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Personalised prevention definition

Personalised prevention has been defined as aiming to “prevent the
onset, progression and recurrence of disease through the adoption

of targeted interventions that consider the biological individual
information (e.g., genetics, demographics, health condition),
environmental and behavioural characteristics, the socio-economicf:
and cultural context of individuals” ’

Personalised prevention can only succeed if the public and patients
are genuinely engaged. Engagement means being well informed,
consulted, and where possible given a real say in decisions about
research, care, and policy/governance. This factsheet explains what
personalised prevention looks like in practice, what engagement
actually means, and how the public and patients can be involved
across the research, care, and governance domains.

Why engagement matters? __

Chronic conditions already affect about one third of adult EU the
public and contribute to roughly 900,000 premature deaths in EU
countries each year. As personalised prevention increasingly draws
on DNA/genomic and other biological information, the public and
patients need to be active partners, not passive recipients, in
shaping how this information is collected and used. This means that
they must be systematically and meaningfully engaged in the
planning, delivery, and evaluation of personalised prevention
practices.




Three domains of engagement

Engagement can be explored across various domains relevant for
personalised prevention: benefiting from or contributing to
research, being involved in decision making regarding one’s health,
having adequate knowledge, and responsible governance.

Engagement in personalised prevention can be explored across
three interconnected domains:

o
Research Care

How can the public be best educated
How can the public best be involved

de wered in the Care domain?
in the Research domain? b sl A

Governance

How can the public best be irvolved in the governance of research and
care and ensure diverse representation?

Fig 1. Domains of Research, Care and Governance in Personalised Prevention

Research: involving patients and the public as contributors to
research, from shaping research questions to disseminating
results.

Care: increasing patients' and the public active participation in
healthcare decisions that reflect their values and preferences.

Governance: involving the public and patients in policy
development, guideline formulation, and organisational decision
making.




Levels of engagement .|||

Engagement can range from simply receiving information to having
real decision-making power. Various levels are commonly
distinguished, which we grouped into three levels:
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Fig 2. Spectrum of engagement and empowerment of patients and the public. Adapted
model based on IAP2 and Shimmin




A 2024 European scoping review of 23 engagement practices found
that most engagement activities in personalised prevention (78%) sit
at the consultation level, mainly using surveys and interviews. Only a
small minority reached the involvement or collaboration, or patient
or public directed levels, meaning the public and patients are mostly
being asked for input rather than sharing decision-making.

What engagement means in practice:
examples by domain

The examples below are drawn from documented engagement
practices across Europe, showing concrete ways the public and
patients have been, and can be, engaged.

(M Research domain: patients and the public contribute to shaping
research questions, study design, and dissemination of findings,
rather than only being study subjects.

Examples:

e A patient committee was formed in a translational oncology
research programme, giving patient representatives a full role
in programme development and in communicating findings to
the public (involvement/collaboration).

e The public co-created a digital the public science game to help
map the genome of cancer cell lines, acting on public feedback
throughout design and testing (patient/public-directed).

 Key takeaway: invite patient representatives onto research
advisory boards from the start, give them input into research
priorities, and offer fair compensation for their time and
expertise.




@» care domain: patients are actively involved in decisions about
their own diagnosis, screening, and treatment, and their
experiences shape how care is organised.

Examples:

e Patients with colorectal cancer were interviewed about how
information on genetic testing should be communicated before
chemotherapy, directly informing how clinicians explain testing
to future patients (consultation).

e Women at risk of breast cancer were offered an online decision
aid with an optional telephone helpline to support
understanding of their personalised risk and screening options
(involvement/collaboration).

o Key takeaway: offer multiple channels, such as in person,
written, digital, and helpline support, for explaining genetic and
risk information in plain language, tailored to age and health
literacy.

(> Governance domain: patients and the public participate in
shaping policy, guidelines, and organisational decisions about
how personalised prevention is implemented.

Example:

e A cancer alliance worked with a cancer patients' organisation to
ensure a two-way exchange of information between patients
and research institutes, shaping cost effective, patient relevant
information processes (involvement/collaboration).

o Key takeaway: create structures, such as patient and the
public advisory panels at national or regional level, with a clear
mandate, follow up reporting, and visible influence on final

policy.




The current picture in Europe

e Most engagement practices in the field of personalised
prevention identified in Europe between 2015 and 2023
focused on patients (44%) rather than the wider public
(35%).

e 78% of practices concerned (hereditary) cancer; almost
none addressed neurodegenerative disorders, despite their
relevance.

e 61% of practices were found in the care domain, followed
by research; governance was the least represented domain.

e Evaluation and follow up on how feedback is used were
frequently missing, making it hard to judge whether
engagement led to real improvement.

What patients and the public advocates
want?

A 2025 qualitative study interviewed 29 patients and the public
advocates from 16 European countries about what better
engagement in personalised prevention should look like with
support from patient and the public organisations. Their views
clustered into three recurring themes, found across the research,
care, and governance domains:

Information and communication

e Health information should be clear, accessible, and tailored
to people's level of understanding and life experience.

e Patients want to be involved from the start of research, not
only consulted after key decisions are made.

e Communication about genetic test results is often felt to be
too complex or insufficient.




Representation and inclusivity
Research and policy must reflect diverse populations,
including marginalised and underrepresented groups.
Community based approaches and trusted local networks
help reach people that traditional healthcare channels miss.
Holistic care should integrate emotional, mental, and social
wellbeing alongside physical health.

Ethical and regulatory considerations
Strong concerns were raised about data privacy and how
genetic or health data might be used by insurers or private
companies.
Patient and the public want fair compensation for their time
and contribution to design of research.
There is concern that personalised prevention could shift
healthcare from solidarity-based care toward individual risk
assessment, raising equity questions, including the
affordability of preventive devices and tests.




Research Domain - Points to consider

*Promote Accessible Communication: Ensure that all research materials are written in clear
lay language to enhance public understanding.

*Create Dedicated Discussion Platforms: Establish forums where patients and public can
engage in proactive discussions about research topics and their implications.

*Incorporate Community Feedback: Actively involve the public and patients in the research
design process, particularly in identifying relevant research questions, priorities, and outcomes
that address their needs,

*Focus on Equity in Research: Encourage participation in research also for individuals and
communities that may be difficult to reach. or hitherto not included in research.

Care Domain - Points to consider

*Improve Knowledge Dissemination: Ensure patients receive comprehensive information
about how personalised prevention and genetic testing can impact their healthcare, using
tailored communication strategies for different groups.

=Simplify and Tailor Medical Communication: Encourage healthcare professionals to
provide clear, straightforward explanations and to support patient advocates in conveying
complex medical information accurately. Tailor communication to address diverse cultural,
linguistic, and socio-economic groups by adapting health messages to resonate with various
demographics and individual preferences.

*Integrate Mental Health Support: Emphasise the importance of integrated care by providing
mental health resources to help patients cope with psychological challenges.

*Promote Integrated Care Models: Develop frameworks that balance individual health data
with broader environmental and cultural factors to enhance the effectiveness of personalised
prevention efforts.

*Strengthen Data Access and Security: Ensure patients have access to their medical records,
fostering informed participation in their care.

Governance Domain - Points to consider

* Embed Patient and Public Participation: Ensure patient and the public voices are integral in
shaping personalised health policies to enhance preventive strategies through regular forums
for patient advocates to engage in discussions on personalised prevention and predictive health
models.

«Offer Evidence-Based Information: Provide and disseminate accessible, accurate, evidence-
based information to the public in personalised prevention through a high-level platform with
quality evidence-based information.

* Address the High Cost of Preventive Devices: e.g. Through public-private partnerships and
government interventions, and effective use of essential resources to promote equitable access
to personalised prevention technologies.

*Strengthen Data Protection and Regulation: Implement regulatory frameworks that protect
personal data, addressing concerns about data use by insurance providers.

Table 1: Points to consider when engaging the public and patients in personalised
prevention across Research, Care and Governance




Key takeaways for better engagement

Move beyond one way consultation toward genuine
collaboration and shared decision-making wherever feasible.
Invest in plain language, multi-channel communication tailored
to different ages, literacy levels, and disease groups.

Build in explicit evaluation and feedback loops (e.g. defined
indicators, regular reporting, and visible examples of changes
made) so it becomes possible to assess the impact of
engagement activities on care quality, and so the public and
patients can see how their input has been used and translated
into improvements.

Engage the wider public, not only existing patients, especially
around prevention, data sharing, and governance.

Address equity directly: ensure inclusive participation and
affordable access to preventive technologies.
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