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Congenital Heart Defects Registry

Congenital heart defect registry is a flagship
registry which has been activated in King Faisal
Specialist Hospital & Research Center
(KFSH&RC) since January 1998 initiated by the
physicians at King Faisal Heart Institute. The
registry is prospective since then and is using
web based software to manage the patients’
data. CHD is now a national registry collabo-
rating with King Faisal Heart Institute -Riyadh,
Prince Sultan Cardiac Centre-Riyadh, Dam-
mam Maternity & Children Hospital and King
Fahad Medical City, Riyadh.

Registry Objectives:

e To provide leadership in establishing and
maintaining comprehensive CHD registra-
tion in collaboration with other national or-
ganizations.

e To develop standards to effectively
administer CHD information system in the
region.

e To support scientific research that will be
used to evaluate and to improve the
prevention, intervention and overall
management of congenital heart

anomalies.

Registry Software:

We are using a relational database on Microsoft
Internet Information Server (lIS) to store and manage
the registry data. The database can be accessed
through the Internet. This software is designed and
developed in-house by the Technical Database
Core Facility of Biostatistics, Epidemiology and Scien-
tific Computing Department. Access to the registry
data is password protected and is restricted to au-

thorized users access only.

Registry Location:

The registry office is located within the premises of
the Biostatistics, Epidemiology and Scientific Com-
puting Department in King Faisal Specialist Hospital
and Research Center. Most of the work is performed
in hospital clinics, wards and medical records office.
The registry is a team of a registrar, a clinical inter-

viewer and disease coders.

Future Plans:

e Continued expansion of the registry on national

level.

e Using “Center for Health Statistics” platform for

registry statistics browsing on published data.

Latest multi-institutional cumulative report for the CHD
registry can be downloaded from Registries Core Facility

website: http://rc.kfshrc.edu.sa/rcf
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