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Prostate cancer affects 1 in 8 lIrish men during
their lifetime, making it the most commonly
diagnosed cancer among men in Ireland.
Despite successful treatment in 90% of cases,
several debilitating long-term effects of
treatment significantly impact quality of life of
affected men, outcomes that remain
undocumented in routine incidence data. With
a second round of funding from the Movember
Foundation, the Irish Prostate Cancer
Outcomes Research (IPCOR) will bridge this
gap by collecting large-scale longitudinal
clinical data, biospecimens and quality-of-life
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Research staff at each site recruit men referred for prostate biopsy, collecting explicit
consent for each component of IPCOR, followed by data abstraction from medical
records. Automated worklists track participants via IPCOR IDs through diagnostic and
treatment milestones within the registry environment. Participating men complete digital
patient-reported outcome measures (PROMs) before starting treatment and annually
thereafter with additional supportive needs and financial toxicity assessment tools at the
6-month timepoint. Blood and urine samples are collected from men along with consent
for accessing their prostate tissue if available. Biospecimens are aliquoted and stored
anonymously for translational studies investigating prostate cancer biomarkers.
Processes for withdrawal, queries and data access are provided through the IPCOR
website. Participants receiving negative biopsy results are retained as a comparative
healthy cohort.
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The secure digital database connecting clinical data, PROMs, and a biorepository allows high-level insights and trend analysis on the local site
and national level, as well as regular follow-ups for biochemical recurrence and changes in quality of life over time. These outputs will be
regularly provided to site-level committees for quality improvement initiatives and national regulatory bodies to assess guideline adherence.

IPCOR also publishes annual reports and scientific articles answering research questions co-developed with patient representatives.
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This new phase of the IPCOR registry presents immense opportunities to improve
prostate cancer management through high quality locally generated evidence. The
IPCOR registry model is also transferable, with the potential for horizontal growth to
multiple sites through effective collaboration.
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