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Background: Rare Tumour Risk Syndromes (RTRS) are genetic conditions with high cancer risk. Surveillance and risk‑reduction strategies can improve outcomes, yet little is known about factors influencing patients’ uptake of RTRS care pathways. PREVENTABLE, an EU Horizon project, aims to assess the clinical, social, and financial impacts of RTRS care.
Objective: To identify barriers and enablers influencing patients’ uptake of RTRS care pathways.
Methods: A cross-cultural mixed‑methods study was conducted in Portugal, Spain, France, Germany, the Netherlands, and Norway. Step 1 involved an anonymous web-based survey (n=254), and step 2 involved six focus groups with RTRS patients (n=36). Both steps were guided by the Capability‑Opportunity‑Motivation‑Behaviour (COM-B) model. Survey data were analysed descriptively and inferentially, while qualitative data underwent thematic analysis. Qualitative and quantitative findings were triangulated for integrated interpretation.
Results: Preliminary findings suggest that psychological capability (5.1±0.8), social opportunity (4.6±1.1), and reflective motivation (4.4±0.9) were key determinants of patients’ uptake. Qualitative data reinforced these findings, with psychological capability (n=310; 36.5%) and reflective motivation (n=188; 22.1%) most frequently coded. Major barriers included limited knowledge (n=94; 41.6%) and fear of life changes associated with care options (n=86; 38.1%). Enablers included knowledge (n=115; 50.9%) and trust in clinicians (n=95; 42%). 
Conclusions: To optimize uptake, care pathways must address knowledge gaps, foster clinician trust and provide psychological support to mitigate emotional burden.
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