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In this article, Kealey et /. conducted a narrative review
of clinical registries in upper tract urothelial carcinoma
(UTUC) (1). Their analysis highlighted a rise in UTUC-
specific registries over the past five years, resulting in more
detailed and comprehensive data analyses. These registries
are the result of collaborative efforts within the urologic
oncology community to bolster research efforts in rare
diseases such as UTUC. This comprehensive narrative
review succinctly discusses strengths, limitations, and future
directions of registries in UTUC.

Clinical registries are databases that collect and store
standardized data on patients with specific medical
conditions. These registries are designed to provide a
comprehensive and ongoing view of patient outcomes and
can be used to improve clinical care, facilitate research, and
inform policy decisions. UTUC is a relatively rare disease,
accounting for only about 5% to 10% of all urothelial
cancers (2). This means that there are fewer patients
available for clinical studies making it difficult to conduct
large-scale trials.

Clinical registries will play an important role in
advancing our understanding of UTUC by providing a
comprehensive view of the disease and its management.
They will help identify gaps in knowledge and areas for
further research, ultimately leading to standardization
of care and improve patient outcomes. For example,

international registry collaboration such as the Global
Society of Rare Genitourinary Tumors (GSRGT) (3)
allow for discussion about treatment controversies
while increasing clinical research in rare genitourinary
malignancies.

When interpreting research from clinical registries, it
should be noted that registries have several limitations.
First, there is an inherent selection bias. Patients included in
registries may not be representative of the general UTUC
population. This will limit the generalizability of the study
findings. Second, it is not uncommon to have missing data
on certain variables in these registries. This may result
in suboptimal analyses. Third, registries may not have
standardization of how data are collected across different
sites. This could make it less consistent and challenging to
interpret data.

Nevertheless, clinical registries have gained recognition
and yielded promising research indicating they will continue
to play a crucial role in enhancing our comprehension of
rare diseases (4). By promoting international collaboration,
registry data will become more representative and assist in
developing appropriate management for patients worldwide.
We strongly advocate for further International cooperation
to help homogenize data and treatment across different
parts of the world with goals of improving care for patients
with rare tumors such as UTUC.
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