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INTRODUCTION
This document is a short overview of the “Community Collaboration Concept”, which has been developed
within the European ERASMUS+ Project called ‘Embracing DEmeNtia’, in short, the EDEN Project. The
EDEN project has as main objective to create awareness about the importance of dealing with dementia
as a community challenge and not only as an individual challenge, emphasizing the important role of
relatives as well as a close and “embracing” collaboration on local level between the target groups of the
project being; people living with dementia (PwD), relatives of people living with dementia, health and
care professionals, local authorities, civil society actors and volunteers.

THE CHALLENGE ADDRESSED BY THE EDEN PROJECT
The development of the EDEN project is motivated by the increasing number of PwD in the European
Union (EU), and the need to have a common approach in Europe towards this important societal
challenge, which, if not dealt with in a collaborative way, risk causing difficult life situations for both the
PwD and their relatives and high economical pressure in our society.
With the increasing number of EU citizens living with dementia, Alzheimer’s and other types of brain
related diseases, the care of these citizens has become a significant and complex challenge within the EU.
Due to the nature of the disease and the gradual cognitive decline, dementia is considered a ‘relatives’
disease’ because of the strain that the course of the disease can be for a spouse or other close relatives.
The support provided by relatives of the PwD is of great importance to the persons with dementia, their
relatives, health care professionals and the society as a whole. If relatives cannot cope with the task, the
need for assisted living facilities and / or a life in a care home, is much higher with the resulting human
and economic costs for the family and the health and social care systems. This calls for a greater emphasis
on supporting relatives and enable them to cope with the tasks of helping the person with dementia.
This challenge calls for social innovation in order to offer new and better ways of thinking, acting and
living together in a way that includes PwD and that will foster a better quality of life for them and their
relatives.

PROJECT PARTNERS AND TARGET GROUPS
The University College Lillebaelt (Denmark), as coordinator, the Southern Denmark European Office
(Denmark), the Department of Medical Area of the University of Udine (Italy), the Healthy Ageing
Network Northern Netherlands (Holland), the Fundación Instituto Gerontológico Matia (Spain) and the
European Connected Health Alliance (ECHAlliance, UK). Each partner has involved in the project groups
of family members who follow at home people affected by dementia, health and social professionals
dealing with dementia at multiple levels and representatives / volunteers of family associations.

THE COMMUNITY COLLABORATION CONCEPT
The concept of Community Collaboration (CCC) is based on all the good experiences and practices that
already exist with regard to building dementia-friendly communities. However, the CCC goes one step
further by proposing the development of close collaboration between all stakeholders, both public and
individuals who, at various levels, deal with dementia. The CCC can therefore be seen as a reference
model to help stakeholders move from the desire to become a community that embraces dementia to
effectively be an inclusive community.
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THE COMMUNITY COLLABORATION CONCEPT PROCESS MODEL
The process model that supports the CCC, which is illustrated below, builds on a design thinking model,
originally developed by the British Design Council. 1 The original model is called “the double diamond”,
which represents two main processes; a first one where time and resources are used to explore divergent
thinking) and a second one, which is used to take action (convergent thinking), based on the exploration
that has been made. The original double diamond model covers 4 main activities which are; discover,
define, develop and deliver. To serve the objective of the CCC, namely to create a Community that
Embraces Dementia, these activities have been changed into the following 7 activities;
1) Creating the decision-making framework that can support a community’s desire to become a
community embracing dementia.
2) Creating an overview of the relevant stakeholders and designate a role to the different
participants in the process to become a community embracing dementia.
3) Creating a common understanding of how to understand important factors such as how to
embrace dementia and how to understand inclusion.
4) Creating insights and common understanding about how the relevant stakeholders experience
the challenges and opportunities around dementia.
5) Creating ideas and concrete activities and interventions together in a co-creating way.
6) Working with the ideas in practice.
7) Evaluating the interventions and the community collaboration.
The first 4 activities belong to the first part of the double diamond model, which is devoted to exploring
e.g. the context, the environment, the people and the knowledge available. The 3 last activities belong
to the second part of the double diamond model, as these activities are all of them devoted to taking
action.
The model has been developed to assist local stakeholders such as politicians, health care professionals,
people living with dementia, relatives and friends, civil society organisations and volunteers as well as
local business, who through the process model are motivated to work together and reach the desired
goal to become a community that embraces dementia in a friendly, inclusive and collaborative way.
The Community Collaboration Process Model

1

https://www.designcouncil.org.uk/news-opinion/what-framework-innovation-design-councils-evolved-doublediamond
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The process model also illustrates that a) co-creation and design approaches are seldom linear processes,
b) different stakeholders can participate in the process at different stages, c) the model accepts a “fuzzy
front end” in the beginning, which means that it is accepted within the process that the stakeholders are
allowed to dream and imagine solutions and activities that do not yet exist, and d) it is accepted to be
confused, to ask questions and to search for insights together. Everybody is equal in this process.
The CCC stands on different kinds of concepts and understandings, which are important to include in the
process of becoming a community embracing dementia. These different concepts are presented in the
following.

The participants
The model can be used by family members, health and local professionals, civil society organisations,
volunteers and individual citizens who want to propose and implement initiatives and projects in the
context of dementia and social inclusiveness.

Decision making Framework
Usually regional or local politicians, policy makers and decision makers are responsible for decision
making and development of strategies that support the creation of communities that embrace dementia.
Policy- and decisionmakers suggest and implement policies and strategies on how to use public resources
within areas such as health and social care, or in terms of engagement with volunteers and civil society
organisations.
The main objective in this section is to motivate and support the creation of an overall vision for active
ageing and promotion of a community embracing dementia on the policy. Politicians and local decision
makers play a key role in putting forward plans which ensures that local communities are vibrant,
inclusive and supportive of all citizens including PwD and their relatives. When making strategies or
policies, it is relevant to provide research or methods, that makes the pathways in the strategies clearer
to decision makers, identifying relevant knowledge from international or national research, or from local
practitioners and volunteers, who can help point out what already works. Without support from the local
health authorities, there is a risk that the relatives cannot cope with the task of supporting and caring for
their family member with dementia, leading to a much higher need for assisted living facilities with the
resulting human and economic costs for the family and the society.

Embracing dementia and inclusion
This section of the community process model aims to create a shared understanding of how to
understand some of the most important aspects of what makes a community that embraces dementia,
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insuring that PwD and their relatives can stay included in the community and continue living an active life
as long as possible.

The activities and tools mentioned in the section about co-creation and design thinking, can be used to
create workshops, where the stakeholders work, discuss and explore together, in order to reach a shared
understanding.

Creating Insights
A very well-known challenge within innovation, is that solutions to the challenges are often found before
the challenge has been thoroughly explored and identified.
It is therefore very important to create sufficient insight to view the problem from several angles, ideally
from the side of all stakeholders. This section of the model aims at knowing enough about the group of
people who should benefit from the changes, and ask open questions that can provide the right insight
to the process.
Within this section a “communication tool” is presented that can facilitate a dialogue between the PwD,
relatives, volunteers and professionals about what really matters in relation to dementia.
The goal is to identify what is truly significant in relationship to dementia and the fact that this disease
is increasingly affecting society and its citizens to: 1) improve collaboration and help focus attention on
what is important in the life of the person living with dementia; 2) what can be done to guarantee this
person greater control and a higher level of quality of life.

Creating Ideas and Activities
When creating ideas and activities, it is important to take the starting point in the insights that were
gathered in the section just before. When developing ideas and activities it is important to consider the
institutions and subjects that develop them, possibly by adopting approaches based on co-creation. Some
key elements of these approaches are: 1) seek and enhance the experience of end users; 2) identify
problems together, 3) use typical methods of participatory action research, 4) focus attention on the
development of solutions (for more information can be found on the following website www.ccwproject.eu).

Practical aspects
Defining a concise and effective implementation plan is important to bring clarity to the overall vision
and determine the purpose and goals of the different activities to be implemented within the co-creation
process.
Action planning has several advantages, in fact it helps: 1) to give structure and organization to ideas and
thoughts, 2) to identify the steps to be taken to pursue the objectives, 3) to keep track of who will act on
what and when, 4) to understand how to carry out the intervention (or interventions), 5) to plan the
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collaboration with other actors, 6) to act at the right time to implement the intervention and in the best
possible way. At this stage, the ideas and activities that have been previously developed and planned are
implemented following different stages: carrying out the activity, starting a process, listing the success
criteria and relevant indicators, active involvement of target groups, learning and follow-up, etc.

Evaluation
As part of the co-creation process, stakeholders should, in collaboration, set up a number of concrete
success factors and indicators. These need to be based on local and specific conditions, cultures,
structures, projects etc.
Evaluation is an important element in planning because it allows you to check if the project is achieving
the established objectives and helps to improve them future initiatives based on what has been learned.
In order to ensure a continuous evaluation system, the evaluation criteria should be defined before the
implementation of the project and the development of result indicators could also foresee the evaluation
of the following aspects: 1) being able to face the future, 2) support and collaboration with others, 3)
becoming or staying socially included, 4) understanding and coping with dementia.

Training
Working with the CCC, with all its aspects of using methods like co-creation, design approaches, fostering
empowerment among the citizens and the local communities, calls for a new approach of preparing and
training the professional practitioners working within health and social care.
In order to prepare and manage local co-creation processes, professional practitioners will need to learn
how to become multidisciplinary process facilitators. Professional practitioners will need to learn
something about the ability to a) lose control, giving room to other opinions and solutions, b) creating a
holistic view, looking for diversified opportunities, c) have more focus on the process and not only on the
product, d) create conditions for improving empowerment among stakeholders, and e) use their
professionalism and their professional identity to establish co-creation processes.
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Embracing dementia in a community
means:
Focus on the inclusion of people living
with dementia (and their caregivers).
Embrace dementia!
Maintaining independent living as long as
possible by providing supportive and
meaningful community engagement.

Businesses, local government services
and emergency responses are dementia
educated and able to respond effectively
to customers with dementia.

Empowering people with dementia
and recognizing their contribution.

Specialized memory loss
support and services.
Ensuring that (local) activities
include people with dementia.

Health care that ensures early
diagnosis and the best quality care;
patient and caregiver support.

Challenging stigma and building awareness.

Easy to navigate physical environments
and accessible public transportation.

People living with dementia feel supported by individuals, businesses and local governments. Community members
are educated and understand that a person with dementia may sometimes experience the world differently. ASn
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