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Executive Summary

The objective of Deliverable 1.2 is to outline the methodological design of the co-
creation environment for the Smart4Health project. The central aim of Smart4Health
is to develop a health data infrastructure to empower citizens as future users to
manage their own health. In doing so, the project puts European citizens centre stage
— conceptually and methodologically.

Producing an appropriate solution for a portable, interoperable citizen health data
platform prototype will therefore proceed in a process of co-creation, involving citizens
as well as diverse health-care professionals throughout the process of development,
design and implementation. Through this approach, potential future users are put in
the position of (1) playing a central role in identifying needs, but also problems; (2)
expressing values and concerns; (3) proposing requirements to be met, and (4) being
involved in the testing and assessing when gradually building the Smart4Health
prototype.

Proposing a co-creation approach to building the Smart4Health Health Platform (4HP)
and its services testifies to the consortium’s awareness how important it is to build this
platform in a way that meets the needs and concerns of future users, both citizen- and
professional users. Not doing so might increase the risk that people refuse to adopt,
build and make use of such an infrastructure or that they abandon it soon after initially
inscribing to it. Furthermore, it is important to ensure the 4HP and its operational use
guarantees unobtrusiveness and avoids attention theft. To reach this goal, we will
have to understand and reflect on the impact the infrastructure and its services will
and should take in future users’ lives, as well as citizen’s divergent capacities to
engage with a health data infrastructure in the first place and, with this, a difference in
attention requirements needs to be tackled.

The introduction to the deliverable (chapter 2) briefly sketches the reasons why we
engage in co-creation. We underline that it is of key importance to bring different
parties together in order to jointly produce a mutually valued outcome. Successful
value co-creation will only be achieved if the 4HP and the connected services meet
the user requirements and is best suited to user’s health-related data practices.
Furthermore, users should be able to perceive tangible benefits as this is an important
motivational factor for long-term engagement. This also means building trust relations,
as this is a key issue to ensure sustainable relations between (future) users of the 4HP
and those running the 4HP.

In order to prepare the co-creation environment, in chapter 3 the report presents
current debates on co-creation, lessons learned from past and current EU projects as
well as a number of key-concerns to be considered during the co-creation process.
We will mainly use elements from three different understandings of co-creation:
technology co-design and experienced-based co-design (EBD) are the two most
central approaches, with elements of the value co-creation also coming to matter. The
main points to highlight from this chapter are the attention to user recruitment, which
needs to be broad and diverse, and to support users to articulate their needs and
concerns. When it comes to the process itself, transparency about the scope and the
limits of co-creation is essential and so is the justification of final design choices made.
Furthermore, the importance of facilitating choice and keeping explorations open for
as long as possible are highlighted. Taking these elements together points to the
importance of appropriate facilitation all along the process.
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In chapter 4, the report gives a detailed explanation of our general approach to co-
creation (4.1) and describes the set of methodologies which will be used in different
combinations along the whole process (4.2). The project speaks of a “co-creation
environment” (4.3) in order to point to the fact that the co-creation will be happening
all along the process of development, design and implementation and will consist of
many different settings in which co-creation happens in parallel. At different instances
of the project we will use different methods to engage with users, we will address
different problem areas from the technical to the social. At different points in time (in 4
co-creation waves of 6-9 months) different parts of the consortium will be involved. We
will go to different places — where the Citizen Use Cases (CUCs) happen — thus
moving into different institutional environments (hospitals, factories, offices, leisure
environments) as well as encountering different cultural settings and engaging with
different sets of users. All along the process, partners involved in the CUCs, the
technical partners as well as the social science partners will closely work together, the
latter playing the role of broker between users and the Smart4Health consortium
members. This chapter thus outlines the choreography, the timeline as well as
processes, practices and methods of the co-creation environment. Yet, it also
addresses ethical issues (4.4) related to the different decisions that users make when
they register to the 4HP but also when they make important choices, e.g. to donate
their data for research or to share data with a trusted person.

Chapter 5, finally outlines the user groups and roles we will engage with in the co-
creation process and the CUCs participating in the “co-creation environment”. This
clearly points to the size and complexity of the health data infrastructure to be used
across different national/cultural contexts and to integrate different types of health
data. But it also testifies to the multiple sites in which the consortium can engage with
potential (future) users.

The deliverable concludes with a summary and final considerations (chapter 6). In
essence, it reminds the reader why Smart4Health is engaging in a co-creation
approach and did not venture in a top-down defined health data infrastructure. It points
to the strong link that the practices of co-creation have with the sensitivities that were
outlined in D1.1 and in particular what it means to think of the 4HP from a Responsible
Research and Innovation (RRI) angle. This means to be attentive to giving voice to a
diverse range of citizen-users and to carefully consider which societal values get
embedded into and are realized through such a health data platform. The co-creation
approach, however, also means that there will be a lot of interaction between the
partners of the consortium in collectively working together with citizen-users towards
a jointly produced and a mutually valued health data infrastructure. This is a strength
of the Smart4Health project.
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1 Document Summary

1.1 Smart4Health Project Overview
Smart4Health: Building today a better tomorrow

Smart4Health aims at empowering EU Citizens with an interoperable and
exchangeable European Electronic Health Record (EHR) that will allow EU citizens to
be active participants in managing their own health. The key objective of Smart4Health
is to place the citizen in the centre of the decision of citizen health care. The citizen
will be empowered with the possibility of sharing health data with different clinicians,
medical centres, local and international societal and for research activities as well as
to cooperate directly with health care providers. The 4HealthPlatform will allow citizens
to collect, manage, store, access and share own health and health care data, through

Smart/Health, . . an easy-to-use,
— ’ { secure, constantly
accessible and

portable health data
and services prototype
within the EU and
beyond. The
4HealthPlatform data
. ) & layer connects with
From passive, limited and disconnected .. to active, continuous citizen-generated health the 4HealthN avig ator

data collection data and Interoperable Electronic Health Records

portal for services and applications to provide advanced personalised health services
accessible whenever and wherever. Citizens will be able to upload data (from EHR,
over self-collected data, to work-health related data) through the interfaces
MyHealthView, MyTime and MyWork.

Also, they will be able to share

data with persons of trust as well

as with health care professionals | MyHeaithview
in situations when reliable health
information is essential to assure
efficient health care (MyTrusted,
Mob.E.Health). Finally, citizens
willing to support research, can
donate their data to the scientific
community (MyScience).

The technological elements will be developed in a co-creation process using eight
Citizen Use Cases. These cases cover all aspects of citizens’ active role in using the
4HealthNavigator to access the 4HealthPlatform and to increase positive user
experience and system usability. Citizens from different national, cultural and
institutional health-related contexts will be able to interact with and test the different
steps of health data management at home, at work, while traveling, or during leisure
and sport activities. Smart4Health is based on a truly multidisciplinary approach with
a project team constituted by eighteen beneficiaries from eight different European
Union member states and the United States of America, including ICT developers,
hospitals, social sciences researchers, physiotherapists, nurses, informal caregivers,
regional government, research centres, universities and SMEs.

Smart4Health will contribute for a positive impact on EU citizens health and wellbeing,
for building today a healthier tomorrow.

J MyTime

MyTrusted MyWork

Mob.E.Health MyScience
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1.2 Deliverable Purpose and scope

The objective of D1.2 is to delineate the co-creation environment of Smart4Health and
the iterative and collaborative processes therein as well as the methodologies that will
be used. It, thus, substantially shapes the future work in T1.3, T1.4 and T1.6.

1.3 Impact and target audiences

This deliverable is meant for both project internal as well as external audiences.
Building such a complex health data infrastructure to be used across different
national/cultural contexts and which integrates different types of health data is a
unique project in size and complexity. Therefore, it is essential for those working within
the project to ensure that the citizen-users are integrated into the technical
development — along the whole process and in the different sites where the 4HP is
tested. By being very specific on the choreography of co-creation, D1.2 serves as a
roadmap for the work to be performed. To the outside world, this report should
demonstrate the consortium’s awareness of the need for a co-creation approach and
the exact procedure of its implementation.

1.4 Deliverable methodology

The report on the co-creation environment was produced as a first draft by UNIVIE.
The report is (1) based on a thorough literature review of current debates co-creation
as well as (2) on lessons learned from past and current EU projects. (3) Numerous
discussions, workshops and interviews with the consortium partners doing technical
developments as well as with those involved in the CUCs delivered further details for
the co-creation environment. (4) We used the sensitive points identified in D1.1, which
need closer consideration and reflection during the process of co-creation. (5) Finally,
interviews with experts in co-creation - specifically also with those who deal with health
and big data issues - gave additional input to the co-creation environment.

The feedback from consortium members was integrated in the revised version of the
report.

1.5 Document Structure

The document is structured in five chapters. After an introduction to the report which
clarifies the notion of “co-creation environment” (chapter 2), the report presents a
focused review of the literature on co-creation, a number of lessons learned from
previous other EU projects as well as a number of key-concerns to be considered
during the co-creation process (chapter 3). In chapter 4, the report gives a detailed
explanation of the processes essential to the co-creation environment and describes
the set of methodologies which will be used in different combinations along the whole
process. Chapter 5 outlines the user groups we will engage with in the co-creation
process and the Citizen Uses Cases participating in the “co-creation environment”.
The report ends with a summary and some final considerations (chapter 6).

1.6 Document status
This is the final version of D1.2 outlining the co-creation environment of Smart4Health.
No further updates are expected.

1.7 Ethics

This deliverable relates to questions on ethics in two ways. First, we describe in
section 4.3 the ways in which we will consider ethical issues in our co-creation work
with citizen and professional users. We outline the informed consent (IC) procedures
for those participating in the different forms of engagement exercises that will happen.
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Second, part of the co-creation process will be specifically devoted to the procedures
of consenting (to using the 4HP as well as sharing and donating data), how citizens
and professional users are informed and how basic values such as privacy and
security will be ensured.

1.8 Dependencies and supporting documents

This document is directly related to D1.1 — “Social Sciences and Humanities
Framework” which outlines the main considerations for developing the 4HP.
Furthermore, it connects to D1.4 — “1st Citizen/User Consent Language Report” and
to D8.1 — “H - Requirement No. 1” when it comes to developing and testing IC
documents.

1.9 Main results

The main result of this deliverable is the establishment and delineation of the
Smart4Health co-creation environment. This includes the detailed description of the
four waves of co-creation that the consortium and (potential) citizen and professional
users will engage in, the methods toolbox that will be employed in a situated manner
all along the process of co-creation, the different user groups that we will be working
with, and a detailed description of the CUCs as the specific empirical settings of the
co-creation environment and what can be created, tested and evaluated therein.

1.10 Future Work

This report on the methodological design of the co-creation environment in
Smart4Health will substantially shape the work in Task 1.3 and, thus the Deliverables
D1.3 - “1st Specification of user requirements and performance criteria” (M12), D1.5 -
“2nd Specification of user requirements and performance criteria” (M24), D1.6 “3rd
Specification of user requirements and performance criteria (M32) and D1.7 - “Final
Report on User Requirements and Performance Criteria” (M40). Given that the Use
Design Cases are being elaborated through the iterative co-creation process of T1.3
— “Citizen/user co-creation: user requirements, performance criteria, implementation”,
D1.2 also is linked with D1.8 - “Description of the Use Design Cases from the
citizen/user perspective” (M42) and D1.10 “Validation Report” (M50).

1.11 Remarks and considerations
If updates/changes to the co-creation approach presented in this deliverable are
made, they will be reported in the project periodic reports.
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2 Introduction

The central aim of Smart4Health is to develop a health data infrastructure to empower
citizens as future users to manage their own health. In doing so, the project puts EU
citizens centre stage — conceptually and methodologically. Producing an appropriate
solution for a portable, interoperable citizen health data platform prototype will
therefore proceed in a process of co-creation involving citizens as well as diverse
health-care professionals. Through this approach, potential future users are put in the
position of (1) playing a central role in identifying needs, problems, and potentially also
solutions; (2) expressing values and concerns; (3) proposing requirements to be met,
and (4) being involved in the testing while gradually building the prototype system.
This is in line with several studies which looked into the (non)use of personal electronic
health records, stressing how important it is to “align [this new health infrastructure]
closely with people’s attitudes, self-management practices, identified information
needs, and the wider care package (including organisational routines and incentive
structures for clinicians)” (Greenhalgh et al., 2010) and thus engage in user-centred
design methods. Not doing so might increase the risk of either abandonment even
after initially inscribing or non-adoption by users.

Using a co-creation approach, as will be outlined in this deliverable, will enable citizen-
as well as professional-users to make creative contributions in the formulation of future
needs and to be engaged in design choices, bringing their expectations, knowledge
and experiences to the table. Co-creation thus aims at bringing different parties
together in order to jointly produce a mutually valued outcome. Successful value
co-creation will only be achieved, if future users are able to experience the using of
the 4HP and the connected services in ways that fit their respective health-related data
practices (including self-care practices). It also means to be particularly attentive to
developing the 4HP and its services as unobtrusive as possible and to avoid
attention theft. In the process of co-creation, we thus have

(1) to carefully reflect the impact that the new health data infrastructure and its
connected services will/should take in citizens’ lives,

(2) to be aware that citizens’ capacities to engage with a health data infrastructure
vary considerably and therefore what they find suitable or challenging is also
quite different and

(3) to reflect how the value provided by the new health data infrastructure is
commensurate with the attention it asks of users.

In short, future users need to perceive tangible benefits as this is an important
motivational factor for longer term engagement.

Beyond this, we also have to consider citizens’ core concerns (e.g. privacy, data
security, transparency), as well as how to best build trust relations. Trust will be a key
issue in building sustainable relations between (future) users of the 4HP and those
being the trustees (those running the 4HP). This is of particular importance as the
working of data infrastructures is often hard to understand for many users, but might
have potential impact on their lives (e.g. data breaches). Trust in this understanding
means that throughout the co-creation process we will also have to create a data
environment in which (future) users are ready “to be vulnerable [...] based on the
expectation that the [trustee] will perform a particular action [e.g. assure data security
and privacy] important to the trustor, irrespective of the ability to monitor or control”
(Mayer, Davis & Schoorman, p. 712).
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In order to achieve citizen-centeredness, the development process will concretely
engage with users in 8 so-called “Citizen Use Cases (CUCs)” (see section 5.2) and
around 6 “Use Design Cases” (UDCs). The latter cover the safe ingestion of different
kinds of health data (EHR data, work-related health data and data collected in
everyday life) into the citizen’s data space as well as the sharing of data with different
actors (from health care professionals to trusted persons and the donation for
research). The CUCs will involve citizen-users, professional users and other
stakeholders (e.g. hospitals, national providers of EHRSs, national and regional policy
makers and legal advisors) in different countries and diverse empirical settings. They
will cover a broad range of settings where health care professionals (e.g. general
practitioners (GP), physiotherapists, hospital workforce, nurses, mobile caregivers)
interact with citizens. The CUCs revolve around the core concern of backpain
problems, as they are very widespread among the population (specific professional
groups being highly affected) and have a detrimental socioeconomic impact (e.g. sick
leave, work loss, early retirement).

The deliverable at hand will describe the choreography, the timeline as well as
processes, practices and methods of the co-creation environment in the
Smart4Health project. Furthermore, it will give insights into the user groups we will
be working with as well as describe the functionalities we will be able to engage with
in each CUC. Within these environments continuous mutual engagement and learning
will happen. These processes will take place along the whole project duration and will
create open spaces for engagement and interaction between future users (citizen and
professional users), the 4HP as well as its developers. This will allow for
responsiveness and adaptation towards the emerging needs, issues and concerns. In
different formats, we will collectively identify and prioritize the issues and concerns
that different user groups have and formalize them as user requirements in terms of
desired elements and functionalities. In a number of iterations this will shape the UDCs
and ultimately the overall functioning — including the governance structures and the
information provision before and during the use of the 4HP (both Citizen Health Data
Platform (CHDP) and Research Platform (RP)) and its services.

The following report on the methodological design of the co-creation environment has
profited from our conversations and reflections with a number of experts in the fields
of co-creation, digital health and big data. Tariq Osman Andersen (Co-constructing IT
and Healthcare; SCAUT), Robert Braun & Johannes Starkbaum (New HoRRIzon;
RiConfigure), André Martinuzzi (Living Innovation), Anneli Roose, Nini Gigani &
Thomas Blanchet (HublT) and Hilda Tellioglu (TOPIC) had been ready to share their
knowledge, reports or experiences. Additionally, we were able to draw substantially
from our workshop (organized for D1.1) with Klaus Hayer, Barbara Prainsack, Tamar
Sharon and Sally Wyatt, four SSH experts in the fields of digital cultures, digital health
and data governance, especially of big data. This allowed us to carefully think through
and delineate the complex multi-sited co-creation processes in the development of a
large-scale health data infrastructure.

Before entering the methodological design of the co-creation environment, we want to
underline that it is important to reflect our own role as actors in the project, as we know
from experiences with public participation exercises in the medical field and beyond.
This means that we have to be aware of our role in creating space for mutual
engagement and the responsibility that comes with it. For example, we participate in
shaping who gets a voice and who does not (Braun & Schultz, 2009; Felt & Fochler,
2010) and we are responsible for ensuring that our practices and methods are “well
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equipped to account for contestation, conflict and power” (Braun & Konninger, 2018,
p. 675).

In the chapters that follow, we will in chapter 3 outline current debates on co-creation
based on both a literature review and interviews with experts in the domain (3.1),
describe the key-lessons learned (3.2) and identify key-concerns for the Smart4Health
context (3.3). In chapter 4, our general approach to co-creation is described (4.1), the
toolbox with the different methods to facilitate co-creation will be presented (4.2) as
well as the co-creation environment and the processes and practices involved (4.3).
Furthermore, the ways in which we address ethical issues in the project will be outlined
(4.4). Chapter 5 will then describe our work in the field, specifying the user groups we
will engage with in the co-creation process as well as the CUCs participating in the
“co-creation environment”.
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3 Preparing the co-creation environment

3.1 Current debates on co-design

Co-creation is a concept for the ways in which knowledge production should be
performed for growth and innovation and the benefit of the collective that has gained
traction in public policy in recent years. As William Voorberg and colleagues for
instance point out:

“Policy makers and politicians consider co-creation/co-production with citizens
as a necessary condition to create innovative public services that actually
meet the needs of citizens, given a number of societal challenges, like ageing
and urban regeneration, and all of this within the context of austerity.” (Voorberg,
Bekkers, & Tummers, 2015, our emphasis)

In Horizon2020, the EC drew strongly on the idea of co-creation as the way to tackle
societal challenges through responsible research and innovation. In the H2020 work
programme of 2016-2017, for instance, co-creation featured prominently with the call
“Co-creation for growth and inclusion” (EC, 2017). Here, the argument to foster co-
creative processes goes as follows: while the EU is stable, diverse but unified, and
shows great competitive strength due to its people, its industrial base and trade
position, there still are obstacles to and untapped resources of growth and
employment. In order for the EU to “progress at socio-economic, political, educational
and cultural levels”, co-creation is key. Co-creation encourages creativity and
collaboration between “engaging citizens, users, academia, social partners, public
authorities, businesses including SMEs, creative sectors and social entrepreneurs in
processes that span from identifying problems to delivering solutions”. Co-creation
here has a clear function: to enable growth and better public services, and in addition,
to establish more “legitimacy of public policy-making” through involving and engaging
citizens.

It can be expected that co-creation will play a similar role in the next framework
programme, as can be seen in the orientations document towards the first Strategic
Plan implementing the research and innovation framework programme Horizon
Europe that was put out for public consultation in mid-2019:

“Engaging and involving citizens, civil society organisations and end-users in co-
design and co-creation processes and promoting responsible research and
innovation will improve trust between science and society, and the uptake of
scientific evidence-based public policies and innovative solutions.”(our
emphasis) (EC, 2019).

Thus, co-creation is expected to enrol citizens in processes of creating knowledge and
innovations, and thereby establish relations that build on trust. If participation
enhances engagement, co-creation supports ownership of innovations that
potentially change our lives.

If we look more closely into what co-creation means for the development of
technologies, systems, products and/or services, we see that it promises shared
responsibilities, inclusive processes and multivocal and diverse participation,
sustainable products that better serve the needs of future users, and many more. In
the health care area, the involvement of a wide range of future end-users in the
development of health care systems means to change the top-down approach of
developing with (and for) lead clinicians and managers, and promises to offer a
significant role to health care professionals such as nurses, midwives etc. as well as
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patients (Farrington, 2016). In short, co-creation has become a term that many people
can agree upon is a good approach to follow.

3.1.1 Four ways of understanding co-creation

Looking more closely, though, we see that one of the reasons so many people can
agree on the usefulness of the approach might be related to it comprising a number of
different means at different scope towards differing ends. Thus, the concept is not very
clearly defined and practices may vary considerably.

Trisha Greenhalgh and colleagues (2016) understand co-creation as a conceptual
approach in which knowledge is produced by a variety of actors, i.e. academic
researchers and stakeholders from other areas (Greenhalgh et al., 2016, p. 393).
Knowledge production, thus, is conceptualized as a shared endeavour and goes
beyond the mere translation of knowledge from academic fields of production to
practitioners, citizens or other actors and stakeholders who are located on the outside.

By reviewing different models of co-creation that come to relevance in the field of
community-based health services, they were able to identify four distinct ways of
understanding co-creation:

(1) value co-creation,

(2) community-based participatory research,
(3) experience-based co-design and

(4) technology co-design.

These four models differ in disciplinary groundings and epistemological foundations
as well as in goals and key stakeholders to be involved in the co-creation process. For
Smart4Health it is thus helpful to engage with these differences and reflect the
understanding of co-creation that the consortium wants to engage in.

(1) Value co-creation

. is grounded in the field of business and management, has as its focus the
creation of value (Prahalad & Ramaswamy, 2004). It is based on the idea that
“people are naturally creative and seek to generate value for themselves and others”
(Greenhalgh et al., 2016, p. 398). Co-creation, here, means the joint creation of
value by a company and its customer, whereby customers are involved in the
definition of the problem as well as finding a solution and are brought in the situation
of co-constructing their personalized experiences (Prahalad & Ramaswamy, 2004,
p. 8). Corporations provide platforms on which stakeholders can interact and share
their experiences, generating subjective value for them (Greenhalgh et al., 2016, p.
398). The aim is to increase creativity, productivity and growth, and to develop long-
term relationships between stakeholders including “customers, staff, suppliers,
government, partner organizations, funders, end-users, citizens” (ibid., p. 398).

(2) Community-based participatory research

... has its foundation in developmental studies (Greenhalgh et al., 2016) and
“‘emphasizes ‘equitable’ engagement of partners throughout the research process,
from problem definition, through data collection and analysis, to dissemination and
use of findings to help effect change” (Cacari-Stone, Wallerstein, Garcia, & Minkler,
2014, p. 1615). The goal of community-based participatory research is to facilitate
more local forms of learning and sustainable change regarding health disparities,
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which enables a reduction of inequalities, and which is only possible in more
longstanding collaborations based on mutual trust (Greenhalgh et al., 2016, p. 398).

(3) Experience-based co-design (EBD)

... is a co-creation approach in the field of health care services development, with
an interdisciplinary foundation drawing from phenomenology, design science and
management. This approach starts from the patient experience in order to
redesign a health service and can mean a collaboration between patients and
health care providers (ibid., p. 398). The starting point of EBD is the observation
that patient involvement in health service improvement had strongly been focused
on an evaluatory approach to their attitudes and had not taken their experience into
account, thus, largely missing out on unique and invaluable input (Bate & Robert,
2006). The approach does not merely aim for a higher degree of patient-
centeredness or patient participation, but “goes much further than this, placing the
experience goals of patients and users at the centre of the design process and on
the same footing as process and clinical goals” (Bate & Robert, 2006, p. 308). EBD
as a user-focused design process aims to make patient/user experience accessible
to designers (ibid., p. 308). Methodologically, EBD disregards focus groups in which
patients/users merely get to evaluate health services and privileges collaborative
work in which “users and professionals [work] together over a period and throughout
the change process as the co-designers of a service” (ibid., p. 309). Experience,
however, is inherently internal, subjective and difficult to study directly. It can only
be accessed via language, stories being the “repository of experience.” Thus,
storytelling plays an important role.

(4) Technology co-design

. has its foundation in early computer science and management studies
(Greenhalgh et al. 2016, p. 405). Its driving principle is to develop technologies
starting from future users’ needs, their capabilities and “what matters to them” (ibid.,
p. 399). The idea was that technologies are not to be separated from the (work)
practices they are to be embedded in. Therefore, it was stipulated to co-design
technologies and work-practices and to do so in participatory work on the ground.
As Greenhalgh and colleagues point out, we can learn from the early work on
technology co-design in the interdisciplinary field of Computer-Supported
Cooperative Work (CSCW). These studies did focus on people living and working
with technology and the workarounds they develop along the way (ibid., p. 405).
Since the beginning, researchers in the domain of CSCW had been interested in
and engaged with health care-related areas (Fitzpatrick & Ellingsen, 2013, p. 613)
aiming to design together with future users “systems that may support the
collaborative practices in healthcare” (ibid., p. 615).

For our establishment of a co-creation environment, technology co-design and
experienced-based co-design (EBD) are the two most central approaches, with
elements of the value co-creation also mattering. While the relevance of
technology co-design is quite straightforward (Smart4Health aims to develop a large-
scale health(care) data infrastructure that delivers benefits for citizens and health care
professionals), EBD’s focus on narrative and storytelling and its methodological
implications are specifically important to us. Stories are "our way of organizing,
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interpreting, and creating meaning from our experiences while maintaining a sense of
continuity” (Atkinson 2001). Storytelling is a central social practice, which we will foster
in our co-creation environment, in particular in our open and card-based discussion
groups in different empirical settings (see section 4.2 and 4.3). Finally, value co-
creation will support a focus on what is valued by different actors and how they perform
(e)valuation and will keep us alert that valuation (the estimation of something's worth)
and evaluation (the assessment thereof) are intimately intertwined, in particular, but
not only, in the testing and validation part of our co-creation environment. We will
therefore be attentive to the devices and methods users employ to value and evaluate
a health data platform like Smart4Health.*

3.1.2 Attention to power relations and inequalities

In the co-creation literature we find frequent references to the fact that not sufficient
attention is paid to issues of power or to grasping the power dimensions in work an