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Background

The National Institutes of Nursing Research (NINR)
advocates data sharing across research efforts, strongly
encouraging the use of common Data Elements (CDEs) in
NINR-funded studies. Data operationalization and
coliection variability limits comparability and replication.
One way to mitigate data variability is to standardize
variable operationalization and collection. The CDE
Resource Portal, managed by the National Library of
Medicine, provides educational and resource to improve
data quality and comparability across human-subjects
research such as clinical trials and clinical registries.

Methods

A CDE is a data element mutual to multiple data sets
across different studies operationalized and measured
identically. Further, CDEs may extend to research protocol
terms, data collection methods, as well as data obtained
and analytic techniques common to a scientific domain.
Consequently, development of standardized CDEs is a re-
iterative process requiring community involvement and

four distinct types of CDEs for use within the CDE
Repository: universal, domain-specific, required and core.

What is a common data element?

+ A“data element” is defined as “a logical unit of data, pertaining to
ong kind of information, that includes a name, precise definition, and
clearly enumerated values™®

What is a common data element?

* “adata element mutual to multiple data
sets across different studies,
operationalized and measured
identically.”*

expert consensus. To maintain continuity, the NLM defines

4 .
) Conclusion

The NIH CDE Repository is not a stand-alone effort;
instead, it is a multi-agency collaborative whereby
research communities develop, contribute to, and monitor
data definitions and collection standards that meet the

v - " needs of the respective community, incorporating 23,088
Sromem—— o St e : data elements across CDEs developed by consensus at the
| foremost centers of clinical inquiry.

What is a common data element? Remosary
* “a data element mutual to multiple data
sets across different studies,
operationalized and measured
identically."?
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Benefits of CDEs: reduced cost, improved data quality,
consistency, timeliness, completeness.

Limitations of CDEs: suitability for purpose, accuracy,

Universal ~ Universal data elements are . - .

agnostic to a specific disease state or granularity, precision, maturity

condition. Thatis to say, such data Feensie .

elements are equally applicable to a

clinical inguiry of cancer research as they  paemy  1tme make
Wi

are to the cultivation of health habits.
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to attributes of a population, such as
gender, age, level of education, health
literacy, and other information; these
include demographics or medical history.

CDE Selection Logic
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Consider integrating CDEs into your next research effort

BRICS NNRSel-Efficacy Ousiico KB with following selection logic.
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Domain-specific ~ Domain-specific data pe—
elements are unique to specified sphere of
activity or knowledge. They are attributes BRICS NINR Anxlety Gusttioa K ek oy Cosonir
of a particular phenomenon, topic, e

medical condition, body system, or

other classification.

For example, amyotrophic lateral

sclerosis [ALS) severity score - total score
value is meaningful in the context of ALS
investigation but is dramatically less useful
o:REﬁg:o:ng. ,

otz 9233 w30 a0

Implications for Nursing

Nursing interests are represented in the NIH CDE
Repository as contributions by the NINR whichinclude 17
separate classifications incorporating: demographics,
diagnosis, pediatrics, self-management, and symptoms,
resulting 79 data element definitions.
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Required data are

those elements which must be included in

the dataset; null values are disallowed.

Required data elements are often codified

in institutional policy, such as those Pouit | B s em

needed for a funding agency. Pz TS TGS eI
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Core ™ Core data elements represent
fundamental attributes of a .
phenomenon. Required core data
elements are necessary to provide
sufficient data to adequately describe a
phenomenon, while optional core data

enhance the iti
supporting the description of a
phenomenon to enrich the :
understanding.
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