that maintaining evaluative feedback on outcomes autgss of

local initiatives can offer valuable guidance for communities in effecting sustainable change.

Because of the importance of involving and including people with dementia in the development of
WRSYSIYNRASIY Rt &  (tdisyalsazyhpoitahtdat they can be involved in evaluating the

impact of DFCinitiatives and activitiesin reality, there were few examples of thisking place,

although Innovations in Dementia undertook a consultation with people with demehsigart of this

consultaton, they were asketl 6 2 dzi G KSANI @ASga 2F oKI G WRSYSyGaAl
them and what factors made them good for people with dementia (innovations in Dementia 2011).

This identifieda range of importanfactors such asmproving public awaneess of dementiasupport

for people with dementia to continue to participatine involvement of people with dementienaking

communities and mainstream services more accesgilledicated resourcesand working
collaborativey.

9 Organisational and commuity partnerships

A key feature oW RS Y SFYNRASIY Rf @ G 2Xevgivy joidetiSwiotking and partnerships
between health and social care agencies, government bodies, local businesses, NGOs and civil society
organisations. A communityide partnerslip should focus on building the achievements of existing
organisations and should involve a range of stakeholders. This requires a balanced approach which
recognises that agencies will vary in their resource availability and organisational structurtsss For
reason, DFCs require recognition of the unique needs and challenges within each community (The
Alzheimer Soety of Ireland, 2012Easton, 203).

Organisations should give priority to innovative services and schemes which provide support for
people living with dementia and their carers. Partnered organisations can build on existing
empowerment work and should seek to develop communication resoueses dissemination
messages to promote a more accurate image of dementia (The Alzheimer Society of Ireland, 2012). By
supporting locaDFQnitiatives, and gathering them into a network, entire towns and neighbourhoods
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can be transformed to enable peopleifig with dementia to maintai@a sense ofvell-being and a
good quality of life.Dementia action alliances, in England, were considered an essential (if not
required) role in the development of DFCs (Department of Health 2013).

The need to build and maintanetworks across regions and organisations was reiterated, as this can
promote consistently good practice and cultural change. Howeverwedg projects can be time
consuming and require a large support base to enable the expansion of community netamik
collaborations between community sectors. The city of Arnsberg illustrated this perspective, as the
local authority adopted a unified approach within a city of 80,000 inhabitants. The success of these
city-wide initiatives depended heavily on the kaddoration of various partners, as well as the full
support and involvement of people living with dementia in planning and delivering projects (King
Baudouin Foundation, 2013).

The King Baudouin FoundatiddgRynck & Teller, 2011), indicated that a #@vn approach can be
particularly useful in making progress in community initiatives. In Belgium, local authorities have
propelled local initiativesfurthermore these agencies were responsible for specific actions, such as
network development. However, tlse® topdown approaches acknowledged and valued the
contributions of particular individuals and organisations within the communihichoffered benefits
through championing and publicising local initiatives. The Foundation asserted that a key challenge to
creating RS Y SFYNRASIY Rt &  @Rit¥sYadiye hded t@aseawareness of the issues among

the general population, which requires a cohesive communication strategy and sustained networking
efforts ODeRynck & Teller, 2011).

However, a number ofeports (e.g. Innovations in Dementia and The Alzheimer Society of Ireland,
2012; The Alzheimer Society of Ireland, 2012) indicated dembentiafriendly initiatives should
develop from a grassroots perspectivid ensure that developments accurately regent the
priorities and views of people in the community who are living with dementia. The Alzheimer Society
of Ireland (2012) described R S Y SFYNBASIY Rf &  @sdAnveYedtly donrhu@ityeq, rather than
influenced by external agencies. By adoptingommunityled approach, initiatives will more likely
account for the diversity within communities, work flexillydlearn to adopt a variety of approaches
(The Alzheimer Society of Ireland, 2012).

Communityled initiatives also offer a route to social engagement and peer support, as well as a
channel for meaningful community involvement and influence (Innovations in Dementia and The
Alzheimer Society of Ireland, 2012). It is crucial that commumteldpments reflect the influence of
people who have dementia in order to enable active citizenship and a#lbcacy (The Alzheimer
Society of Ireland, 2012).

Memory -friendly communities and similar initiatives

¢ KS SNYE NRBYRE RE O 2UWYYSIXYFANBASS/ART €2 NJSA IKO0 2 dzZNK22Ra Q
0SSy dzaSR (2 RSaONAROGS LINR2SOdGa FyR AyerdiyAl GA DS
O2YYdzyAlASaAaQ A& Ffaz2z dzZaSR (2 RSAONROGS LINRP2SOGa |
LI | (@ @sd to describe a person living in the residence of their choice, for as long as they are

able, as they age with the support they need)and maintain social inclusion
(http://www.scottishinsight.ac.uk/Programmes/Programmes201314/MemoryFriendlyNeighbourhoo

ds.aspk.
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CAYytlryRQa ylriAz2ylt RE8BSYVANVE -fheddidFiBSie NG des nbtli t £ SR
refertoWR S Y Snéridly commui (i Aafadt foom a general cath ensue that community support
is available for people with dementia.

Examples of memosfriendly communities

A new collaboration was announced between the Universities idfrgt and Edinburgh in Scotland,

to promote the development of insight and guidance for creatin® S Y SFYNRASIY Rt @ O2 Y Y dzy A
This collaborative projecgntitied Wiemory Friendly Neighbourhoo@swvorks cooperatively with net

for-profit partners and r&evant experts to deliver seminars and events, and to disseminate best
practice in developing DFQgt://memoryfriendly.org.uk/events).

Buckinghamshire, in England, also described their local mefmendly initiative. The Dementia
Partnerships aim to help peopliwingwith dementia, and others with memory problems, live well in
their communities. A fivgear plan was devised which highlighted the need for extensive alliances
between community agenes in order to create a memofyiendly society. The partnership initiative

has adopted a similar approach to that used by the Dementia Action Alliance and anticipates the
achievement of similar outcomes to those of DFCs, such ensuring that people ate &dieain in

their own home within communities and to reduce isolation for pedpiegwith dementia and their
carers(http://dementiapartnerships.com/pragct/towards-a-memoryfriendly-buckinghamshire

Age-friendly initiatives

¢CKS WKSIFfdKe |3SAy3a AYyAGAFGABSQ 6l & 02Ny 2dzi 27
over the last 50 yearsThese changesave seen reductions in the threat of commualile diseases

while longer term,non-communicable, conditions are increasingly common. This indicated a need for

policy change, brought about througihe 2 2 N R | St 6K hNAHIFIYyAaAl A2y Qa |
(Green, 2012). Four aspects of healthy ageintevessessed in relation to member cities of the WHO

Healthy Cities Networkvhich included 77 cities across Europe. Aspects included the extent to which

older people have a publipresenceat strategic levels and across sectors; older people are
empowered to influence personal concerns and decisions that affect them; older people are
supported through agériendly environments; and increased access for older people to a full range of
services. In short, these are the prerequisites which facilitate the dpuatnt ofdementiafriendly

cities (Green, 2012).

Europewide assessments of healthy ageing approaches indicated positive outcomes for policy and
programme development. A key factor in developing-@gdh Sy Rf @ OAGAS& 46l a Syl o
access tasocial and physical activities which promote mental health and physicabeialy. These

were prioritised by older peopleabove access to health and care services, which in some countries
are determined primarily by income and other financial resourd&sabling extensive physical
mobility within and beyond the neighbourhood was key to removing physical barriers to social
inclusion. Green (2012) found that the voice of older people has increasingly influenced policy
development and implemented ageendly initiatives at a citywide level. Agdriendly environments

in Europe (AFEE) brought about local and regional assessments of progress in meeting commitments
towards creating agériendly communities [ttp://www.euro.who.int/en/health-topics/Life
stages/healthyageing/activities/agdriendly-environmentsin-europeafee  Fondation  Mederic
Alzheimer, 201B
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The Centre for $ategic Analysis in France (Fondation Mederic Alzheimer, 2013) analysed good
practice in developing agieiendly cities and initiatives within France and elsewhere. They suggested
that citiesthat are suitable for adaptationsn responseto an ageing poplation, are more densely
populated As a resultmicro-adaptations can facilitate the free movement of individuals and
encourage older people to be active and healthy, as well as encouraging participation in
transformaive projects.

Manchesterhascomm@ R (2 6S02YAy3 +y 38 FTNASYyRtfe& OAGe
AgeCNA Sy Rf & / AlASa WaNRgIOderP¥opeant (MGP) farksiparQdPublic
Health Manchestdlnd aims to implement a range of afjgendly projects, parterships and policies.
Such initiatives have paved the way for the emergengerojects and initiativeshat are specifically
dementiafriendlyo ! £t T KSAYSNR&a {20ASGeé>X wnmul T 5SYSYydAl

An example of an agiendly initiative in practice

Magic Me isa Londorbased organisation which connects intergenerational communitisgig a
range of performing, visual, literary and media arts to maintain connections between older people
andyounger members of the community. Magic Me has developed a range agsdjat seek to

offer meaningful connections between generatiprin order to foster social progress, artistic
expression and connectivity between members of the community. -Ageism campaigns are
included in the scope of work carried out by Magic g are several projects focused specifically on
promoting achievements for women and girls through intergenerational connections. Magic Me do
not focus particularly on dementia or enablifgR S Y SFYNRASIY Rt & (OHbwevedzprajacts S & Q
tend to promoteagefriendly environments which are also highly conducive to the development of
YRS YSIYNRASIY Rt &  GtavaM dpypdanthatSucifprogrammes coulddealfor adaptation

to enabk WR S Y SAYNIASIY Rf &  (h2aYnordzyirkal wa$, ahébugh artistic connectivity and
expression within communitie$itp://www.magicme.co.uh.

Factors of agdriendly environments

The World Health Organisations offered guidance related to dementia care and patiatvier long

term conditions- such as providing further training and enabling the transfer of learning through
international collaboration to improve the quality of available care, particularly within {oegourced
localities (WHO, 2012). The Europemmovation Partnership on Active and Healthy Ageing ha
facilitated multistakeholder partnerships, which include NGOs, technology and research providers, as
well as regional and local authorities. These partnerships work jointly to raise awareness axodeoro
better environments for older people living within communities. The Action Group D4, as part of the
9dzN2 LISIY Lyy2@F0A2Yy t I NOYSNBKALI 2y ! OGAGS | yR
through the use of assistive technologi@heseadap urban environments to become more suitable

for the needs of older people (European Innovation Partnership on Active and Healthy Ageing, Action
Group D4, 2013).

WHO also produced a guide to developing -&gendly cities which followed from an initiatig
involving 33 cities across 22 countries worldwide. Eight aspects of community environments were
found to be of relevance to developi)R S Y SFYNIMASIY Rf @ 0O2YYdzy A G A SaQ

1. The design of outdoor spaces and buildings
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The design of housing

Transportation

Sociapatrticipation

Respect and inclusion

Civic participation and employment

Ability to communicate and receive information

Access to community support and health services
(http://www.who.int/ageing/publications/Global_age_friendly cities Guide English.pdf

© N Ok WD

An international research project was announgethich seeks to expte and evaluate the role of the
neighbourhood in the ability of peoplving with dementia to maintain a good quality of life. The
research project is a collaborative effort, spanning several UK Universities (e.g. Stirling, Manchester)
and one Swedish WREISity (Linkoping)
(http://www.stir.ac.uk/news/2013/12/stirlingtotakepartinneighbourhoodsanddementiastuyly/

Conclusions

This literature reviewevealed a wealth of dementifsiendly initiatives, work and progress that has
taken place across Europe. National dementia strategies offered insight into thepsitical context

of emerging and existing DFCs and it was evident that DFCs in someesarg rapidly expanding

into regional and national networks. Where they were implemented, national programmes seemed
to offer a structured method of funding, evaluating and sustaining initiatives to develop DFCs.-Europe
wide projects, such as the EFl@tmership, which brings together organisations from across European
nations, offers such a network on a larger scale.

It seemed that local initiatives to develop DFCs can derive learning and support from the impetus of
larger organisations who are impleming national programmes to promote DFCs. However, it was
also evident that local communityrganisationsvere essentiain the effortto ensue that community
developments remain relevant and important to individuals living with dementia in the local
community.

Regional and cultural differences appearedhttve arimpact on the nature and focus of programmes

that support the development of DFCs. For instance, some parts of the UK placed considerable focus
on ensuring that businesses and retailers are e in developing DFCs, indicating a strong business
oriented focus. In contrast, the Republic of Ireland focused more on effecting cultural change, through
implementing intergenerational programmes and producing guidance for other communities to
becomedementiafriendly.

Initiatives in Germanyand the Netherlandsplaced considerablefocus on raising awareness and
increasing understanding among professionals and the general pulhlile providing information
about dementia. This was evidenced by the mo§ awarenessaising events and community based
activitiesthat were developed with the aim of removing the stigma attached to living with dementia
and promoting a cultural understanding. A socidtural change was emphasised in initiatives to
promote CFCs inthe Netherlands and Germany, and they often employed creative and social
engagement methods to achieve DFCs. Commibased social activities and art exhibitions aimed
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to inform the public and provide opportunities for interactions between commugioups, including
people living with dementia.

It seemed that cultural differences impacted on the emphasis within each region, hidtdjde
importance ofcontextin developing DFCs. For instance, historically in Spain, comntasied social

care and support has been provided primarily by family membess they often take on the main
caring responsibilities for relatives who have dementia. It was suggested that smaller, localised
initiatives to promote DFCs would be more appropriate within thisospolitical context (Oliva et al,

2011). DFCs in the Republic of Ireland have also promoted a local, grassppotechin the
development of DFCs. They suggested that a localised perspective can ensure that the priorities and
views of people living witdementia in the community are at the heart of community developments,

as well as enabling a flexible approach to adopting changes.

In contrast, England has taken a more4dpwvn approach to developing DFCs, as evidenced by the

t NAYS aAiyAaorSDéRentiawtich daltedfgr I8 development of DFCs. In addition, the

TfT KSAYSND {20AS8SdG& KFa AYLXSYSYGSR | ylLGAz2zylFt a
2FFTAOALIEEE NBO23ayAasSR a | 5C/ & ! a LleNdershipT GKS
with the Local Dementia Action Alliance is a-prquisite which ensures that DFCs are linked into a

wider network. However, partly due to cultural differences, the recognition system may not be
appropriate for some communities.

The Walloon gosrnment in Belgium implemented a regiovide programme to support the
development of DFCs, in partnership with the largest national charity in Belgium, the King Baudouin
Foundation. However, it seemed initiatives and programmes which promote DFCs inrBeéyia

taken on a grassroots perspective, whilst engaging with support, information and guidance through
the larger national network. It was suggested that a-tiqwn approach can be useful in progressing
community initiatives by providing a larger netwpptovided they are also able to place central value

on the contributionsand drive of particular individuals and organisations within communities.

A number of aspects of DFCs were identified in this review. A lack of awareness was highlighted as a
sigrificant barrier to the progress of initiatives to create DFCs and stigma can prevent individuals living
with dementiafrom feeling likean included member of the community. Stigma was commonly
reported as a barrier to community involvement atite continuation of day-to-day activities. The
promotion of autonomy and independence for people living with dementia was a central aspect of
DFCsThis was facilitated bgnsuring that the voices of people living with dementia are valued in
discussions and decisiotimat affect their lives and the community.

Another crucial aspect of DFCs was the provision of practical support and adaptations to public areas

Ay GKS O2YYdzyAdeod ¢KAAa ¢l a KAIKEAIKGSR o0& GKS
model, as it recgnised that social inclusion, influence and having a voice is often prevented due to
barriers to physical mobility and difficulty navigating the physical environment. Practical support with
carrying out dayto-day tasks, attending groups and events anchgspublic transport can have

substantial benefits for the community involvement of people living with dementia.

An important aspect of DFCs was the acpvevision of education andisseminatiorof information
about dementia. This can promote public atwement, reduce stigma and can provide a channel for
people living with dementia to have a voice in their community. The development of monitoring
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systems anthe evaluation of DFCs was also importasinhce thesean contribute to the development
of guidancearound goodpracticeandthe dissemination of learning.

In some countries, such as England, standardised recognition processes were adopted to ensure
continuous monitoring and evaluation of ongoilmf-Cprojects A component of this recognition

process sometimes involved these2 ¥ a&vYo2fa 2N WIAGS YIENJL&aQ G2 Ay
groups within communities, have contributed to the development of DAG& can enable the
development of wider networks madeouwof communities or groupsvhich are all contributing to the

creation of DFCs. Monitoring and evaluation of processes and outcomes can also facilititarthg

of information andkey lessongearred, as well as enabling more sustainable initiatit@gromote

DFCsSome regions have taken a different approach to gatheldsgondearned and examples of

good practice through the production obdlkits and guidance documentsr creating DFCsThese

can be widely disseminated and adapted to hagticula needs and prioritiesf local communities.
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