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This report documents a 45-minute solution room session held at the CS4Health Conference
2025 (ETH Zurich, 7 November 2025), organized within the RIECS-Concept project (Horizon
Europe, Grant Agreement 101188210). The session used a structured co-design methodology to
gather user stories from 25 participants — including researchers, patient advocates, clinicians,
data scientists, and citizen science practitioners — on what a pan-European research
infrastructure for citizen science in health should deliver. Analysis of the user stories produced
five thematic clusters: (1) a shared European platform with active matchmaking and multilingual
support; (2) harmonized data management, federated architectures, and adaptive consent
models; (3) ethics and governance frameworks better adapted to active citizen participation; (4)
training and capacity building as core infrastructure; and (5) dedicated pathways for meaningful
engagement of patients and underserved communities. The findings directly inform the ongoing
conceptualization work of the RIECS-Concept consortium.
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1. Introduction

Citizen science, the active participation of members of the public in scientific research has
grown substantially across Europe over the past decade. Yet the infrastructure that would allow
citizen science to operate at scale remains fragmented: projects addressing similar questions use
incompatible methods and data formats, effort is duplicated, and new practitioners still face
barriers to entry. In the health domain, these structural gaps are compounded by the sensitivity
of personal health data, the complexity of regulatory frameworks under GDPR, and the absence
of harmonized ethical guidance for research in which citizens take active rather than passive
roles.

RIECS-Concept (Towards a Pan-European Research Infrastructure for Excellent Citizen
Science), funded under the European Union's Horizon Europe Work Programme 2023-2025 for
Research Infrastructures' (Grant Agreement No. 101188210), aims to conceptualize a
pan-European research infrastructure for citizen science with a focus on environmental
observation, health, and climate change. Running until December 2027, the project is built
around a core commitment to co-design: rather than developing infrastructure from assumptions
about user needs, RIECS-Concept engages future users, researchers, practitioners, patients, and
citizen scientists through a structured programme of stakeholder engagement events.

This contribution reports on one such event: a solution room session held at the CS4Health
Conference 2025 (ETH Zurich, 7 November 2025). Drawing on 25 user stories collected during
the session, we identify five thematic clusters that characterize stakeholder needs, and translate
these into concrete recommendations for infrastructure design, data governance, training,
community engagement, and policy. The session was facilitated by Fermin Serrano Sanz
(Ibercivis), Kai-Ti Wu (ECSA), with the support of Rosy Mondardini (CSZ), Karen
Soacha-Godoy (ICM-CSIC), and Beatriz Noriega Ortega (ECSA). The report is co-edited by
Franziska Stressmann (ECSA).

2. Methodology

The solution room employed a structured co-design methodology grounded in
user-centred design principles. Participants were invited to articulate their needs,
challenges, and aspirations for a pan-European citizen science research infrastructure by
completing a user story template. Each user story followed a four-part structure:

. User type — describing the participant's role and professional context

. Task / Need — articulating what the participant wants to be able to do with the
infrastructure

. Objective / Expected result — expressing the outcome the participant seeks to
achieve

. Additional notes — providing further context, examples, or caveats

A total of 25 user stories were collected during the 45-minute session, representing a
rich diversity of perspectives from across Europe and beyond.
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Figure 1: Picture of the Solution Room while working in small groups

The session combined a short introductory presentation with individual reflection and
collaborative discussion. After being briefly introduced to the conceptualization
initiative and its policy context, namely the project’s ambition to prepare a future
application to the roadmap of the European Strategy Forum on Research Infrastructures
(ESFRI), the strategic instrument through which Europe identifies and plans its
long-term research infrastructures, participants individually drafted user stories using a
structured template and completed consent procedures. They then discussed and refined
their ideas in small groups, supported by rapporteurs who facilitated the conversation,
took additional notes, and encouraged inclusive participation. The session concluded
with the collection and documentation of all user stories and notes for subsequent
analysis by the consortium.

Contributors included PhD researchers and senior scientists, patient advocates and
co-researchers, clinicians and public health professionals, data scientists, Al researchers,
citizen science practitioners, and project managers. The workshop results reflect the
range of stakeholders who stand to benefit from, and contribute to a pan-European
citizen science research infrastructure in the health domain. These insights feed directly
into the research and conceptualization work of RIECS-Concept.

Solution room in a nutshell
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Avoid reinventing the wheel: The single most pervasive theme across user stories was
the desire to build on existing knowledge, resources, and infrastructure rather than
starting from scratch. Participants from diverse backgrounds, from PhD researchers to
patient advocates, repeatedly expressed frustration at duplicating efforts that others have
already made. A shared, accessible repository of tools, methods, literature, and contacts
was identified as a fundamental infrastructure need.

Matchmaking and connectivity: Beyond static information repositories, many
participants articulated the need for active matching systems that connect people with
complementary needs and expertise. Researchers want to find patient partners; citizen
scientists want to connect with scientific expertise. The infrastructure envisioned is one
that actively facilitates these connections at European scale, with multilingual support to
overcome language barriers in pan-European collaboration.

Ethics as a structural bottleneck: Multiple participants highlighted that existing ethics
frameworks, at both institutional and funder levels, are poorly adapted to citizen science
in health. University ethics committees often lack the conceptual tools to evaluate
citizen participation in research, particularly when citizens take active rather than
passive roles. Clear guidance from funders on what constitutes meaningful citizen
participation was identified as urgently needed.

Data for those in need: Open science was repeatedly invoked, but with nuance: data
must be genuinely open not just to researchers, but to citizens themselves, while
simultaneously protecting sensitive health information. Participants recognized the
tension between openness and protection and called for flexible, context-sensitive
frameworks rather than one-size-fits-all solutions. Federated architectures and adaptive
consent models were highlighted as promising directions.

Training as core infrastructure: Capacity building was consistently framed as a core
infrastructure component, not an optional add-on. Both researchers unfamiliar with
citizen science methods and citizen scientists unfamiliar with research processes need
dedicated, accessible training resources. The need for a European training hub, or at
minimum a coordinated network for citizen science in health, was expressed across
multiple user stories.

Main recommendations for the future

For infrastructure development:
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. Whether centralized or distributed, an easily searchable European platform

connecting researchers, citizen scientists, patients, health practitioners and projects
across disciplines and countries, with multilingual access and translation services

. Implement active matchmaking capabilities to pair users with aligned interests,

complementary expertise and shared research questions, moving beyond static
directories toward dynamic connection tools

. Create shared resource repositories, toolboxes, validated methods, best practice

guides, ethics templates, and curated literature, accessible to all stakeholders, not just
academic researchers

For data governance and ethics:
. Contribute to clear, accessible ethical guidance tailored to citizen science in

health including practical GDPR compliance frameworks that researchers and university
ethics committees can actually use

. Implement robust privacy protections for sensitive health data, with particular

attention to vulnerable populations including children, patients with chronic conditions,
and those from marginalized communities

. Establish clear, widely accepted data quality standards and validation processes

understandable to both expert researchers and non-specialist participants, avoiding
exclusive technical language

For training and capacity building:

. Develop comprehensive, modular training programs covering citizen science

methods, ethics, data management and collaborative practice. The trainings should be
accessible to researchers, practitioners and citizen scientists at varying levels

. Establish a pan-European hub or coordinated network for citizen science training

in health that consolidates fragmented existing initiatives and prevents further
duplication

. Provide dedicated methodological support for researchers seeking to embed

citizen science within broader research projects alongside other research designs and
goals

. Develop orientation resources for citizen scientists and patient co-researchers
that enable genuine participation rather than token involvement

For patient and community engagement:
. Design dedicated support pathways for including vulnerable and hard-to-reach

populations, patients, elderly participants, children and those with limited digital
literacy as genuine research partners

. Provide tools and methodological support for citizen-led and patient-led research

initiatives, including accessible survey creation, multilingual participant recruitment and
workshop facilitation

. Ensure meaningful recognition and compensation for citizen contributions to
build trust and sustain engagement beyond individual projects
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. Foster community networks and peer-to-peer learning that build horizontal
relationships outlasting individual funded projects

For policy and funding:
. Advocate for funding schemes that explicitly account for the additional time and

resources required for meaningful citizen engagement, effective participation cannot be
achieved with minimal budget allocations

. Work toward the institutionalization of citizen science at healthcare planning and
policy levels, ensuring it is treated as a legitimate and valued research methodology

Taken together, these recommendations articulate a clear and consistent vision from the
stakeholder community. The RIECS-Concept project will take all of these points into
consideration in its ongoing conceptualization work, so that the priorities voiced by
participants directly inform the design, governance, and services of the future
pan-European research infrastructure for citizen science in health.
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