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Medical societies have successfully developed and implemented specialty and subspecialty-specific clinical outcomes 
registries and quality improvement programs for years. These registries provide their membership with an effective tool 
to measure quality improvement and clinical outcomes research.  
 
The Society of Gynecologic Oncology’s Clinical Outcomes Registry (SGO COR) will give SGO’s members: 
 

• The opportunity to be actively involved in the development of the registry, its ongoing maintenance and key 
decision-making processes.  

• The decision power to decide how the data will be used to foster quality improvement and patient safety, 
clinical research and risk modeling.  

• The availability to use the registry to record fellows-in-training cases for submission to the American Board of 
Obstetrics and Gynecology (ABOG). 

 
Registry Benefits 
 
The SGO COR will provide a standardized format for the collection of clinical data in the areas of ovarian, endometrial 
and cervical cancers as well as a mechanism for fellows-in-training to record their cases. Members participating in the 
Registry will be able to compare their individual physician or institution’s data to regional and national benchmarks, 
which will help identify areas for quality improvement. Participants will also be able to use the Registry to capture 
patient follow-up and outcomes data longitudinally. The SGO COR will be developed and maintained by the Society 
and its membership, allowing for increased member engagement, networking and information sharing.  
 
SGO aims to have the Registry serve as a tool for members to maintain their certification and report measures to avoid 
payment penalties. The American Board of Medical Specialties’ Maintenance of Certification (MOC) Part IV standard 
requires physicians to demonstrate that they can assess the quality of care they provide compared to peers and national 
benchmarks. To satisfy MOC Part IV, the American Board of Surgery, for example, requires ongoing participation of 
its diplomats in a national, regional or local outcomes database or quality assessment program and provides a list of 
acceptable databases and programs. SGO leadership is engaged in conversations with the ABOG about registry 
approval for MOC Part IV. SGO also intends to apply to the Centers of Medicare and Medicaid Services (CMS) to have 
the registry approved for measure submission to the Physician Quality Reporting System (PQRS), a program mandated 
by federal legislation that will soon penalize eligible health care professionals who do not satisfactorily participate in the 
program. 
 
Goals 
 
SGO COR aims to  allow members to extract data from existing hospital EHR-systems to decrease data collection 
burden; develop risk-adjustment models and disseminate risk-adjusted outcomes data; and compare data against 
national and regional benchmarks. The ultimate goal of the SGO COR is the submission of performance measures to 
the National Quality Forum (NQF) for endorsement and approval as a CMS-approved registry for submission of PQRS 
measures. 
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Governance 
 
The SGO Quality and Outcomes Committee will have direct oversight of the day-to-day management of the SGO 
COR. 
 
The Data Management and Statistics Committee will write guidelines and protocols for access to data within the 
Registry. The Committee will also educate membership about ongoing projects related to the Registry, particularly those 
related to ongoing quality improvement efforts and initiatives. This Committee will ultimately be directly responsible for 
oversight of the actual data that resides in the Registry.  
 
The Publication and Data Access Committee will accept, review and approve applications for proposals to access the 
Registry’s data for specific research questions and initiatives.  
 
Architecture 
 
The SGO COR will manage data for multiple gynecologic oncology diseases, namely: endometrial cancer, ovarian 
cancer and cervical cancer. The SGO COR will consist of one large database with the ability to provide data about each 
disease and patient. 
 
The SGO COR is developed within the Microsoft.NET software development framework. This software design 
approach provides flexible user interface options and system scalability features to allow future expansion. The database 
platform incorporated within the SGO COR, Microsoft SQL Server Relational Database Management System, is an 
enterprise-level data processing and storage system. The SGO COR is designed to capitalize on the SQL Server 
platform’s capabilities for data integrity and system growth.  
 
The SGO COR software platform is available through the Internet 24 hours a day, year-round, except for scheduled 
maintenance at off-peak hours and is compatible with PC, Mac or iPad. 
 
Data Quality/Validation Process 
 
The SGO COR is optimized for managing data integrity. The SGO COR system includes options to show or hide 
questions based on user response; form element structures for optimal data analysis and standardization; validate checks 
for out-of-range values; conduct logical inconsistency checks; and provide context help features for optimal workflow. 
In addition, the system includes an audit trail of datacapture activity, as well as a report for monitoring and reviewing 
missing or unexpected data points. 

 
System Security  
 
The SGO COR system incorporates a layered security approach by applying multiple security mechanisms. 
 
In order to access the SGO COR system, a user must be assigned a unique username and password. The user must be 
authenticated with each system interaction and will be required to change their password periodically. Strong user 
passwords are required, and an automatic log-off feature is engaged after an extended period of user inactivity during a 
session. Each user is designated with a specific role(s) that will govern the user’s permissions in the system, i.e., access 
to reports, access to enter data, access only to aggregate data or some combination of these permissions. Any account 
that does not access the system after an established number of months is automatically inactivated to prevent unused 
accounts from existing infinitely. Such accounts are easily re-activated by an administrator if the user returns to system 
use. 
 
While the system is in use, all data transmissions between the system and user are encrypted. The Registry’s web-based 
user interface is only available via Hyper Text Transfer Protocol Secure (HTTPS). The Registry’s HTTPS connection 
has been provided an A score by a third-party security firm, Qualys, Inc. (https://www.ssllabs.com/).   
 

https://www.ssllabs.com/


3 

The SGO COR system is located behind an industry-standard firewall, and the system is physically housed within a 
HIPAA-compliant facility. The infrastructure and facility include network redundancy for data availability, around the 
clock network monitoring, multilevel access control requiring badge/photo ID and biometric access screening, internal 
and external video monitoring, fire protection, and disaster and environmental controls. The facility has achieved 
SSAE16 audit compliance.   
 
The SGO COR is stored within a private VLAN with the minimum necessary access to run the application. The 
database storage includes bi-level encryption of the data at rest. The SGO COR data is backed up incrementally on a 
daily basis along with full weekly backups. The backup includes 14 days of retention. 
 
SGO COR system administrators require multi-factor authentication to access system resources for support, 
maintenance and updates. The support includes software and network updates as well as security patches. Critical 
security patches are implemented on an emergency, top-priority basis. 
 
Confidentiality and Privacy 
 
HIPAA Compliance  
 
The SGO COR is collecting a “Limited Data Set” as defined by HIPAA. This is defined as a set of data that may be 
used for research, public health or health care operations without an authorization or waiver of authorization, and may 
include dates of admission, discharge or other services; dates of birth or death; age of participant; and five-digit ZIP 
code.  
 
The SGO COR will also collect the patient’s Medical Record Number (MRN), which is considered Protected Health 
Information (PHI) under HIPAA. The HIPAA Privacy Rule allows for the disclosure of PHI without patient 
authorization for the purposes of treatment, payment or health care operations (45 C.F.R. § 164.506; 45 C.F.R. § 
164.508(a)(2)-(3). Health care operations include quality assurance and improvement activities. This is permissible under 
HIPAA with a Business Associate Agreement in place between the Covered Entities. For additional privacy, the MRN 
is encrypted while in transmission via HTTPS, and is also encrypted in the system’s database while at rest. 
 
Institutional Review Board (IRB) 
 
Participation in the SGO COR is primarily for “health care operations” purposes. Health care operations are defined by 
HIPAA to include quality assessment and improvement activities, including outcomes evaluation and development of 
clinical guidelines. The primary purpose of the Registry is to provide data on outcomes relative to SGO quality 
indicators. These quality improvement endeavors are considered part of health care operations under HIPAA. 
 
SGO may conduct research in the future so the Society has central IRB approval (waiver of the requirement to obtain 
patient consent and waiver of HIPAA authorization in accordance with 45 CFR 164.512[i][2]) to cover SGO for any 
future research activities. The majority of participating sites will utilize the data for quality improvement purposes and 
therefore IRB approval is not required. Any use of registry data for specific research projects will require IRB 
approval. Sites should consult with their local IRB and they may choose to voluntarily seek a waiver for non-HIPAA 
purposes.   
 
Accessing the Web Software Tool  
 
Members will need to use the most current version of one of the following browsers to access the system. For PC, the 
latest version of either Microsoft Internet Explorer or Mozilla Firefox is required. For Mac, the latest version of Apple 
Safari or Mozilla Firefox is required. For iPad, the latest version of Apple Safari is required. 
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Scope of Data 
 
The SGO COR architecture is centered on the patient, so adding a new patient or accessing a current patient (by 
Medical Record Number, System Assigned ID or Patient Date of Birth) is the first step for entering data. From there 
the registry will ask which disease is involved and the pages will open following the same order as the data collection 
form. 
 
Operative and Postop Complications within 30 Days 
 
The Registry will collect data beginning with the initial cancer surgery and any subsequent postoperative complications 
within 30 days of the surgical procedure. Complications beyond 30 days will not be captured. The surgical data and 
postoperative fields that will be collected are shown on the Operative and Postop Complications within 30 Days Data Collection 
Form for each specific disease. The same fields will be entered into the web-based software. Subsequent surgeries for the 
same patient should be entered as a new operation in the database.   
 
Follow-Up Care and Surveillance 
 
The SGO COR will also collect data on follow-up care including chemotherapy and radiotherapy regimens and 
longitudinal care. This data is collected on the Follow-Up Care and Surveillance Data Collection Form for each specific 
disease. Sites may choose to enter the complete chemotherapy data upon the final treatment date instead of after each 
treatment; however, it must be entered no later than 6 months after the surgery date. 
 
Data on patients receiving follow-up care but not undergoing surgery should still be captured. In this scenario, users 
would not need to complete the Surgery data and would proceed directly to the Follow-Up Care Form and enter that data. 
 
The Registry also allows users to record patients who have undergone surgery but will not have follow-up care by 
answering the first several questions on the Follow-Up Care Form. This is important data to record so it is clear  why 
longitudinal data is not available for a particular patient. 
 
Queries and Reports 
 
The SGO COR will provide access to each user’s own institutional data as well as aggregate data (not yet available) for 
purposes of benchmarking and quality improvement.   

 
Participation Steps 
 
1. Complete legal agreements 
 

• Participation Agreement 
• Business Associate Agreement and Data Use Agreement  

 
2. Complete Site Profile Form 
 

Profile information is gathered upon full execution of the legal agreements required to participate in the SGO COR. 
The data gathered will be for purposes of demographic profiling of the SGO COR participants and will consist of 
data such as institution type, i.e., private practice, academic center; population served, i.e., urban, rural; number of 
cases annually per disease; and number of gynecologic oncologists. Following receipt of the Profile Form, the site 
will be set up within the SGO COR and assigned accounts for access to the system. 

 
Then the data collection may begin! 
 


