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PROgress Tracker Breast Cancer Registry: A Breast Cancer Canada initiative.
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baclkground:

Significant gaps exist in the collection of real-world evidence and validated
patient-reported outcome measures (PROMs) data from Individuals with
breast cancer. Variations in treatment and surveillance care across
regional jurisdictions present knowledge gaps across diverse populations
which remain difficult to study. The PROgress Tracker Breast Cancer
Registry, a large, prospective Canadian patient-reported outcomes cohort
study aims to identify care gaps through the lived patient experience to
inform patient-centered care and new research directions.
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Environmental Factors
(Healthcare treatment & utilization)

Life Course:
Longitudinal PROMs every 3 months, for up to 10 years

Methods:

PROgress Tracker is a real-world, longitudinal, non-interventioal

PROMs registry directed by Breast Cancer Canada, a registered non-
profit patient-led organization, and data managed by University of
Calgary’s POET program. Launched in October 2023, this registry aims to
enroll up to 50,000 adult Canadian participants with a histologic diagnosis
of in-situ or invasive breast cancer (stage 0 through V) within 10 years. A
volunteer-led peer-to-peer support model, based in regional and provincial
hubs across Canada, facilitates participant recruitment, engagement, and
retention. Individuals who self-identity for study inclusion provide
informed consent, demographic and socioeconomic profile, and clinical
inclusion provide informed consent, demographic and socioeconomic

2024 ASCO

ANNUAL MEETING

ASCO Annual General Meeting 2024; e-abstract e23018

profile, and clinical information on their breast cancer diagnosis. Every
three months (and up to 10 years) a bilingual digital platform to reduce
barriers to access is used to provide all PROgress Tracker participants 8
validated PROMs to capture evolving measures of selt-efficacy for wellbe-
ing, symptoms and overall global functioning. Based on treatment, up to
10 additional PROMSs to assess the immediate adverse effects and
long-term impacts of treatment are collected. PROgress Tracker has the
additional capacity to link to external ethics-approved studies to
investigate clinical outcome and healthcare utilization metrics for

participants consenting to additional studies.
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TREATMENT-SPECIFIC PROMs

Every 3 months: treatments received, post-diagnosis
pregnancies, menopausal status, cancer recurrence/metastatic
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DEMOGRAPHICS

Province of residence, education,
employment/financial status,
caregiving roles and ethnicity

GLOBAL FUNCTIONING PROMs

Overall functioning: physical functioning, symptoms,
social & emotional coping/support, financial &
employment impacts, anxiety, depression, insomnia,
fatigue, medication management, self-efficacy, sexuality

conclusion:

PROgress Tracker represents Canada’s first national PROMSs breast cancer
registry. Its unique design and implementation by a patient-led research
organization helps fill gaps in current knowledge through longitudinal
follow up of patients prior to, during, and after cancer care, and from the
time from diagnosis through active treatment, long-term survivorship,
and/or palliative care. The PROgress Tracker Registry will comprehensively
gather the validated real-world data information rarely collected in in the
traditional clinical or trial-based research setting using a novel self-enroll
design and digital process. Such information is crucial to support
evidence-based decision making to inform patient-centered healthcare
change. This enables comparison across Canadian jurisdictions, is scalable
to other jurisdictions around the world and additionally explores the utility
of electronic PROMs data capture within a diverse patient population.
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