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This section has been included in the process model asiguiallyregional or local politiciangolicy

makers and decision makers who are responsibleémision making and development of strategies

that support the creation of communities that embrace demenBalicy and decisionmakers suggest
and implementpolicies and strategies on how to use public resources within areas such as health and
social careor in terms ofengagement with volunteers andviisociety organisatics

The main objective in this section is to motivate and support the creation ofvarall vision for active
ageing and promotion of a community embracing dementia on the policy level (e.g. by politicians and
decision makersPoiticians and local decision makers play a key rofauiting forward plans which
ensuesthat local communities are vibrant, inclusive and supportive of all citizens including PwD and
their relatives.The aim oflementia planspoliciesor strategiesin this respectare typically:

1 the wellbeing of PwDfor instance removing stigma or providing better supporting structures

1 to help the relatives and relieve stress on the family of the Peifber by building the relevant

health and social care and support,
9 or by supporting no#for-profit organizations in order to make them ready to take part

For the sake of sustainabiljty is important that policy and decision makers create a cledindmn of
which target groups they aim to reach and which policy areas or levels are involved in reaching the
defined aims.

! Inspiration gained from the PoHeFa project
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Supporting PwD and their relatives in living as a part of the community not only strengthens their
quality of life but also redees the economic cost

Being a part of a local community, receiving informal support and acknowledgement is of great
importance to both PwD, the relatives and to the soci&®hen making strategies or policies, it is often
relevant to provide research onethods, that makes the pathways in the strategies clearer to decision
makers.

This could be done by identifying relevant knowledge from international or national research, or from
local practitioners and volunteers, who can help point out what alreaolksv

Building on existing knowledge can help decision makers to draw up the right match for the local area
and their specific needs and wishes.

Without supportfrom the local health authoritieghere is a risk that the relatives cannot cope with the
task of supporting and caring for the their family member with demenigading to a much higher
need for assisted living facilities with the resulting human and economic costs for the family and the
society.
This calls fothe local health authorities toansider:
1 A strong enphasis orstructuredsupportfor relativesthat enable them to cope with the task of
helping their family members living with dementithrough supporting community
collaboration.
1 A shared language and a shared understandiragtife ageing and what social inclusion and
embracing dementia means, are needed because this provides a clear sense of purpose for all.

Political and administrative systems normally has three main political mead)iRsgulation?)
creation of incentives an8) being informative In the following, a few key examples are given below,
on how these measures can be utilized when working strategically with including persons with
dementia through dementia friendly communities.

Regulation includes making commands, having requirements and being prohibitiMee following
examples seek to demonstrate regulative policies.

1 Commanding e.g. the values and objectives of a municipality give organisations a specific
direction, to make sure demdia inclusiveness is in focqdor instance by making policies,
guidelines and communication about dementia, to show public focus on the issue.

1 Requiring e.g. a club or society will receive funding by municipalities if they work with dementia
- to make sue they have a strong focus on dementia

1 Prohibiting e.gbanning specific activities that do not support their polieyg. which are not
inclusive to PwD.

Creation of incentives includes grants, subsidies, special offers and alteration of specific
areas/settings.

1 Grants/subsidies e.g. grants toganizations, groups etgho initiate projects which promote
inclusion ofPwD.

1 Subsidies cheaper membershipo voluntary organisations for citizens who take care of people
living with dementia

1 Special offers e.g. activities organised by the local municipality for people living with dementia
and the relatives / care givergthis could be done in public institigins like schools, libraries or
museums
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Information includes campaigns, advice giving, teaching, debate and dialogue.

1 Campaignand information: raising awareness about dementia, in order to remove stigmata
and point out the societal challenges withgaed to dementia (not just an individual challenge).

1 Advice givinghow can neighboors, friends, shops and businesseshelp. pegsonsliving with
dementia and their relativegThere are several posters in the Community Collaboration
Concept that can based and adapted to specific local needtapter 6 with Tips and Trics

Posters)
1 Buildingcompetence: educatiorfor hgalth care professionals, voluqteer§ aodinformal A A
caregiversL T G KAA A& R2yS Ay | O2KSNByANy 2% GAANS KS3

thereby strengthen the common knowledge base. This calls for the kind of coordination from
the local, regional or national decision making bodies

3.2.2Who are theparticipantsand how can they participa®e

|

Creating Putting into |
nsights practice ‘
Creating ideas .
& activities E dlaaiin

PN o\ 55 o
\_ 10 Y/.SAN
& i“'} i
i \ o @ i
Community Collaboration
Concept

i
i
i}
i

In thissectionof the model, it is important to create an overview of the relevant local and maybe
national stakeholderthat should be involved in the process of creating a community that embraces
dementia. The stakeholders can be different from community to commubityfor the purpose of
describing the community collaboration concept and the process model, a list of 6 categories have been
identified, these are;

1) Health and Social Care Professionals

2) Relatives

3) People living with Dementia (PwD)
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4) Social Society Orgaaitons and NGOs
5) Volunteers, common people and schaols
6) Local businesses

Health and Social Care Professionals

The Needs Analydisat was carried through in the EDEN projettpws that HSCPs are very attentive
and engaged in establishimgilored careand continuity in the relationship and collaboration with PwD
and the relatives. For these professionals the major obstacle in their work is the lack of time and
resources combined with the roles of the formal care systems.

An intensified community colteration combined with shared knowledge about dementia and how to
deal with dementia, will support the professionals in taking care of PwD and relatives.

The professionals can contribute to the collaboration with knowledge about dementia combined with
competences in supporting local collaboration andareation.

Relatives

In general, relatives adapt their life and everyday activities
and devote their time to the assistance of the PwD. The
YF22NAGe 2F GKS NBftl GAGSa
but also other competing needs. These included, for
example, manage otherYaA f @ ySOSaaAidAs:
20KSNJ FlLYAf&@ YSYOSNBRQ ySSR
multiple formal and informal caregivers, and find time for
own needs regarding health, work and social activities.
Many participants admitted that they did né¢el adequate,
ready and trained for their role of caregiver, as well as they
needed for personal support to accept the diagnosis of
dementia and to manage the difficulties of their life.

The relatives call for more information about the disease aiu
howto support their beloved one. Furthermarthe relatives lacks recognition, acknowledgement and
understanding and often feels rather excluded from their former friends and relations.

Community collaboration is a way of practising social inclusion ahdaknowledge the efforts given

by the relatives. The connection between the Community Collaboration Concept and the learning and
0SFOKAY 3 YFOSNAIfaAa faz2 &adzldR2Nha 0KS NBfFIADSQa
role as a relative andaregiver.

People living with dementia

Despite of loss of cognitive abilities, PwD are still experts in their own life. Theyasaaeryone else,
dreams and expectations for their life and knows what brings quality and meaning into their everyday
living. They are in the early stages of the disease able to participate active in local community activities
and thereby contribute to the society. Therefor all activities for PwD has to be performed with the
person. As the disease progresses they might &disiey to contribute and to express their wishes and
desires in verbal, but it is still important to include them and their interests in the collaboration and
activities.
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Civil Society Organisatiorend NGOs

CSOs are uslly psychological and social support organizations structured on a voluntary basis and are
most often only partially publlg founded aimed at supporting PwD and their relatives. The Needs
Analysis shows that despite services offered by the CSOs vaddateconnection with public
system/health and social care providers were different among the countries, their main and common
role was support and help families by replacing the lack of official health care system support.

The CSOs have the ability@NS I § S a0 NAR3ISa¢ 0SisSSy (GKS LINRPTFSaaAa
to delivering professional care and not burdened by politically or legal decided tasks. By offering
ddzLILIR2 NI S GKS /{hQa If&a2 SELINB&&aSE dm@@@NBEGI yYRAY3IZ

Volunteers, common people like neighbours and schools

Very often, the volunteers are engaged through the civil society organisations, that very often
collaborates closely with local authorities in order to align the voluntary activities that is provided so
that it supports and compliments in the best way, tficial and publicly funded healtfand social

care and cure interventions.

But volunteers can also be seen as common people like neighbours, colleagues and friends, as they can
support and make thenderstanding oembracing dementiaeal, by doing ttle things in the daily life

such as showing compassion, empathy and understanding, and by listening and visiting the homes
where dementia is a part of daily life.

Young people and schools can also become a resoursey’ OS H n m HEBropgak $efor AV &
Ageing and Solidarity between GenerationE ¢ & AYLX SYSY(iSR>X GKA& GKSYS
European political agendand member states and communities are encouraged to explore

opportunities where generations meet activities, where generagisapport each other with their

different resources to create wiwin situations.

If you want to know more about good practices and stories in this field, we invite you to visit the AGE
Platform Europe News sectiontips://www.age-platform.eu/goodpractices/intergenerational

solidarity

In the tips and tricks section in chapter 6, posters are available which can be used to raiseessan
how neighbours and citizens can participate to assist PwD in their daily life.

Local Businesses
Collaboration with local businesses should be constructed with anivirapproach by giving
something to thdocal community, a local business should gain something else.

PwD and their relatives are consumers like all other citizens, but with special needs in relation to the

fact that dementia is a very important part of their lives. Local businessethesefore participate in

creation local communities that embraces demenbs e.g. sponsor ships to create physical

environments that makes it easy for PwD and their relatives to participate in social and community
activities. On the other hand, the lodalisiness can design physical and / or online structures which
YI1Sa GKSANI 60dzaAySaa aRSYSYyiGAl FTNASYRfe@éI gKAOK
towards PwD and their relatives.
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In the tips and tricks section in chapter 6, a lot of postiat can be used to raise awareness towards
the different stakeholder that have been mentioned here, are available for download and adaption to
the specific local community that wants to work with the Community Collaboration Concept.
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Embracing dementia is an important part of the active ageing debate and political agenda in Europe,
andactive ageing isaccording to the World Health Organisation (WH@e process of optimising
opportunities for healthparticipation and security in order to enhance quality of life as people age.
Active ageing allows people to realise their potential for physical, social, and mentdleive|

throughout the life course and to participate in society, while providing théth adequate protection,
security and care when they need it. In addition, the WHO underlines that interdependence with other
people (family, neighbours, work associates and friends) and intergenerational solidarity are important
tenets of active ageing

Following this definition, the idea offits section of the community process model, is to create a shared
understanding of how to understand some of the most important aspects of what makes a community
that embraces dementijansuring that PWD and thaielatives can stay included in the community and
continue living an active life as long as possible.

In order to ensure thaall participants are working for the same objectitasiimportant to make sure
that the participants all have the same undenstiingof areas such as;

- How do we understand a good quality of life for bothPand relatives?
- How do we understand active ageing?
- How do we understand embracing of dementia?
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- How do we understand dementia? Is there a specific age group that we waeatavith and
how should we deal with different stages of dementia?

- How do we understand inclusion and which target grougistigat we want to includ@

- How do we understand collaboration?

- How do we understand intergenerational solidarity?

Inthe need analysis it was made clear that especially 4 themes are important for PwD and their
relatives, and these 4 themes could be put forward as the oveualiesgriteria for the
implementationof the Community Collaboration Concept.

1) PwD and relativeshould be empowered to be able to cope with the future.
2) PwD and relatives should feel supported and have easy access to collaborate with others.

3) PwD and relatives should have access to networks and activities that help them become or stay

socially includd.

4) The understanihgof dementia in the local community should bailt on principles of
empowerment, acknowledgement arlixibility in relation to the different stages of dementia,
life situations and family cultures.

Relatives

Creating a

People living good quality of Health and
with life for both Social Care

dementia PwD and Professionals
relatives

Civil Society
Organisations
& Volunteers

It will be useful to describgour own local vision for what a community embracing dementia means for
the relevant stakeholders and participanfsa example of a local vision could for example look like this.

C N

Example of a local vision and shared understanding of a community embgadamentia

https://www.luoghicura.it/servizi/domiciliarita/2020/01/lecomunitaamicadelle-personecon
demenzaun-progetto-di-rigenerazioneumanaa-giovinazzo/

https://www.casaemmausts.it/diurneprogetto-cuoche

A )



https://www.luoghicura.it/servizi/domiciliarita/2020/01/la-comunita-amica-delle-persone-con-demenza-un-progetto-di-rigenerazione-umana-a-giovinazzo/
https://www.luoghicura.it/servizi/domiciliarita/2020/01/la-comunita-amica-delle-persone-con-demenza-un-progetto-di-rigenerazione-umana-a-giovinazzo/
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The activities and tools which are mentioned in the section abowdreation and design thinking, can
be used to create workshops, where the stakeholders work, discuss and explore together, in order to
reach a shared understanding.

Relevant links and ispiration

If you want to find inspiration on how to create workshops on shared understanding, we invite you to
visit the following websites;

In English
In Danish
In Dutch
In Italian

https://www.osservatoriomalattierare.it/alzheimer/14958emenzala-rete-italianadelle-comunita
amicheper-l-inclusionedei-pazienti

https://novilunio.net/diritti -partecipazionee-inclusionealla-conferenzadi-alzheimereurope/

https://www.luoghicura.it/servizi/domiciliarita/2020/01/laecomunitaamicadelle-personecon-
demenzaun-progetto-di-rigenerazioneumanaa-giovinazzo/

In Spanish


https://www.luoghicura.it/servizi/domiciliarita/2020/01/la-comunita-amica-delle-persone-con-demenza-un-progetto-di-rigenerazione-umana-a-giovinazzo/
https://www.luoghicura.it/servizi/domiciliarita/2020/01/la-comunita-amica-delle-persone-con-demenza-un-progetto-di-rigenerazione-umana-a-giovinazzo/
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A very weHlknown challengevithin innovation is that solutions to thechallenges are often found

before the challenge has been thorouglelyplored and identified.

Startingby findinganswersand solutiongo the overall societal challenge, in this case how to create a
community that embraces dementiareates abigriskthat it isa really goodanswer.But perhaps to

the wrongchallenge, beause a lot of missing sub challenges and context specific factors have not been
explored.

It is therefore very important to create sufficiemsight to view the problem from several angles
ideally from the side of all stakeholdetn this section thédea is to get to Row enough about the
group of peoplavho should benefit from the changesnd askopenquestions that can provide the
right insightto the process.

Ly GKS F2ff2¢Ay 3T | sentddzhat vadzgeluseth drdat isighsarkifo setup & LINS
and facilitate adialoguebetween the PwD, relatives, volunteers and HSCPs about what REALLY matters

in relation to dementiaTo get a deeper understanding abdhe fact that this disease influences the

society andts citizensin an incrasing way

TS aO02YYdzy A OF G A 2 6 erthaneefcdllab@datigh ardl Selpdo&uS Re attention on what

is important in the life of the person living with dementia find out if there are any wishes, needs or
just things that make them happWha can be done to give this person more control and a higher level
of happiness and wellbeing.

This conversation can take place in their own home or any other place where they feel comfortable.
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Based on Positive Health principles, the suggested stepg@stions are aimed dinding possibilities
instead of problems so the person living with dementia and their relatgetshe best possible support
and quality of life.

U Firsty, itis important tolook at the daily life and structure of the PwD: Whagoing on and how
does the current situation looks like?

U Secondly, thdocusison the PwD: What is important to him/her and are there any specific needs or
wishes?

U After this as a third aspecfpcusis turned tothe relative/caregiver: Are there things he/she find
difficult? What do he/she enjoy to do?
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Daily life and structure
How does the day look like?

What support do | have Who are important
7
(or do I need)? o me:

What are important What facilities do | need and
(daily) activities? are nearby?
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What isimportant to me?
My wishes and needs

People &
relationships
0

> Whatmakes me feel good & hapBy
> What gives me a safe feeling?

> What do | enjoy the most?

> What am | grateful for?

> What do | like to do the most?

------------------------------------------ R > Do | have any wishesig or smalk,
""""""""" that | would like to see come true?

..............
‘‘‘‘‘‘
......
"
----------
e .
.....
........
..........
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Who is giving care?

What care do | provide and what are my needs?

.
AN

>How does the caregiving look like

>What givesme energy?

> Whatis difficult to me?

> What are my needs & wishes?

>What do | like to do for myself?

e 15
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When creating ideas and activities, it is importantd&e the starting point ithe insights that were
gathered in the section just before. Based on the challemgespossibilities that were described in the
W O NBihsightghé&ttion, thispart is devoted to cecreate ideas and activities togetheith the

relevant participants.

It is highly recommended to use-ooeation approachesand hese were explained in section 3.1s®
in the following, only the overall benefits of -©oeation is summarised.

Keypoints of cocreation

Endusers; seek and valubeir experience.

Mutual development of solutions / identification of problems.

Based on Participatory Action Research (PAR) methods.

Appears to be messy but it is a process.

Central to solution development.

Applicable to product, service, organisationpur y RS a A 3y X

= =4 -4 4 -—Aa -1

(s}
(@ntN
O
S

Aims of coecreation
1 Gather people with a shared goal.
1 Share different approaches product development and services.
1 Explore new ways of working within existing constraints.
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UserlOSY G NBRT &aSSy (GKNRdzZAK (KS dzaSNna SesSao
All endusers ardnvolved in creative activities.
Create physical artefacts to represent ideas.
A process, not a snaghot of user experience.

= =4 —a -

Advantages of participating in coreation
f 9ELINASYOS YI 188 dASNAZ (KS WSELISNIQ®
1 Inclusiveq all users participate and have theiay.
1 Empowering.
1 Relaxed, informal environment with playful atmosphere.
9 .SGGUGSN) dzyRSNARGIFIYRAY3 2F 20KSNRa LINRPo6fSYa |yR
9 Efficient process.

Outcomes of cecreation

9 Better understanding of user needs, leads to successfultresu
Development of a product/service that users truly want.
Empathy for user relationship with products, services.
Persuasive data gives powerful words and pictures.
Allows innovation in the right direction.
Avoids taking too many wrong turns.

= =4 -4 —a A

Thereare many different kinds of workshops that can be organised to create ideas together, and if you
want to find inspiration to organise workshops, we invite you to visit these websites;

WWW.CCWproject.eu

XXXXXX

XxxxxDo we any links to put here? Or else delete

You can use thillowing 1 activity cardto formulate the ideas which are developed in theareation
processas well as to formulate an implementation plan.


http://www.ccw-project.eu/
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&

What are the possibilities?
Creating ldeas Toyweer

w 2 KAOK g A aKtkednost
important?

wWhat gives the mostnergy?

w 2 feHifficult?

w | 26 Ehange tings more
according to the wishes arathieve
thistogether?

ldeas to Implement

18
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3.2.6Putting into Practice

Defining a concise and effectiraplementationplan is important to bringlarity to the overall vision
and determine the purpose amgbals of the different activities that you have decided to implement
within the cocreation process

Action planning has several specific advantages:

It helps you to bring structure amarganization to your ideas and thoughts.

It helps you to identify the steps you need to take to pursue your vision.

It helps you to keep track of who will take action on what by when.

It helps you to understand how you are going to carry out the interogiis).

It helps you to plan collaboration with other actors

It helps you to take the right action step at the right time in order to implement the
intervention in the best possible way.

= =4 -8 -8 & -9

In this step, thadeas and activities that wermdeveloped and planneth the former steps, are put into
action. An activity is carried out, a process is started, success criteria and relevant indicators are listed,
target groups are involved actively, learning is created and follow up plans are developed and executed

It is beneficiathat activities and interventionare implementedvithin an action learning approach, so
that you create the best opportunities to learn from your work.



