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1- INTRODUCTION

Registry

NIH: “a collection of information about individuals,
usually focused around a specific diagnosis or condition”

 “an organized system that uses observational study
methods to collect uniform data (clinical and other) to
evaluate specified outcomes for a population defined by a
particular disease, condition, or exposure, and that serves
one or more predetermined scientific, clinical, or policy
purposes.”
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Challenges: (design)

1) data quality

2) cost of human abstraction

3) lack of interoperability with EMRs

4) lack of a master data resource
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informatics:

‘studies the representation, processing, and communication of
information in natural and artificial systems’ (IT)

“applying information science, computer technology, and
statistical modeling techniques to develop decision support
systems for improving both health service organizations’
performance and patient care outcomes” (health)
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informatics: (design & implementation)

1) Defining data elements and determining the corresponding value 
sets

2) Collecting data and populating the registry.



2- RELATED WORK

This type of publications mentioned or presented
the importance role that clinical registries can play
in various types of researches, but there are not
much about how to design a successful clinical
registry, what main concerns are and how to
address those concerns.
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Clinical registries value depends on the quality of 
their data. (accuracy)

3 main factors impacting data accuracy:

1) errors in original resources

2) missing data

3) human errors



2- RELATED WORK
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CAC: Computer-Assisted Coding

To improve the quality of data in clinical registry 
and decrease the ratio of errors

Natural Language Processing

Machine Learning algorithms



we performed a case study applying informatics to the current

Gynecology Surgery Registry at Mayo Clinic with respect to

interoperability and data quality. We also evaluated the feasibility

of using the current registry data to automatically codify

procedures.
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3- CASE STUDY: GYNECOLOGY SURGERY 
REGISTRY



Need of informatics in designing interoperable clinical registries13

Anatomic location Method or approachprocedure



4- METHODS

4.1. Assessing the registry value sets in a 
standardized terminology

4.2. Developing binary classifiers
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5- EVALUATION METRICS
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6- RESULTS
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7- DISCUSSION

74% of values, used for anatomic location,
procedure name, and method/approach fields, exist
in a standardized terminology (Table 1), but only 6
(less than 1 percent) out of 91 combinations of
these fields matched to SNOMED-CT concepts
(Table 3)
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8- CONCLUSION

1) Defining data elements and determining the corresponding value sets

2) Collecting data and populating the registry.

some data quality issues in the registry:

1) Misspelling

2) non-standardized definitions of value sets or data elements

3) inconsistency in the process of manual chart abstraction.
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8- CONCLUSION

Our best classifier obtained an acceptable F-measure 
of 0.94 using a noisy data.
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