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ABSTRACT

Introduction: Due to the prevalence of viral and non-viral hepatic disorders, multiplicity of factors
involved in clinical decisions, the need for long-term surveillance of transplant recipients, and
continuous prioritization of patients on the waiting list, employing a registry system is considered as a
contributory factor to the effective delivery of clinical and scientific objectives. This study is directed to
quantify the quality of the first bulk of data entered into our province-wide electronic web-based liver
transplant registry system.

Methods: Patients diagnosed with cirrhosis or underwent liver transplant were subjected to this registry
from 2013 to 2016. Five and seven inter-record consistency criteria were defined to assess gender, date,
and etiological consistency of pre- and post-operation data, respectively and 42 socio-demographic,
clinical history, laboratory, imaging, and consultation variables were selected randomly to represent the
sparseness of the database. The timeliness was interpreted as the median time from diagnosis to
complete registration for each particular patient.

Results: A total of 540 patients accounting for 124 liver transplant recipients and 416 cirrhotic patients
were registered during the initial four years. Data consistency was in the range of 89-100% and
sparseness varied between 0.2-20.9%. The median time between diagnosis and registration was 21 days,
and this trend appears to be stable over time.

Conclusion: The preliminary appraisal of the database represents the acceptable level of data quality.
Embedding required, validation, and consistency check rules following auto-completion feature within
structured forms have facilitated and accelerated the data entry process. It is noteworthy that the coding
and classification systems follow international standards, and this database is linkable to any national
database. We propose to offer the provided database as a rich repository of data to researchers aiming to
facilitate data collection process and improve future studies with regards to qualitative and quantitative
scientific measures.
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