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Background
Sarcomas belong to the rare diseases and its
management requires a transdisciplinary approach of
several disciplines. Overall progress has been rather
slow mainly because each single discipline assesses
their own data. The French sarcoma network has
shown the power of a registry to define new treatment
approaches. Further, Switzerland will inaugurate a new
law in 2021 on assessing the quality in medicine.
However, to be able to report on quality, the capacity
of assessing real-world data is a prerequisite, as well as
to have a common source of definition on the quality
indicators of sarcoma work-up (QI).
Methods
The Swiss Sarcoma Network (SSN) created a real-world
data platform (www.adjumed.net) by combining the
management of the weekly sarcomaboard with the
sarcoma registry. This platform allows the collection of
patient data, the analysis of each parameter in every
possible combination, as well as the validation through
patient reported outcomes. The SSN has inaugurated
an international advisory board of world renowned
sarcoma experts, among others to define 18 QI’s. These
18 QI’s were then programmed into the digital
platform such that they can be instantly assessed in
real-time. Starting in 2020, the data have been
assessed prospectively.
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Discussion
Our efforts involving numerous institutions
throughout Switzerland using a digital platform
(2), to create a real-world data base registry (1)
allow now to assess the demographics (3) of all
sarcomaboard
presentations
and
patients
including all disciplines and decisions instantly in
real time. A versatile analysis of all combinations
of demographic data as well as QI’s (4) allow the
definition of outcome and quality parameters.
Benchmarking among involved institutions, as well
as on the international level becomes possible.
Further, our efforts prove that the definition of
QI’s is possible and that these efforts need to be
extended for each single discipline possibly
throughout the geography. In a next step,
PROMS/PROVEs will be included.
Conclusion
Such real-world data registry with the capacity to
report on QI’s paves the way to create a novel
ecosystem for sarcoma patient care in the future.

