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Data management challenges to consider when planning a decompression sickness registry

Toshihiro Kakinuma, Kazuo Yamamoto, Naoko Suzuki

ORTHOMEDICO Inc.

Abstract

We have performed several surveys to investigate the risk and preventive factors associated with

decompression sickness based on questionnaires filled out by recreational divers. Problems such as designing

the data collection process and securing data accuracy, representativeness, and completeness became

apparent during the study. A registry for decompression sickness can store both survey and data medical

records. The two sources may provide different but complementary evidence. For this purpose, it is essential
to assure accuracy, reduce bias, and minimize missing values through a well-designed data collection. In the
present report, we discuss how to make a valuable case registry from a data management viewpoint.

accuracy, coherence, completeness, quality control
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Data quality

The whole of planned and systematic procedures that take place before, during and after data collection to
guarantee the quality of data in a database for its intended use.

Accessibility Users provided with information about quality of the statistics and methods used to derive figures.
Ease with which data can be obtained from Agency. Suitability of the form that information can be accessed.
Cost may be included.
Affordability, multiple dissemination formats, and selectivity of data presentation.
Anonymity Adherence to strict privacy regulations.
Comparability Allowing comparisons over time, geographies and sub-populations.
Extent to which databases are consistent over time using standard conventions.
Accuracy Distance between estimate and truth.
How well information in (or derived from) the database or registry refl ects the reality it was designed to
measure.
Extent to which the source information is correct.
Refl ect actual utilization and patient-provider characteristics.
The information is correct.
Extent to which the registered data are in conformity with the truth.
Degree to which the information correctly describes the phenomena it was designed to measure.
Degree to which data correctly estimates or describes the quantities or characteristics they are designed to
measure.
Coherence Consistent standard.
Degree to which data can be successfully brought together with other information, within a broad analytic
framework over time. Standard concepts, classifi cations and target populations promote coherence as does
the use of common methodology across data. Does not imply full numeric consistency.
Completeness Coverage refl ecting user needs.
Include all settings, providers and populations.
Extent to which all necessary data have actually been registered.
Concordance The level of agreement between two data elements or two data sources; does not necessarily represent
truth.
Examining concordance at the diagnosis level may provide more granularity.
Consistency Temporal; consistent over time for temporal analyses.
Data elements consistent to evaluate change over time.
Contextual: logically, time-sequenced relationships; external: across data source; and, internal: within data
source.
Error Amount of bias or systematic/random variance in evaluating accuracy; also described in coverage, sampling,
non-response and response rate.
Amount to describe variance in coverage, sampling, non-response, response, processing and dissemination.
Interpretability |Ease with which user understands and properly uses and analyses the data; degree of documentation
available.
Linkability Two or more separate sources of information to specify individuals present on both fi les.
Connect different services that people receive to provide analyses that refl ect the complexity of the health
care system.
Relevance Degree to which a database or registry meets the current and potential needs of users.
Timeliness Punctuality in disseminating results to usersl9,35 or use in real-time management and planning.
Short lag between data collection and use.
Delay between the reference point (or end of the reference period) to which the information pertains and the
date on which the information becomes available—a trade-off with accuracy and relevance.
Usability The ease with which a database or registry may be understood and accessed.
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