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Survey on the Sustainability of the JANE-2 Network of Expertise on Personalised Cancer Prevention

About JANE-2
JANE-2 is a European Joint Action co-funded by the European Union under the EU4Health Programme. It brings together public authorities, healthcare organisations, research institutions, patient representatives and other stakeholders from across Europe to establish seven Networks of Expertise in cancer. These networks are intended to strengthen cooperation, facilitate knowledge exchange and support the implementation of evidence-based approaches in areas where coordinated European action can provide added value.
Network of Expertise on Personalised Cancer Prevention
This survey concerns the Network of Expertise on Personalised Primary and Secondary Cancer Prevention. The Network is being developed within JANE-2 to support cooperation, knowledge exchange and implementation across European countries and regions. It aims to support Member States, regions, healthcare systems and stakeholders by providing shared knowledge, practical tools, implementation guidance, training, quality criteria, data and interoperability recommendations, and support for equitable and sustainable integration into health systems.
Personalised cancer prevention
Personalised cancer prevention refers to prevention and screening approaches that take into account individual and population-level risk factors, including clinical, genetic, behavioural, environmental, socio-economic and territorial determinants. In primary prevention, this may include risk-adapted prevention strategies, targeted lifestyle or vaccination interventions, risk assessment and referral pathways. In secondary prevention, it may include risk-based screening, genetic counselling, intensified surveillance, personalised follow-up and the use of data-driven tools to improve early detection.
Aim of the survey
The aim of this survey is to understand how personalised primary and secondary cancer prevention is currently funded, organised and implemented in each country or region, and to identify the main opportunities and barriers for the long-term sustainability of the Personalised Cancer Prevention Network of Expertise within JANE-2.
Estimated completion time: approximately 15-20 minutes, depending on the information available for your country or region.
Please underline or mark your chosen option.
Target respondents
This survey is addressed to key stakeholders involved in cancer prevention, healthcare funding, policy-making, public health, implementation, screening, primary care, genetics, oncology, research, patient advocacy and civil society.
Voluntary participation, anonymity and confidentiality
Participation in this survey is voluntary. The questionnaire is designed to collect responses anonymously and does not request your name, contact details or other directly identifiable personal information. It collects information about the country or region and the institution represented, together with responses concerning the organisation, implementation, funding and sustainability of personalised cancer prevention. Responses will be treated confidentially, analysed and reported in aggregated form, and used exclusively to support the development of the JANE-2 Network of Expertise on Personalised Primary and Secondary Cancer Prevention. Please do not include names, contact details or other information that could identify you or another person in the open-text fields.
Further information is available in the JANE-2 Privacy Policy.
Section 1. Respondent profile
1. Which country or region does your response refer to?

2. What type of organisation do you represent?
· Ministry of Health / national authority
· Regional health authority
· Public healthcare provider
· Hospital / cancer centre
· Primary care organisation
· Public health institution
· Screening programme
· Research institution
· Patient organisation / advocacy group
· Foundation / NGO
· Private healthcare provider
· Other
3. What is your main area of expertise or responsibility?
· Healthcare funding or financial planning
· Health policy
· Public health
· Cancer prevention
· Screening programmes
· Primary care
· Oncology
· Genetics / genetic counselling
· Health technology assessment
· Patient advocacy
· Research and innovation
· Other
4. Are you involved in decision-making, planning, funding or implementation of cancer prevention strategies in your country or region?
· Yes, directly
· Yes, indirectly
· No
· Not sure





















Section 2. Current organisation and implementation of personalised cancer prevention
5. Are personalised cancer prevention activities currently implemented in your country or region?
· Yes, at national level
· Yes, at regional level
· Yes, but only in specific centres or pilot projects
· No
· Not sure
6. Which areas of personalised cancer prevention are currently being implemented?
Select all that apply.
· Personalised primary prevention based on individual risk factors
· Risk-based cancer screening
· Genetic counselling for hereditary cancer risk
· Germline genetic testing
· High-risk surveillance programmes
· Lifestyle interventions targeted to risk groups
· Digital risk-assessment tools
· Personalised follow-up after abnormal screening results
· Other: 
7. Where is personalised cancer prevention mainly located within the healthcare system?
Select all that apply.
· Public health services
· Primary care
· Population-based screening programmes
· Hospital-based specialist services
· Oncology services
· Genetics / genetic counselling units
· Research projects
· Private healthcare sector
· Patient organisations or foundations
· Other:
8. Is there a defined patient pathway for individuals identified as being at increased risk of cancer?
· Yes, nationally defined
· Yes, regionally defined
· Yes, but only for certain cancers or risk groups
· No
· If YES, please specify:
9. Is there coordination between primary care, hospitals, public health institutions, screening programmes and research centres regarding personalised cancer prevention?
· Yes, formal coordination mechanisms exist
· Yes, but mainly informal
· Limited coordination
· No











Section 3. Funding and resource allocation
10. Are cancer prevention activities financially integrated into national or regional healthcare budgets in your country or region?
· Yes, fully integrated
· Partially integrated
· Mainly funded through temporary projects
· Mainly funded through research grants
· Mainly funded by private sources
· No dedicated funding
11. What are the main funding sources currently supporting personalised cancer prevention activities?
Select all that apply.
· National public healthcare budget
· Regional healthcare budget
· Public health budget
· EU funding
· Research grants
· Hospital or institutional funding
· Private healthcare providers
· Private insurance
· Foundations
· Patient organisations
· Industry funding
· Out-of-pocket payments by patients
· Other:
12. Are funding mechanisms different for primary and secondary cancer prevention?
· Yes
· No
· If YES, please explain briefly.
13. Are personalised primary and secondary prevention activities supported by stable public funding?
	Area
	Yes
	Partially
	No
	Not sure

	Personalised primary prevention, such as lifestyle counselling, risk assessment, vaccination or prevention in high-risk groups
	☐
	☐
	☐
	☐

	Personalised secondary prevention, such as risk-based screening, genetic testing, genetic counselling or intensified surveillance
	☐
	☐
	☐
	☐


14. What are the main financial barriers affecting the implementation and sustainability of personalised cancer prevention programmes?
Select all that apply.
· Lack of dedicated national budget
· Dependence on temporary project funding
· Limited evidence on cost-effectiveness
· High cost of genetic or molecular testing
· High cost of digital infrastructure
· Insufficient reimbursement mechanisms
· Fragmented funding between healthcare levels
· Regional inequalities in funding
· Lack of political commitment
· Competing healthcare priorities
· Other:
15. Is there institutional or governmental commitment to continue funding personalised cancer prevention beyond pilot phases or project-based funding?
· Yes, clearly defined
· Yes, but not yet operationalised
· Limited commitment
· No
· Not sure
16. What type of evidence would be most useful to justify long-term funding for personalised cancer prevention?
Select all that apply.
· Cost-effectiveness data
· Budget impact analysis
· Evidence of reduced cancer incidence
· Evidence of earlier diagnosis
· Evidence of improved screening efficiency
· Evidence of reduced unnecessary procedures
· Evidence of improved equity
· Patient-reported outcomes
· Implementation feasibility data
· Other:














Section 4. Implementation capacity, data and equity
17. Is there sufficient workforce and multidisciplinary capacity to implement personalised prevention strategies?
· Yes, nationally
· Yes, regionally
· Yes, but only in specific centres
· Partially
· No
18. Which workforce or training limitations affect implementation most strongly?
Select all that apply.
· Lack of primary care capacity
· Lack of genetic counsellors
· Lack of medical geneticists
· Lack of public health professionals
· Lack of oncology specialists
· Lack of screening programme staff
· Lack of data analysts or digital health professionals
· Lack of administrative support
· Lack of patient navigators
· Insufficient training for healthcare professionals
· Other:
19. Are digital infrastructures and interoperable data systems available to support personalised cancer prevention activities?
· Yes, widely available
· Partially available
· Available only in specific centres or regions
· No
20. Which digital tools would be most useful to support personalised cancer prevention?
Select all that apply.
· Risk-assessment tools
· Shared electronic health records
· Screening registries
· Cancer registries
· Genetic testing databases
· Clinical decision-support systems
· Patient invitation and recall systems
· Dashboards for monitoring indicators
· Telemedicine tools
· Other:
21. Are inequalities in access to cancer prevention resources identified across regions or populations in your country?
· Yes
· Partially
· No
If yes or partially, which groups are most at risk?
· Rural populations
· Low-income populations
· Migrants
· Older adults
· People with low health literacy
· People without access to digital tools
· People living far from specialised centres
· People relying on private payment
· Other:
22. Are there mechanisms to ensure equitable access to genetic counselling, genetic testing, high-risk surveillance or personalised screening?
· Yes
· Partially
· No
Please describe briefly.






















Before answering Section 5, how familiar are you with the concept and functioning of a Network of Expertise?
· Very familiar: I am directly involved in JANE-2 or in a similar network.
· Familiar: I understand its purpose and intended activities.
· Somewhat familiar: I have heard about Networks of Expertise but do not know how they operate in detail.
· Not familiar: this is the first time I have received information about this concept.
· Not sure.
For the purposes of this survey, a Network of Expertise is understood as a structured collaboration between organisations and professionals from different countries or regions. It supports knowledge exchange, the development of common tools and standards, training, implementation and quality improvement in a specific area of cancer prevention or care.















Section 5. Sustainability of the Network of Expertise
23. What would be the main added value of a Network of Expertise on Personalised Cancer Prevention for your country or region?
Select all that apply.
· Harmonisation of standards
· Support for evidence-based funding decisions
· Development of common clinical pathways
· Training of healthcare professionals
· Support for risk-stratification tools
· Quality assurance
· Economic evaluation
· Data sharing and interoperability
· Reduction of inequalities
· Cross-border collaboration
· I do not currently identify a clear added value
· Not enough information to assess
· Other:
24. Which activities of the Network of Expertise should be prioritised to ensure long-term sustainability?
Select all that apply.
· Development of common guidelines
· Health-economic evaluation
· Training and capacity building
· Support for implementation in primary care
· Support for screening programmes
· Development of risk-assessment tools
· Quality indicators and monitoring
· Stakeholder engagement
· Patient involvement
· Policy recommendations
· Not enough information to assess
· Other:
25. What type of funding model would be most appropriate to sustain the Network of Expertise beyond the project phase?
Select up to three options and indicate your preferred model.
· EU-level funding
· National public funding
· Regional public funding
· Joint national and regional funding
· Institutional co-funding by hospitals or cancer centres
· Research and innovation grants
· Public-private partnership
· Foundation or philanthropic funding
· Mixed funding model
· Not enough information to assess
· Other:
26. What are the main risks to the long-term sustainability of the Network of Expertise? Select all that apply.
· Lack of stable funding
· Lack of political commitment
· Limited integration into healthcare systems
· Limited involvement of primary care
· Insufficient workforce capacity
· Lack of cost-effectiveness evidence
· Fragmented governance
· Inequalities between regions or countries
· Limited patient involvement
· Dependence on temporary EU funding
· Other:
27. Which conditions would be required to support the long-term sustainability of the Network of Expertise? Select all that apply.
· Clear evidence of added value
· Alignment with national cancer plans
· A defined governance model
· Dedicated funding mechanisms
· Other
28. Please describe any existing initiatives, funding models, good practices, barriers or concerns in your country that should be considered before implementing or scaling a Network of Expertise on Personalised Cancer Prevention.



29. In your opinion, what are the three most important actions needed to ensure the financial and organisational sustainability of this Network of Expertise?
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