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Introduction

The purpose of the workshop "How to set-up a health data sharing initiative?" - organized by
UHasselt's Biomedical Data Sciences research group - was to explore and define the pathways for
setting up effective health data sharing initiatives, particularly focusing on the use of real-world
data (RWD) and federated learning systems. 

Participants from diverse backgrounds, including general practitioners, oncologists, data engineers,
and IT professionals participated in the workshop, ensuring a broad range of expertise. The list of
participants is provided in the annex of this document. This report captures the key takeaways
from the workshop, offering a guide for similar future initiatives.

30 health data enthusiasts participated in this workshop - #DataSavesLives
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1. Stakeholder needs: How to engage different stakeholders and craft value propositions

Patients: Prioritize engaging patient organizations to understand their needs for enhancing
health and wellbeing outcomes. Emphasize education about data use to facilitate informed
engagement, ensuring patients are aware of how their data will be utilized and the benefits it
can bring. Additionally, recognize that some initiatives may involve data from the general
public rather than just patients. A data-sharing initiative can provide value beyond learning
about treatment outcomes, offering insights into broader health trends and contributing to
public health improvements.

Healthcare organizations: Focus on benefits like operational efficiency, adoption of value-
based healthcare models, and opportunities for increased funding and exposure to innovative
practices.

Industry: Aim for transformative health solutions through partnerships that ensure mutual
benefits such as process optimization and strategic alignments.

Data holders: Highlight benefits like increased visibility, improved data quality, opportunities
for publishing findings, and access to broader resources.

Academia: Offer incentives such as publication opportunities, financial support, enhanced
networking, and access to a larger pool of data for research.

Key takeaways
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2. Recurrent key themes and challenges

How can we effectively integrate diverse data sources while maintaining data privacy and
quality?

What are the best practices for ensuring scalability and interoperability in health data
initiatives?

How can AI and machine learning be leveraged to improve health outcomes in the context of
these data sharing initiatives?



3. Do’s and Don’ts

Initiate with clear ideation and planning: Define the scope, mission, and vision clearly from the
beginning.

Develop a comprehensive data strategy: This should include data collection, quality
assessment, and enhancement strategies.

Maintain flexibility and adaptiveness: Use adaptive management strategies to respond to
changes and feedback throughout the project lifecycle.

Stakeholder engagement: Early and comprehensive engagement of stakeholders is vital.
Tailoring value propositions to meet the specific needs and expectations of different groups—
ranging from patients and healthcare organizations to industry partners and academia—is
essential for ensuring broad-based support and active participation.

Governance and leadership: Strong governance structures and decisive leadership are non-
negotiable aspects of managing complex health data initiatives. These elements are critical not
only in steering projects through their lifecycle but also in maintaining alignment with ethical
standards and regulatory requirements.

Infrastructure and integration: Investing in robust technological infrastructures that support
the scalability and integration of health data systems is recommended. Such infrastructures
must prioritize data quality and security to foster trust and reliability.

Continuous learning and adaptation: Adopting a mindset of continuous improvement and
learning from existing data sharing networks can enhance the effectiveness of new initiatives.
It is beneficial to integrate lessons learned from established frameworks to avoid common
pitfalls and accelerate progress.

Transparent communication and documentation: Maintaining clear, open lines of
communication with all stakeholders and ensuring thorough documentation of processes and
outcomes helps in managing expectations and reinforcing the collaborative nature of the
initiative.

Key takeaways
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3. Do’s and Don’ts

Underestimate the importance of governance: Strong, decisive leadership and governance
structures are crucial.

Over-promise on outcomes: Manage expectations realistically to maintain trust and
engagement.

Neglect legal and ethical considerations: Ensure thorough planning around legal and ethical
issues, which are often more crucial than technological aspects.

Rush the foundational phases: Take time in the ideation and planning phases to mitigate
challenges later on.

Ignore stakeholder diversity: Avoid conflicts by harmonizing value propositions to align with
the needs of all stakeholder groups.

Key takeaways
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Inspiring #DataSavesLives examples

The workshop was kick-started with a presentation of the mission and strategic activities of the
research group Biomedical Data Sciences team at UHasselt. Following this, an introductory
roundtable served as a platform for participants to share their motivations and current challenges
in the field of health data sharing. Several examples of initiatives demonstrate the potential of
collaborative health data sharing to enhance patient care, streamline research, and harness the
power of advanced technologies like AI and machine learning. 

More information about some of the initiatives that were mentioned during the roundtable
discussion: 

EHDEN (European Health Data & Evidence Network): EHDEN is committed to reducing the
time needed to provide answers in real-world health research by developing a federated
network at scale across Europe. By standardizing data sources to a common data model
(OMOP), EHDEN aims to significantly speed up the generation of reliable evidence. The
network currently includes 187 Data Partners in 29 countries, harmonizing over 850 million
anonymous health records. EHDEN also trains SMEs in data harmonization processes,
fostering a strong open science community.

DARWIN EU: The Data Analysis and Real World Interrogation Network (DARWIN EU)
provides the European Medicines Agency (EMA) and national authorities with real-world
evidence on the use, safety, and effectiveness of medicines. DARWIN EU supports regulatory
decision-making through a catalogue of observational data sources, high-quality real-world
data, and the execution of non-interventional studies. This initiative is a key component of the
EMA-HMA Big Data Steering Group work plan.

WiNGS (Widely Integrated NGS Platform): WiNGS is a federated, web-based platform that
simplifies the analysis of genome sequencing data while preserving patient privacy. It supports
the clinical use of Whole Genome Sequencing (WGS) by optimizing ICT requirements and
allowing anonymized analyses across client-hosted hubs. This platform is part of ELIXIR
Belgium, a research infrastructure that provides platforms and guidance for research data
management and reproducible data analysis, and offers domain specific services for Plant and
Biodiversity, Human health and COVID-19 research

Antwerp Health Harbour: Antwerp Health Harbour is a collaborative initiative aimed at
strengthening Antwerp as an innovative health cluster. On September 21, 2023, key partners
including the City of Antwerp, Netwerk Ziekenhuis aan de Stroom, Ziekenhuisnetwerk Helix,
University of Antwerp, and Eerstelijnszone Antwerpen signed an intention declaration to
develop a unique ecosystem in digital health. This collaboration focuses on utilizing big data for
health care prevention, sharing data and applications, and creating innovative health projects.
This partnership is expected to have a significant positive impact on health innovation in the
Antwerp region and beyond.
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https://drive.google.com/file/d/1uBjabxl7QKB2U4EWMyV9iifaDV3o_wa4/view?usp=sharing
https://www.ehden.eu/
https://www.ema.europa.eu/en/about-us/how-we-work/big-data/data-analysis-real-world-interrogation-network-darwin-eu
https://www.ema.europa.eu/en/homepage
https://wings.esat.kuleuven.be/
https://www.elixir-belgium.org/
https://www.elixir-belgium.org/
https://www.uantwerpen.be/nl/overuantwerpen/pers/persberichten-nieuws/2023/health-harbour/


Inspiring #DataSavesLives examples

OHDSI (Observational Health Data Sciences and Informatics): OHDSI is a multi-stakeholder,
interdisciplinary collaborative aimed at deriving value from health data through large-scale
analytics. It focuses on generating accurate, reproducible, and well-calibrated evidence to
promote better health decisions and care. OHDSI operates as an open-source initiative, with a
global network of researchers and observational health databases. The European OHDSI
community, led by the Erasmus University Medical Center, actively contributes to the
development of the OMOP-CDM and analytical tools. The Belgian OHDSI Node, formed from
the Belgian EHDEN community, aims to harmonize health data ecosystems in Belgium and
align with European standards, fostering an open-science and open-source approach to health
data research.

This round table revealed a keen interest in understanding the challenges of initiating health data
sharing projects, with emphasis on managing heterogeneous data sets and integrating them with
clinical research. In addition, the need for collaborative efforts and expertise across various
disciplines was a recurring theme. The roundtable underscored the importance of overcoming
existing challenges such as the complexity of setting up collaborative frameworks, data privacy
concerns, and technical hurdles in data integration and analysis to fully realize the benefits of
health data sharing. 
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Break-out sessions

Three parallel break-out sessions were introduced to tackle the following challenges:

Break-out 1: Engaging stakeholders and value propositions: This break-out focused on
identifying key stakeholders for health data initiatives and creating compelling value
propositions to engage them effectively.

Break-out 2: Identifying critical questions that need to be addressed when initiating health
data sharing initiatives: This break-out session aimed to pinpoint essential questions that
should be addressed as early as possible to ensure smooth execution of large-scale
collaborative efforts using health data.

Break-out 3: Sharing best practices and lessons learned: This session discussed best practices
and lessons learned (‘do’s and don’ts’) from existing initiatives. 
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Break-out 1: Engaging stakeholders and value proposition

This break-out session focused on meticulously identifying and prioritizing key stakeholders
essential to health data initiatives, highlighting the unique value each contributes. The
comprehensive list of stakeholders included patients, healthcare organizations, data holders,
industry, academia, and the general public, with particular emphasis on prioritizing based on
potential impact and level of involvement.

Patient organizations: Emphasized as crucial for directly voicing patient needs and priorities, this
group's value lies in enhancing health and wellbeing outcomes, advocating for patient-focused
initiatives, creating transparency, and fostering trust across healthcare ecosystems. Additionally,
educating patients about data use was identified as a vital component for informed engagement.

Enhanced health outcomes: By integrating patient data from diverse sources, healthcare
providers can tailor treatments more precisely to individual needs, leading to better health
outcomes. For example, patient registries for rare diseases can use shared data to identify
effective treatment protocols faster.

Advocacy and prioritization: Patient organizations gain a stronger platform to influence which
patient groups should be prioritized for research and funding. For instance, cancer patient
organizations can lobby for more focused research on less common but deadly forms of
cancer, ensuring these groups are not overlooked.

Transparency and trust: Initiatives that include patient organizations in the decision-making
process foster greater transparency. For example, involving patients in the design and
governance of health data platforms can increase their trust in how their data is used.

Educational outreach: Educating patients about the benefits and use of their data can enhance
engagement and informed consent. Campaigns and workshops can be conducted to explain
how data sharing leads to better healthcare services.
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Break-out 1: Engaging stakeholders and value proposition

Healthcare organizations: Discussions highlighted the benefits of helping these organizations
streamline operations, adopt value-based healthcare models, and utilize benchmarking tools to
improve service delivery. Also noted were advantages such as increased funding opportunities and
exposure to innovative practices.

Streamlined operations: Sharing data can help healthcare organizations streamline their
processes. For example, interoperable electronic health records (EHRs) reduce redundant tests
and procedures, saving time and resources.

Innovative practices: Access to a wider pool of data allows these organizations to adopt
innovative practices more quickly. For example, data from different hospitals can be analyzed
to identify best practices in patient care.

Value-based healthcare: Implementing value-based healthcare models becomes more feasible
with comprehensive data. For instance, hospitals can track patient outcomes and costs more
accurately, helping them transition from fee-for-service to value-based care.

Increased funding opportunities: Collaborative data initiatives often attract funding from
various sources, including government grants and private investors. Healthcare organizations
can benefit from these additional funds to enhance their services.

Benchmarking tools: Data sharing enables healthcare organizations to benchmark their
performance against peers, identifying areas for improvement and setting realistic targets.

Industry: The session clarified that while industry partners seek access to data, the ultimate goal
should be transformative health solutions, not merely data access. Partnerships, like those with the
EHDEN foundation, underscore the necessity for mutual benefits such as process optimization and
strategic alignments in healthcare innovations.

Access to high-quality data: Industries can access extensive and high-quality datasets, which
are essential for research and development. For example, pharmaceutical companies can use
shared clinical data to expedite drug discovery and development.

Market expansion: By leveraging shared data, companies can identify unmet needs and
develop new products, thereby increasing their market share. For example, a company might
discover a need for a new type of insulin pump through patient data.

Business process optimization: Shared data can streamline business processes, such as supply
chain management and product development cycles, making operations more efficient.

Strategic alliances: Partnerships within data sharing networks, like those facilitated by EHDEN,
can lead to strategic alliances that promote innovation and market growth.
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Break-out 1: Engaging stakeholders and value proposition

Data holders: Benefits for data holders in participating in health data networks include increased
visibility, enhanced data quality through collaborative learning, opportunities for publishing
findings, and access to broader resources like funding and advanced analytical tools.

Increased visibility: By contributing to large data networks, data holders can increase their
visibility in the research community and beyond. For example, a hospital that shares its data
with a national health database can attract more research collaborations.

Enhanced data quality: Collaborative learning and shared standards improve the quality of
data. For instance, consistent data entry protocols across institutions can reduce errors and
improve the reliability of research findings.

Opportunities for publication: Participation in data networks often leads to new research
findings and increased opportunities for publication in prestigious journals.

Access to resources: Data holders can gain access to broader resources, including advanced
analytical tools and additional funding, facilitating more comprehensive research projects.
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Break-out 1: Engaging stakeholders and value proposition

Academia: For academic institutions, the primary incentives include publication opportunities,
financial support, enhanced networking, and access to a larger pool of data for research purposes.
Educational opportunities both in teaching and learning were also emphasized as key motivators.

Publication opportunities: Access to a larger pool of data enhances the scope and impact of
academic research, leading to more publications in high-impact journals. This is particularly
significant when utilizing naturally occurring, real-life data, which is often not feasible to
collect and finance within the typical timeframe of a research project.

Funding support: Collaborative projects often attract funding from a variety of sources,
including governmental and private sector grants. The translational nature of the research
questions addressed through health data initiatives aligns well with the priorities of many
funding bodies, increasing the likelihood of securing grants.

Networking: Participation in health data networks fosters collaboration with other institutions
and researchers, broadening academic and professional networks. These initiatives promote
open science on two levels: facilitating the reuse of data and promoting team science while
ensuring compliance with regulations such as GDPR.

Access to data: Researchers gain access to diverse datasets, enabling more robust and
comprehensive studies. The ability to work with and reuse data collected in natural settings
without the need to invest in data collection themselves is a significant advantage, making the
research process more sustainable and cost-effective.

Educational opportunities: Health data sharing initiatives provide valuable teaching and
learning opportunities. For example, students can engage in real-world data analysis projects,
preparing them for future careers in data science and healthcare research. Additionally, lessons
learned and peer-to-peer knowledge leveraging initiatives can be launched, identifying
recurrent frameworks and the opportunity for setting up training programs within the
collaborative networks, adding significant value for academia.

Citizen science: Health data initiatives offer the opportunity to commit to citizen science by
including citizens throughout various steps of the research project. This approach is gaining
importance in competitive EU funding channels, promoting science for and by the people, and
enhancing the societal impact of academic research.

Critical discussion points included the challenge of engaging stakeholders without compromising
trust among the group. Achieving a harmonized value proposition that aligns with all stakeholder
groups is paramount to avoid conflicts and ensure broad-based buy-in. The session also
highlighted the dynamic nature of selling these value propositions, underscoring the importance of
adaptable engagement strategies and the pitfalls of over-promising on outcomes.
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Break-out 2: Identifying critical questions

This break-out session aimed to pinpoint essential questions that should be addressed as early as
possible to ensure smooth execution of large-scale collaborative efforts using health data. Key
questions to reflect upon include:

Defining the “why”: Clearly define why you want to set up a health data sharing initiative.
What is the question you want to answer through data-driven insights? What will be the
scientific, societal, and economic impacts?

Timing: What is the timeframe that is acceptable or desired to set up this initiative?

Defining measures of success: What does success look like at different levels, from basic to
amazing, and what might the concrete outcomes be?

Identifying overlap: Is anyone else doing a similar initiative? It might be better to join forces
rather than reinventing the wheel.

Data requirements: What data is needed, how much is required for statistical significance, and
where can it be found? Is there a metadata catalogue available, or is this part of the project?
What is the data quality, and what level of quality is required?

Financial and in-kind support: Identifying who will support the initiative financially and in-kind,
who owns the idea, and the types of infrastructure required. Who will pay, and what is the
expected return on investment?

Infrastructure needs: What infrastructure is needed? Do we need to involve third parties, or is
the infrastructure present at the data partners' respective sites?

End-user identification: Who is the end-user, who will read or use the results, and who will
support the outcome? Who will pay, and what is the expected return on investment?

Legal and ethical considerations: Emphasizing the need for robust planning around legal and
ethical elements, often deemed more crucial than technological aspects. Are there any
legal/ethical factors that should be considered? Who has the authority to make decisions?

Leadership and participation: Who is in charge and who is needed in the ideation phase? Are
all necessary parties present?

Expectation management: Set clear expectations about the outcomes and define high-level
processes required to get there.

Risk management: Maintain a risk log to identify and mitigate potential risks, e.g. how to
ensure transparency and keep the initiative up-to-date? Have you consulted with data
protection officers?
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Break-out 2: Identifying critical questions

Stakeholder collaboration: Define how stakeholders will work together, establish a
stakeholder management and communication strategy, and try to keep the momentum and
sense of unity within the multi-stakeholder consortium.

Technical design and business case: Develop a detailed technical design and business case,
considering maintenance and running costs, budget, timeline, personnel resources, and
infrastructure needs. Engage all stakeholders to reflect on their specific requirements.

Contracts and agreements: Determine the necessary contracts and agreements, ensuring
compliance with GDPR, ethical requirements, and other relevant legislation.

Planning and sustainability: Set go/no-go points agreed upon by all stakeholders, ensure long-
term sustainability, and develop a comprehensive communication plan throughout the project's
lifetime. How will you pitch to the broader community and other interested parties?
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Break-out 3: Sharing best practices and lessons learned

This session discussed best practices and lessons learned (‘do’s and don’ts’) from existing initiatives.
 

Phase 1: Ideation Phase 

During the ideation phase, there was a strong consensus that the focus should be on
expectation management. This included checking the availability of data and defining the
research questions the health data sharing initiative aims to answer. Building trust among
stakeholders was of utmost importance, along with engaging all necessary parties from the
beginning. This could be facilitated through organizing demos and sending newsletters to
communicate transparently. It was also emphasized that involving a data architect or a
representative of the execution team is crucial.

Key considerations also included ensuring the formation of a consortium with all key
stakeholders represented from the start, ensuring clear role definitions, and defining the
added value of the initiative in the ecosystem. Involving the legal department early on was
highlighted to manage collaboration agreements and governance documentation.
Developing use cases to demonstrate the initiative's value was also deemed important.

Phase 2: Towards Kick-off

To maintain momentum, organizing regular meetings and extending communication
strategies through widespread newsletters and social media campaigns were
recommended. Investing in change management trajectories was identified as essential for
successful implementation. Additionally, it was advised to start thinking about future steps
and decide whether to set up the initiative independently or collaborate with an existing
one based on current knowledge.

Leadership should be provided by a "friendly dictator" or ultimate orchestrator, ensuring a
clear project plan with defined deliverables and intermediate milestones. Meetings should
always conclude with results or a call-to-action, avoiding "waterhead-structures." It was
also emphasized not to strive for perfection but to view the process as a learning journey.
Clear responsibilities and feasibility assessments were crucial before initiating the project.
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Break-out 3: Sharing best practices and lessons learned

Phase 3: Data Collection

In the data collection phase, it was crucial to iterate on which data points or variables to
collect, distinguishing between required and optional ones. Clear communication of these
requirements to all partners was necessary. Flexibility in technical solutions and
engagement with different data teams were emphasized. Clear data definitions and
timelines for measurement were also critical.

Efforts should be made to avoid merging datasets with varying data quality. Benchmarking
and installing pass or fail metrics, along with providing feedback and improvement
recommendations to data sources, were important. Additionally, designing the database
and implementing pseudonymization strategies before starting data collection were
necessary steps.

Phase 4: Results Phase

In the results phase, it was important to co-create the aspired results with end-users in
mind. Documenting inclusion and exclusion criteria and starting with "low-hanging fruit" to
demonstrate value was advised. Leveraging lessons learned and applying the insights to
other departments could create added value. Results should be showcased and presented
in a way that end-users can understand, ensuring successful adoption.

Strategies to avoid overwhelming users with too many results were also discussed. The
architecture of tools and outputs should be adapted to meet end-user needs effectively.
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Break-out 3: Sharing best practices and lessons learned

Recurrent themes across all phases included:

Expectation Management: Starting with manageable goals, ensuring data availability from the
outset, and establishing a foundational level of trust among all stakeholders.

Communication Strategies: Keeping stakeholders engaged through regular updates,
newsletters, and demonstrations to ensure ongoing commitment and awareness.

Leadership and Governance: The need for strong, decisive leadership to drive the project,
sometimes requiring a firm hand to keep the project on track and focused.

Change management was identified as crucial for embedding the results within operational
settings, such as hospitals, and adapting to feedback and evolving project needs. The flexibility
in choosing the right technological environment (e.g., Azure, on-premises, Google) was also
discussed, emphasizing the need for adaptability in data management and usage. The session
further highlighted the importance of engaging end-users early in the design process,
especially in tools development like dashboards, to ensure the outputs are practical and meet
the users' needs effectively.

Engaging stakeholders without compromising trust among the group. Achieving a harmonized
value proposition that aligns with all stakeholder groups is paramount to avoid conflicts and
ensure broad-based buy-in. The session also highlighted the dynamic nature of selling these
value propositions, underscoring the importance of adaptable engagement strategies and the
pitfalls of over-promising on outcomes.
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