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Globally, collection and analysis of information on diseases and post-transplant courses of allogeneic
hematopoietic cell transplant (HCT) recipients have played important roles to the improvement of
therapeutic outcome of HCT. Recipient registries, typically referred to as outcome registries, are
organized systems that utilize observational study methods to collect uniform data to evaluate

specified outcomes for a particular disease, condition or exposure.

Efficient and high-quality data collection system is essential for HCT outcome registries. The
Japanese Data Center for Hematopoietic Cell Transplantation (JDCHCT) in collaboration with the
Japan Society for Hematopoietic Cell Transplantation (JSHCT) introduced Second Generation
Transplant Registry Unified Management Program (TRUMP2), a web-based program which will lead
to better quality of data and more efficient data management.

Data management process throughout observational research includes generating and defining
variables, defining study subjects and characteristics, and performing statistical analyses as designed.
Extreme care should be given to quality management of data manipulation and statistical analyses
throughout study process. We defined and introduced shared scripts to define variables according to
unified definition for quality control and improving efficiency of HCT registry studies.

The JSHCT formed Working Groups for HSCT research. The JDCHCT supports Working Group
activities, and also promotes collaborative studies with other research groups. We also collected
additional information for specific studies. Quality of life studies were also performed with
participation of more than 1,000 recipients. These activities to promote research contributed to
increased publications using TRUMP data in this field, more than 70 publications from 2014 to 2016.
Study proposal and approval process, study progress management process, and authorship guidelines
are organized and managed accordingly.

Linking clinical data with immunological and genetic information can provide important insights into
transplant biology. To build an infrastructure of DNA sample repository, we have completed DNA and
amplification for 5,000 pairs (10,000 samples).

It 1s also extremely important to share publication information with public. We have developed

publication information page in the JDCHCT website.
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