CONCEPT
Engagement

K Trusted Health Ecosystems

Concept for a national platform strategy

In the “Trusted Health Ecosystems” project we are creating a concept and
a product vision for a national health platform of the future. This text is part of
the overall concept which is published at www.trusted-health-ecosystems.org.

Shaping the future
of digital healthcare

Achieving a sustainable digital transformation in healthcare requires more than
technical innovation - it calls for interdisciplinary thinking and meaningful

user engagement. As patients navigate an expanding landscape of digital

services, treatment options, and sources of health information, they gain new
opportunities to play a more active role in their care. To harness this potential
and strengthen patient-centered approaches, a national health platform can serve
as a trusted, centralized point of access. Its success, however, hinges on involving
users early and often in the design process. The future of digital healthcare
requires collaboration. The following article outlines key considerations for
embedding user participation into the development of a national health platform.

A shared digital vision

National legislation - including the Digital Act (DigiG), the Health Data Use Act
(GNDG), and the Federal Ministry of Health'’s digital strategy - is helping facilitate
the digital transformation of healthcare in Germany. Milestones such as the rollout
of the electronic health record (ePA), the introduction of e-prescriptions, and new
frameworks for leveraging health data under the GNDG mark critical progress.

At the European level, the European Health Data Space (EHDS) is also generating
momentum, aiming to strengthen health data use and facilitate cross-border care.

Patients - and all who engage with the health system - are at the center of these
developments. This focus is essential. As digital tools and biotechnologies evolve,
users are navigating an increasingly complex health ecosystem, characterized by

a growing number of treatment and communication options, information sources
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and stakeholders. Global tech companies are also entering the health sector with
user-friendly digital platforms, amplifying both the volume of choices and the
burden of individual decision-making and responsibility (BMG 2023; BMG 2024).

The Trusted Health Ecosystems platform strategy complements national and
international digitalization efforts. By curating and integrating trusted sources of
information and services, it aims to strengthen health literacy and empower users
to make informed decisions and participate more actively in their care (see Our
concept - Bertelsmann THE). At the same time, it seeks to create a digital space
built on trust - ensuring data protection, privacy, and user autonomy, while foster-
ing data solidarity to improve population health outcomes.

A key to meaningful digital transformation in
healthcare: Engaging users

User engagement is essential to ensuring that a national health platform responds
to real-world needs. Thoughtfully involving users from the outset helps align digital
solutions with the expectations and priorities of those they are designed to serve.

When platforms are developed with a user-centered approach, they are more
likely to gain trust, improve satisfaction, and see broader uptake - all of which can
support better health outcomes over time (Fischer 2020; Hochmuth et al. 2020).

Numerous initiatives and participatory approaches in research and development
are helping to formalize and strengthen user involvement. Regardless of the
specific context, one principle holds across the board: meaningful collaboration
between developers, healthcare providers, and patients is vital to success.

Participatory approaches to developing a national
health platform

Effectively involving users in the development of a national health platform
requires drawing on a range of participatory research and design approaches.
These methods can be combined in complementary ways to strengthen user
engagement and ensure that the platform reflects the needs and expectations
of the people it is meant to serve.

One prominent international initiative is the International Collaboration for Partic-
ipatory Health Research (ICPHR), which works to promote and advance participa-
tory health research. Its German-speaking network, PartNet, offers a space for
exchange among researchers, practitioners and members of the public, while also
supporting the development and dissemination of participatory research methods.


https://trusted-health-ecosystems.org/unser-konzept-in-der-gesamtschau/
https://trusted-health-ecosystems.org/unser-konzept-in-der-gesamtschau/
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In Germany, the Federal Ministry of Education and Research (BMBF) has
developed a digitalization strategy aimed at fostering dialogue between science
and society. A central focus is on involving citizens more actively in research
processes. The BMBF's research program “Innovation Through Collaboration”
further supports participatory approaches in innovation, funding projects that
bring together diverse stakeholders to co-develop solutions to pressing societal
challenges (BMBF 2023).

In the research context, patient and public involvement (PPI) plays an increasingly
important role. This approach engages patients, caregivers and the wider public
throughout the entire research process - from setting priorities and planning
studies to conducting research and sharing results.

Participatory health research (PHR) takes this model further by treating affected
individuals as equal partners in the research process. The goal is to bridge the gap
between science and practice, ensuring that research findings are directly trans-
lated into improvements in care and health outcomes.

Community-based participatory research (CBPR) follows a similar ethos, empha-
sizing equal partnership between researchers and community members. This
approach is especially valuable for addressing the needs of specific populations -
such as marginalized ethnic groups or communities facing health inequities -

by co-creating solutions grounded in local knowledge and lived experience.

Citizen science also provides meaningful opportunities for public participation in
scientific work. In the health context, this might involve individuals contributing to
research by collecting or sharing their own health data, often via smartphone apps
or digital tools (NIHR; Wright et al. 2021).

In the field of design, participatory methods offer additional avenues for engage-
ment. Human-centered design (HCD) and user-centered design (UCD) place users
at the core of the development process, incorporating their needs, preferences
and behaviors into the creation of digital health solutions. These iterative methods
engage users throughout the design cycle.

Co-creation and co-design go a step further, inviting users to work side by side
with developers as equal partners across all phases of development. This collab-
orative approach can yield more innovative solutions that reflect the insights and
experiences of all stakeholders.

Integrating these research and design approaches can lead to a more robust,
inclusive process for developing digital health interventions, systems and services.
Even if a national health platform is not a traditional research endeavor, drawing
on participatory methods can help ensure it is grounded in the realities of those
who use it - and better equipped to serve them.
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= Participatory health research (PGF/PHR): This approach views research
as a collaborative process among scientists, practitioners and individuals
directly affected. The aim is to generate new knowledge and promote both
health and equity through shared decision-making, with all participants
actively and equally engaged throughout the research process.

= Community-based participatory research (CBPR): CBPR involves communi-
ties as equal partners in the research process. It integrates knowledge and
action to drive social change and reduce health disparities - particularly
those linked to social, economic or environmental determinants of health.

= Citizen science: Citizen science enables members of the public to take an
active role in research - for example, by collecting, analyzing or interpreting
data. The goal is to expand public engagement in the research enterprise.

= Human-centered design (HCD) and user-centered design (UCD): These
design methodologies place users’ needs, preferences, and behaviors at
the forefront of the development process. The objective is to create digital
health tools and services that are intuitive, relevant and easy to use.

= Co-creation oder Co-design: In co-creation and co-design, users and
developers work together as equal partners across all phases of the devel-
opment process. By incorporating diverse perspectives, these approaches
aim to deliver more innovative and responsive solutions.

Recommendations for engaging users in the design
of a national health platform

In a national health platform based on the vision of Trusted Health Ecosystems,
patients are at the center. This involves a highly diverse group whose variety must
be taken into account. It is particularly important to actively include vulnerable
groups (e.g., with regard to language and literacy accessibility, and the prevention
of a digital health divide). To ensure the platform reflects users’ needs, expecta-
tions and acceptance criteria, engagement formats should be employed - such as
surveys, interviews, focus groups, and workshops, conducted in person and online.

Importantly, the choice of methods should itself be informed by user input,

to encourage broad participation and uphold the principle of shared ownership
throughout the process. Development should follow an iterative model, with users
involved in regular testing and their feedback continuously informing the design.

Patient involvement should be viewed not only as an ethical obligation but as
a strategic necessity - essential to building a platform that is truly responsive and
widely adopted.

What follows is an outline of key steps for a participatory development process
aimed at creating a sustainable and equitable national health platform (OECD 2022).
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Key steps for planning and implementing participatory development

Selecting a participatory approach

Choose the participatory model; define the level of user involvement

y

Needs assessment and target group insights

Clarify the problem, define goals Identify relevant target
and intended outcomes for each groups; be mindful of diversity
development phase and inclusion.

b

Identifying and recruiting participants
Engage key stakeholders from research, clinical practice, technology development and patient
advocacy. Recruit participants strategically, guided by a targeted communication plan

b

Defining the communication strategy

Reduce barriers Ensure transparent Create dedicated
to participation communication of channels for sharing updates
project goals, progress and communicating scientific
and outcomes content

i

Select participation methods

Compare participation Select appropriate Promote low-threshold
formats methods and tools for each participation options and
development phase and goal access points

y

Implementing the participation process

Implement the project Incorporate iterative Embed participatory
with ongoing integration of cycles of testing and decision-making throughout
stakeholder input refinement the process

y

Sustaining long-term development
Build structured, continuous feedback mechanisms

K Trusted Health Ecosystems
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Challenges and strategic responses

Building a national digital health platform involves a host of challenges that extend
well beyond technical implementation. Safeguarding data privacy and security
must be paramount to earn and maintain user trust. At the same time, standards
for informed consent must be upheld, and ethical considerations thoughtfully
addressed. This requires close coordination among developers, legal experts, and
ethicists to ensure that digital solutions meet both legal and normative standards.

Interoperability across existing systems and the integration of emerging tech-
nologies - such as artificial intelligence and big data - are critical success factors.
Digital solutions must align with current infrastructures to be effective and
capable of improving care delivery.

For digital tools to be widely adopted, social and digital access barriers must

be actively reduced. A range of educational and support initiatives is needed

to help the public - including patients - navigate and use new technologies with
confidence.

The goal is to prevent the emergence of a digital health divide. Participatory
processes can help ensure that the needs of diverse, and particularly vulnerable,
groups are reflected in platform development. This includes addressing technical
accessibility (e.g., compatibility with screen readers) and language access (e.g.,
plain language, multilingual interfaces) as part of a broader commitment to inclu-
sivity. Enhancing digital literacy through targeted education and outreach can
empower users to actively engage with the evolving digital health ecosystem.
Achieving this will require sustained collaboration among educational institutions,
healthcare providers and technology developers.

Conclusion

The digital transformation of healthcare is not just a technical challenge - it is a
collective societal responsibility. Its long-term success hinges on the meaningful
engagement of users. To that end, all stakeholders - policymakers, healthcare pro-
viders, developers, digital solution providers, and the research community - must
take an active role in involving patients throughout the design processes. Placing
the needs and preferences of users at the center of digital health initiatives is
essential to building a truly patient-centered system.

Only through sustained collaboration and a shared commitment to prioritizing
patients can we ensure that digital healthcare is not only efficient, but also
equitable, transparent and inclusive.
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