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POLICY AND PROCEDURE MANUAL MAINTENANCE 
 
Format: 

The RICR Policy and Procedure Manual will be an electronic format. Hard copies will be available 
upon request. 

 
New policies and procedures: 

The RICR co-program directors shall be responsible for reviewing, approving, and signing off on all 
updates and new policies and procedures. 

 
Review and update of policies and procedures schedule: 

The policy and procedure manual shall be reviewed at least annually. New policies and procedures 
will be written, as necessary. 

 
Documentation of changes:  

Original document date shall be retained. Review and/or updated policy date will be written directly 
underneath original document date. 
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SECTION 1:  RHODE ISLAND STATEWIDE CANCER REGISTRY 
GENERAL INFORMATION 

1.0 Overview 
The Rhode Island Cancer Registry (RICR) has collected cancer case reports since October 1986. Since 

1995, this effort has been supported in part by the National Program of Cancer Registries (NPCR) of 

the Centers for Disease Control and Prevention (CDC), a federally mandated program that supports 

population-based cancer surveillance systems.  

RICR collects and processes high quality and standardized newly diagnosed cancer data on the type 

and extent, as well as patient demographics and extensive cancer treatment information. RICR 

produces comprehensive epidemiological reports on cancer incidence, prevalence, and mortality. 

This information is used to recognize Rhode Island specific cancer occurrence in depth, by temporal, 

geographic and demographic characteristics, and to monitor progress in statewide cancer control 

and prevention efforts.    

RICR data is also submitted to the CDC NPCR-Cancer Surveillance System (NPCR-CSS) and North 

American Association of Central Cancer Registries (NAACCR) annually and combined with other 

ŎŜƴǘǊŀƭ ŎŀƴŎŜǊ ǊŜƎƛǎǘǊƛŜǎΩ Řŀǘŀ ŀŎǊƻǎǎ ǘƘŜ ¦{ ǎǘŀǘŜǎΣ territories, and jurisdictions, to produce U.S. 

Cancer Statistics: the official federal source of cancer statistics.  

IŜŀƭǘƘŎŀǊŜ ǇǊƻǾƛŘŜǊǎΩ ǊŜǇƻǊǘƛƴƎ ƻŦ ŎŀƴŎŜǊ ŎŀǎŜǎ ƛǎ ƳŀƴŘŀǘŜŘ ǳƴŘŜǊ ǘƘŜ wƘƻŘŜ LǎƭŀƴŘ DŜƴŜǊŀƭ [ŀǿǎ ϠϠ 

23-1-18(2), 23-8-1, and 23-12-4 for the purpose of establishing a unified procedure for the reporting 

of cancer to the Rhode Island Cancer Registry. The data collected for the RICR and the NPCR align 

with the information of diagnosis and treatment of cancer by providers in clinical settings. To ensure 

cancer data are of high quality, comparable and meaningful to both clinical and public health 

agencies, the RICR and the NPCR systems are highly standardized and coordinated. Multiple national 

organizations are involved in developing consensus standards and best practices in population-based 

cancer surveillance. Central cancer registry standard setters in the United States are CDC NPCR, 

National Cancer Institute of Surveillance, Epidemiology, and End Results (NCI SEER) Program, 

American College of Surgeons Commission on Cancer (ACoS CoC), American Joint Committee on 

Cancer (AJCC) and North American Association of Central Cancer Registries (NAACCR).      

 1.1 Purpose 
The primary purpose of the Rhode Island Cancer Registry is to collect timely, complete, and accurate 

data from reporting sources to ensure an accurate, continuing, and systemic foundation of state-

specific cancer data.  Reporting sources include all hospitals, clinical laboratories, and other 

treatment facilities that diagnose and/or treat cancer in the state of Rhode Island.  Accurate data 

helps to prepare and publish technical and statistical reports and publications related to the cancer 

burden among Rhode Islanders. 

http://webserver.rilin.state.ri.us/Statutes/TITLE23/23-1/23-1-18.HTM
http://webserver.rilin.state.ri.us/Statutes/TITLE23/23-8/23-8-1.HTM
http://webserver.rilin.state.ri.us/Statutes/TITLE23/23-12/23-12-4.HTM
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Accurate data also aids in the development of queries and analyzes the cancer registry data to 

provide epidemiological reports for the Rhode Island Department of HŜŀƭǘƘΩǎ /ƻƳǇǊŜƘŜƴǎƛǾŜ /ŀƴŎŜǊ 

/ƻƴǘǊƻƭΣ ²ƻƳŜƴΩǎ /ŀƴŎŜǊ {ŎǊŜŜƴƛƴƎΣ ŀƴŘ /ƻƭƻǊŜŎǘŀƭ /ŀƴŎŜǊ tǊƻƎǊŀƳǎΣ ŀǎ ǿŜƭƭ ŀǎ ǘƘŜ ƳŜŘƛŀΣ ƘŜŀƭǘƘ 

care systems, consumers, and responses to all requests for Rhode Island cancer data.  This data is an 

important tool used by the CDC, scientists, and research partners to aid in the fight against cancer, 

streamlining of treatments, and best practices. 

1.2 Registry Administration 
The RICR is the central repository of information and is a valuable and essential tool in the 

identification of populations at risk for cancer, monitoring of cancer incidence trends, facilitation of 

studies related to cancer prevention, evaluation of cancer control initiatives, and development of 

educational awareness programs. 

Pursuant to R.I. Gen. Laws § 23-12-4, the state director of health may enter into a contract with a 

non-profit organization to establish a registry to record cases of cancer that occur in residents of the 

state and any appropriate information concerning these cases to conduct epidemiologic surveys of 

cancer and to apply appropriate preventative and control measures. For a detailed description of the 

Rhode Island State Regulation for the Cancer Registry, visit: 

https://rules.sos.ri.gov/regulations/part/216-10-10-2. 

Since 1992, the Hospital Association of Rhode Island (HARI) has been in contract with the State of 

Rhode Island Department of Health to operate the central cancer registry system. The Agreement 

between the two entities delineates the mutual responsibilities, required performances, 

reimbursement and fiscal assurance, designation of services to be rendered, confidentiality, 

disclosure of data, assurance of compliance with the requirements, and other terms. The current 

agreement can be found under Appendix A.  

http://webserver.rilin.state.ri.us/Statutes/TITLE23/23-12/23-12-4.HTM
https://rules.sos.ri.gov/regulations/part/216-10-10-2
https://rules.sos.ri.gov/regulations/part/216-10-10-2
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Rhode Island Cancer Registry Organizational Structure (as of March 2019) 
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SECTION 2:  LAWS AND REGULATIONS 

2.0 Cancer Registries Amendment Act  
Citing the need for a national program of cancer registries to provide local, state, regional, and 

national cancer incidence data for health planning, the U.S. Congress established the National 

Program of Cancer Registries (NPCR) in 1992. Public Law 102-51рΣ ŜƴǘƛǘƭŜŘ ǘƘŜ ά/ŀƴŎŜǊ wŜƎƛǎǘǊƛŜǎ 

!ƳŜƴŘƳŜƴǘ !ŎǘέΣ ŀǳǘƘƻǊƛȊŜŘ ǘƘŜ /5/ ǘƻ ǇǊƻǾƛŘŜ ŦǳƴŘǎ ǘƻ ǎǘŀǘŜǎ ŀƴŘ ǘŜǊǊƛǘƻǊƛŜǎ ǘƻ ƛƳǇǊƻǾŜ ŜȄƛǎǘƛƴƎ 

cancer registries; to plan and implement registries where they did not exist; to help develop model 

legislation and regulation for states to enhance the viability of registry operations; to set standards 

for data completeness, timeliness, and quality; to provide training to registries; and to help establish 

a computerized reporting and data processing system. 

To view the complete public law ruling, visit https://www.cdc.gov/cancer/npcr/npcrpdfs/publaw.pdf 

2.1 Benign Brain Tumor Cancer Registries Amendment Act 
In response to the need for national population-based data on all central nervous system (CNS) 

tumors, Congress passed the Benign Brain Tumor Cancer Registries Amendment Act in 2002. This law 

ŎƘŀƴƎŜŘ bt/wκwL/wΩǎ ŘŜŦƛƴƛǘƛƻƴ ƻŦ ǊŜǇƻǊǘŀōƭŜ ǘǳƳƻǊǎ ǘƻ ƛƴŎƭǳŘŜ ōŜƴƛƎƴ ŀƴŘ ōƻǊŘŜǊƭƛƴŜ ǘǳƳƻǊǎ 

occurring in the brain, meninges, spinal cord, cauda equina, a cranial nerve or nerves, or any other 

part of the central nervous system. The national standard setting organizations agreed to require 

reporting of nonmalignant brain tumors, beginning with cases diagnosed on or after January 1, 2014.   

Please read the full Public Law 107-260 at https://www.govinfo.gov/content/pkg/PLAW-

107publ260/pdf/PLAW-107publ260.pdf 

2.2 Rhode Island Cancer Registry Regulation (216-RICR-10-10-2) 
Pursuant to the authority conferred under R.I. Gen. Laws §§ 23-1-18(2), 23-8-1, and 23-12-4, Rhode 

Island Cancer Registry rules and regulations establish a unified procedure for the reporting of cancer 

to the Rhode Island Cancer Registry.  

To comply with the rules and regulations, each health care facility and/or health care provider shall 

submit a set of available information on reportable cases within thirty (30) to forty-five (45) days 

from the date of a case first seen by a provider (including but not limited to: patient demographic 

information, date of diagnosis, primary site, histology, behavior, tumor identifier, tumor sequence 

number, and facility/provider information), as defined in § 2.2 of the Regulations, and specified by 

the Rhode Island Cancer Registry. 

Within one hundred eighty (180) days from the date of a reportable case first seen by a provider as 

defined in § 2.2 of the Regulations Part, a health care facility and/or health care provider shall 

complete and report all required information, as specified by the Rhode Island Cancer Registry. The 

originating health care facility and/or provider shall retain a duplicate copy of submitted information 

https://www.cdc.gov/cancer/npcr/npcrpdfs/publaw.pdf
https://www.govinfo.gov/content/pkg/PLAW-107publ260/pdf/PLAW-107publ260.pdf
https://www.govinfo.gov/content/pkg/PLAW-107publ260/pdf/PLAW-107publ260.pdf
http://webserver.rilin.state.ri.us/Statutes/TITLE23/23-1/23-1-18.HTM
http://webserver.rilin.state.ri.us/Statutes/TITLE23/23-8/23-8-1.HTM
http://webserver.rilin.state.ri.us/Statutes/TITLE23/23-12/23-12-4.HTM
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for a two (2) year period from the date of submission. Said information and data shall be submitted 

in a manner consistent with § 2.4 of the Regulations. 

For a detailed description of the Rhode Island State Regulation for the Cancer Registry, please visit: 

https://rules.sos.ri.gov/regulations/part/216-10-10-2. 

2.3 Confidentiality 
RICR shall maintain comprehensive records of all reports of reportable cases submitted pursuant to 

the provisions of the Acts and the Rules and Regulations (216-RICR-10-10-2). Such reports shall be 

confidential in accordance with R.I. Gen. Laws Chapter 5-37.3 (Confidentiality of Health Care 

Communications and Information Act: Appendix B) and subject to the restrictions on release 

incorporated therein. 

RICR shall employ the highest data protection available while conducting data releases to or mutual 

data exchanges with CDC NPCR, NAACCR, other central cancer registries, reporting facilities and 

other data users, pursuant to reciprocal contracts for said purpose.   

RICR employees must sign the confidentiality policy document annually. This will be kept in the 

ŜƳǇƭƻȅŜŜΩǎ ŦƻƭŘŜǊΦ  !ƭƭ ŎƻƳǇǳǘŜǊƛȊŜŘ Řŀǘŀ ŜȄŎƘŀƴƎŜŘ ōŜǘǿŜŜƴ wL/w ŀƴŘ ǊŜǇƻǊǘƛƴƎ ƘƻǎǇƛǘŀƭǎ ƛǎ 

uploaded to a secure encrypted, password protected website.  RICR staff shall sign confidentiality 

pledges when required by reporting facilities while in the process of conducting RICR business, if 

required.  See Appendix C  for the RICR Confidentiality Pledge. 

2.4 Health Insurance Portability and Accountability Act of 1996 (HIPAA) 
The HIPAA Privacy Rule addresses the concerns for patient privacy and data confidentiality that arise 

with the collection and transmission of electronic health information. HIPAA recognizes the 

legitimate need for public health authorities to have access to personal health information (PHI) for 

the purposes of health surveillance. It authorizes the disclosure of such information without patient 

authorization as required by state and local public health laws, including reporting of cancer 

surveillance data to central cancer registries. The Privacy Rule, however, does require reporting 

sources to document disclosure of information to the central registries. 

The Privacy Rule also distinguishes between public health practice (Public Health surveillance, 

disease control, or program evaluation) and activities which may develop into an ongoing research 

study and are, therefore, subject to research disclosure provisions. 

Further information on the HIPAA Privacy Rule and Public Health is available in a report prepared by 

the Epidemiology Program Office of the CDC and Published in the MMWR on April 11, 2003. This 

report is available at: www.cdc.gov/mmwr/preview/mmwrhtml/m2e411a1.htm, and is intended to 

help public health agencies and other understand and interpret their responsibilities under the 

Privacy Rule. 

https://rules.sos.ri.gov/regulations/part/216-10-10-2
http://webserver.rilin.state.ri.us/Statutes/TITLE5/5-37.3/INDEX.HTM
http://www.cdc.gov/mmwr/preview/mmwrhtml/m2e411a1.htm
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For more details on HIPAA and Protected Health Information, visit 

https://www.cdc.gov/mmwr/preview/mmwrhtml/m2e411a1.htm 

HIPAA also provides for the study of issues related to the adoption of uniform data standards for 

ǇŀǘƛŜƴǘΩǎ ƳŜŘƛŎŀƭ ǊŜŎƻǊŘ ƛƴŦƻǊƳŀǘƛƻƴ ŀƴŘ ǘƘŜ ŜƭŜŎǘǊƻƴƛŎ ŜȄŎƘŀƴƎŜ ƻŦ ǎǳŎƘ ƛƴformation. NPCR and 

RICR promotes electronic data submission from reporting facilities and exchange among central 

registries. RICR incorporates HIPAA standards relating to registries use of electronic data as enabling 

technologies are realized.  

More information about application of data privacy requirements to cancer registries can be found 

at: https://www.naaccr.org/confidentiality-issues/ 

2.5 Rhode Island Department of Health Release of Health Information 
Policy 

Under the HIPAA, individuals are entitled to receive a copy of protected health information about 

themselves that HIPAA-covered health care provider or entities maintain. Rhode Island Department 

of Health, the sole public health agency in the State of Rhode Island, is a HIPAA-covered entity, and 

ǊŜǉǳƛǊŜǎ ƛƴŘƛǾƛŘǳŀƭǎ ǘƻ ǳǎŜ ŀ ŦƻǊƳ ŦƻǊ ǘƘŜ ILt!! ŀǳǘƘƻǊƛȊŀǘƛƻƴ ǘƘŀǘ ŎƻƳǇƭƛŜǎ ǿƛǘƘ ILt!!Ωǎ 

requirements (Appendix D).  

There are federal websites that include guidance on the subject: 

https://www.hhs.gov/hipaa/for-individuals/personal-representatives/index.html 

https://www.hhs.gov/hipaa/for-individuals/family-members-friends/index.html 

https://www.hhs.gov/hipaa/for-professionals/faq/authorizations/index.html 

2.6 Rhode Island Department of Health Data Use 
Rhode Island Department of Health Institutional Review Board (RIDOH IRB) is established to review 

the procedures for protection of human subjects in all research projects that involve RIDOH staff, 

data, or other resources. The principal purpose of IRB review is to assure that the procedures for 

obtaining informed consent from human research subjects are properly established and 

administered.  

RIDOH IRB is mandated to review only those projects and programs that, in whole or part, meet the 

definition of research on human subjects, as presented in the federal regulations governing 

protection of human subjects (Title 45, Code of Federal Regulations, Part 46). If a project or program, 

or any component of a project or program, does not meet both definitions, it is not subject to IRB 

review. It is the responsibility of the principal investigator (PI) of a project to obtain IRB review in all 

cases where appropriate. The PI may choose not to submit a project to the IRB if he/she believes it 

does not meet the federal definitions. However, the consequences of failing to obtain human 

subjects review of a project where it is required are such that it is advisable to submit any 

https://www.cdc.gov/mmwr/preview/mmwrhtml/m2e411a1.htm
https://www.naaccr.org/confidentiality-issues/
https://www.hhs.gov/hipaa/for-individuals/personal-representatives/index.html
https://www.hhs.gov/hipaa/for-individuals/personal-representatives/index.html
https://www.hhs.gov/hipaa/for-individuals/family-members-friends/index.html
https://www.hhs.gov/hipaa/for-individuals/family-members-friends/index.html
https://www.hhs.gov/hipaa/for-professionals/faq/authorizations/index.html
https://www.hhs.gov/hipaa/for-professionals/faq/authorizations/index.html
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questionable projects for review. The RIDOH IRB chair and members and RICR Administrator are 

available to investigators for consultation on the necessity of submitting specific projects for IRB 

review. 

For detailed instructions, and RIDOH IRB review application forms are available at: 

http://www.health.ri.gov/programs/detail.php?pgm_id=145 

2.7 Destroying Sensitive Data 
 PRINTED MEDIA 

All employees or contractors working with or for RICR are required to remove all papers, forms, 

notes, computer files or other materials containing patient identifier information from desktops and 

lock all such materials in desks or file cabinets at the end of each day. All documents are to be turned 

face down when staff are away from their desk during the day. Employees performing data 

collection in the field, when asking contact people for information, shall make sure forms containing 

other data are not shown, shall transport forms and medical records so that private information is 

not visible and will not comment on any information seen in the medical records reviewed. 

When printed reports containing confidential information are no longer needed, they are disposed 

of by shredding. 

 ELECTRONIC 
The RICR registry staff is responsible for their own actions in regard to data security policies and 

procedures. 

For PHI on electronic media, clearing (using software or hardware products to overwrite media with 

non-sensitive data), purging (degaussing or exposing the media to a strong magnetic field in order to 

disrupt the recorded magnetic domains), or destroying the media (disintegration, pulverization, 

melting, incinerating, or shredding). 

 

For further information on printed and electronic sanitation techniques please see section 5 of the 

NIST Special Publication 800-88, Guidelines for Media Sanitization located 

https://www.hhs.gov/guidance/sites/default/files/hhs-guidance-documents//nist80088.pdf   

http://www.health.ri.gov/programs/detail.php?pgm_id=145
https://www.hhs.gov/guidance/sites/default/files/hhs-guidance-documents/nist80088.pdf
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SECTION 3: REGISTRY OPERATING AND DATA MANAGEMENT 

3.0 Software  
¢ƘŜ wL/w ǳǎŜǎ ǘƘŜ /ŜƴǘŜǊǎ ŦƻǊ 5ƛǎŜŀǎŜ /ƻƴǘǊƻƭ ŀƴŘ tǊŜǾŜƴǘƛƻƴΩǎ ό/5/ύ wŜƎƛǎǘǊȅ tƭǳǎ ǎƻŦǘǿŀǊŜ 

programs.  Registry Plus is a suite of publicly available, Windows-based software programs that can 

be used for collecting and processing cancer registry data.  Registry Plus currently includes eight 

applications.  These applications are noted in Appendix E as well as a flow diagram.  These software 

programs are made available by the CDC to facilitate the implementation of the National Program of 

Cancer Registries.   These programs are compliant with national standards and can be used 

separately or together for both routine and special data collection. In addition, the applications are 

fully customizable for RICR-specific needs.   

The CDC Registry Plus suite of applications offers the RICR reporting solutions for all levels of data 

reporting sources. The capabilities of Abstract Plus are suitable for non-accredited reporting facilities 

as well as ǇƘȅǎƛŎƛŀƴǎΩ ƻŦŦƛŎŜǎ ŀƴŘ ƻǘƘŜǊ ƭƻǿ-volume reporting sources. This software provides a way 

for facilities to abstract and edit cases for submission to the cancer registry. The file mapping 

functions of eMaRC Plus and Data File Mapper Plus Tools can be used to generate follow-back files as 

well as to map files received by central registries in formats other than NAACCR- formatted files. 

Once received, the data may be cleaned and edited with Prep Plus, and then consolidated and 

maintained using CRS Plus. In addition, Link Plus provides the capability to detect duplicates within a 

cancer registry or to link files of cancer registry data to external files. 

Benefits to RICR of Using Registry Plus Products 

o All software and user support, including user training, provided free-of-charge by NPCR 

o Certified Tumor Registrar (CTR) support also provided free-of-charge by NPCR 

o All applications are customizable for state- and project-specific needs 

Á Customizable user interfaces 

Á Support state-specific data items and edit sets 

Á Databases are not proprietary; central registry can develop their own queries and 

reports 

o Central Registry System (CRS Plus) provides for automation of central registry patient record 

linkage and consolidation, as well as for tumor and data item consolidation tasks 

Á Potential central registry savings in processing time and cost 

o Software updates and enhancements developed with input from users, and upon request 

o Monthly Registry Plus Users Group (RPUG) teleconference meeting 

Á Used to communicate Registry Plus software updates, discuss development plans 

with users of the applications, and gather feedback from users 

Á Promotes exchange of software issues, successes, and ideas for implementation 

among users 
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o Updates to database are timely and user friendly 

Á Provided via a secure FTP site 

Á IT support for updates provided by NPCR free-of-charge 

Á All applications kept up to date with national standards and requirements 

¦ǎƛƴƎ ǘƘŜ /ŜƴǘŜǊǎ ŦƻǊ 5ƛǎŜŀǎŜ /ƻƴǘǊƻƭ ŀƴŘ tǊŜǾŜƴǘƛƻƴΩǎ wŜƎƛǎǘǊȅ tƭǳǎ ǎǳƛǘŜ ƻŦ ǎƻŦǘǿŀǊŜ ǇǊƻƎǊŀƳǎ ŦƻǊ 

collecting and processing cancer registry data allows RICR to meet the functional requirements of a 

central cancer registry as specified in NAACCR Standards for Cancer Registries, (Vol. III) Data 

Standards for Completeness, Quality, Analysis, Management, Security, and Confidentiality of Data. 

https://www.naaccr.org/wp-content/uploads/2016/11/Standards-for-Completeness-Quality-

Analysis-Management-Security-and-Confidentiality-of-Data-August-2008PDF.pdf 

 

The Registry Plus suite handles the various functional requirements specified in NAACCR Standard 

Volume III, as they pertain to the RICR's data collection system. These include: 

¶ Seamless system upgrades to reflect national cancer registry standards. 

¶ Reconciliation of duplicate records through deterministic and probabilistic methods; 

provision of patient and cancer-report record merging. 

¶ Provision online new cancer report data entry (abstracting). New cancer reports can be 

ŜƴǘŜǊŜŘ ŘƛǊŜŎǘƭȅ ƛƴǘƻ ǘƘŜ ǊŜƎƛǎǘǊȅΩǎ ŘŀǘŀōŀǎŜ Ǿƛŀ ŀ ǿŜō ōǊƻǿǎŜǊ ŀƴŘ ²Ŝō tƭǳǎ ǇǊƻƎǊŀƳΣ 

thus providing the ability for rapid reporting of incidence data from other non-registry 

facilities (i.e., clinics, labs, physician offices). 

¶ The ability to download records in various file formats, including the NAACCR data 

exchange record layout. 

¶ Tighter integration of EDITS into the single-record-interface (data entry) component. 

¶ Custom query capability via access database query module. 

SAS will be used when conducting more sophisticated analysis. 

A full list of requirements for the above is located within the Registry Plus Central Registry Tools 

guide located at https://www.cdc.gov/cancer/npcr/pdf/registryplus/registry_plus_requirements-

508.pdf 

3.1 Hardware 
Each RICR employee is equipped with his/her own PC and laptop.  Each PC is connected to a secured 

server (located within HARI) which houses Registry Plus software and shared files.  Each employee is 

assigned a laptop which is required to be locked up and stored in a secure location when it is not in 

the immediate possession of the authorized user.  The registry also has two portable WiFi devices, 

which are stored in a secure area. 

SERVER HARDWARE 

¶ 4 hard drives:  

o Hard Drive: 7.2K RPM SATA, 6Gbps, 3.5in Cabled  

¶ IP Allocation:  IPv4. Each server has their own Static IP address 

https://www.naaccr.org/wp-content/uploads/2016/11/Standards-for-Completeness-Quality-Analysis-Management-Security-and-Confidentiality-of-Data-August-2008PDF.pdf
https://www.naaccr.org/wp-content/uploads/2016/11/Standards-for-Completeness-Quality-Analysis-Management-Security-and-Confidentiality-of-Data-August-2008PDF.pdf
https://www.cdc.gov/cancer/npcr/pdf/registryplus/registry_plus_requirements-508.pdf
https://www.cdc.gov/cancer/npcr/pdf/registryplus/registry_plus_requirements-508.pdf
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¶ Included Bandwidth: 100/15 

¶ License:  Microsoft Windows 2016 Standard 

¶ Memory:  32GB RAM 

¶ OS:  Windows 2016 Standard 

¶ Processor:  ·Ŝƻƴ vǳŀŘ ŎƻǊŜΩǎ 

¶ RAID:  RAID 5 Controller 

¶ DELL Tower:  DELL Tower T430 

OTHER SERVER SERVICES 

¶ Monitoring: Daily basic monitoring 

¶ User Support: Daily, on call support 

¶ Terminal Services: Terminal Services 8 users 

¶ Database Support: MS SQL basic support, Access data base support 

 
¢ƘŜ wL/w ǳǎŜǎ ǘƘŜ /ŜƴǘŜǊǎ ŦƻǊ 5ƛǎŜŀǎŜ /ƻƴǘǊƻƭ ŀƴŘ tǊŜǾŜƴǘƛƻƴΩǎ wŜƎƛǎǘǊȅ tƭǳǎϰ ǎǳƛǘŜ ƻŦ ǇǊƻƎǊŀƳǎ 

(described above). These programs work with 32- and 64- bit Microsoft® Windows® operating 

systems on x86-compatible processors. The minimum hardware requirements are the same as those 

of the Microsoft Windows operating system. The programs are written in Microsoft Visual Basic, 

version 6. Many of the programs incorporate Dynamic Link Libraries (DLLs) written in C. 

For further information on system and IT personnel requirements, please visit:  

https://www.cdc.gov/cancer/npcr/pdf/registryplus/registry_plus_requirements-508.pdf   

3.2 Data Security 

Cancer Registry Location ς Building Security 

The Rhode Island Cancer Registry is located within The Hospital Association of Rhode Island.  Access 

to the building is permitted through an individually designated security password which is required 

to be entered in two different pin pad secured locations before access is granted to the registry area. 

Cancer Registry Server Access 

¶ The Registry Plus Suite of Products is housed on a secured server located within HARI.  The 

server is password protected and stored in a dedicated room which requires a key for entrance.  

Servers are protected with layers of security, requiring additional passwords to access.  They are 

maintained by Braver Technology Solutions, LLC. 

¶ Each employee has their own password, which meets the guidelines of HARI.  Any employee 

working remotely, must log into the secured server through a VPN portal as well as Remote 

Desktop Connection.  

¶ Desktop Computers:  All employees are given an individual workstation and are assigned a 

unique password.  All computers are equipped with firewalls as well as virus, spyware and 

malware protection. 

https://www.cdc.gov/cancer/npcr/pdf/registryplus/registry_plus_requirements-508.pdf
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¶ Laptops:  Employee laptops contain the same anti-virus and malware/spyware protection as 

desktop computers. 

¶ Remote Computer Access: RICR employees are required to use multiple layers of security when 

accessing the cancer registry database from outside the main office location.  This is 

accomplished by first connecting to the SonicWALL NetExtender VPN application using assigned 

log in and password information.  Once staff is connected, she/he is then instructed to log in to 

an in-house remote desktop connection which is located within a dedicated server consisting of 

an interface pointing to the CRS Plus configuration.  All instances of application use are housed in 

the same server location and are not accessible via direct access to a desktop computer.  This 

ensures that the application is being used in a secured environment free from viruses and 

malware/spyware. 

¶ All functions and servers are protected by a firewall (SonicWALL) that is patched during regularly 

scheduled monthly maintenance visits. We have a Cleanweb Filtering Service tied into our 

network for an added layer of Website filtering.  It syncs with a Cisco service that helps avoid 

users getting to sites that are not legitimate or safe for access.  Antivirus protection is provided 

through Webroot, is updated in real time, and is constantly scans all computers. 

Secured Data Transmission 

Sharefile® Encrypted Cloud Services 

 (reproduced from: https://www.sharefile.com/secure-file-sharing) 

 

All in-state reporting facilities submit their cancer cases via a cloud-based software site and data 

center called ShareFile.com.  Files are secured with encryption protocols and algorithms while in 

transit and once saved.  Datacenters are equipped to protect against data loss.  Configurable controls 

include password settings with individual interfaces to access restricted folders assigned to specific 

persons. 

ShareFile® employs Secure Sockets Layer (SSL) and Transport Layer Security (TLS) security protocols 

to protect authentication, authorization, and file transfers.  Files are encrypted in transit with a 

minimum of 128-bit encryption; stronger encryption (up to AES 256-bit) is available if needed.  

ShareFile® also employs a keyed-hashed message authentication code (HMAC) to authenticate and 

ensure the integrity of intra-system communications and relies on file size and hash to ensure file 

integrity. 

To protect files once saved, ShareFile® stores them using AES 256-bit encryption (a Federal Information 

Processing Standards (FIPS) encryption algorithm), in addition to unique per-file keys. 

 

 

 

https://www.sharefile.com/secure-file-sharing
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wŜƎƛǎǘǊȅ tƭǳǎϰ Ŝaŀw/ tƭǳǎ 

(Reproduced from: https://www.cdc.gov/cancer/npcr/tools/registryplus/mp.htm) 

eMaRC Plus is a file mapping tool that is used to view and work with pathology lab files in HL7 or 

pipe-delimited format. The application imports HL7 files manually or directly from the PHIN 

Messaging System (PHINMS) queue and tests the messages for existence of required data items. 

eMaRC Plus searches for cancer terms to mark potential cancer cases and builds a pathology lab 

database in SQL Server. eMaRC Plus reads HL7 version 2.3.1 ORU^01 message batch files, parses 

messages, and stores HL7 data elements as discrete field values into tables in the eMaRC Plus 

database. In a typical setting, the PHINMS is used to send HL7 batch files from a laboratory to a 

ŎŀƴŎŜǊ ǊŜƎƛǎǘǊȅ ƻǊ ŀƴƻǘƘŜǊ ŀƎŜƴŎȅ ǿƻǊƪƛƴƎ ƻƴ ǘƘŜ ŎŀƴŎŜǊ ǊŜƎƛǎǘǊȅΩǎ ōŜƘŀƭŦΦ Ŝaŀw/ tƭǳǎ ǎƛǘǎ ŀǘ ŀ 

workstation at a cancer registry and polls the worker queue of the PHINMS receiver for any new 

incoming files. When a new file arrives in the queue, the application processes it and waits for 

another new file. eMaRC Plus can also be used in an interactive mode where the user selects a file to 

import into the eMaRC Plus database. During import, the program searches a terms table to find a 

potential report of cancer; an inbuilt negation terms finder algorithm (NegEx) enhances the 

ǇǊƻƎǊŀƳΩǎ ǘŜȄǘ ƳƛƴƛƴƎ ŎŀǇŀōƛƭƛǘƛŜǎ ƛƴ ǘŜǊƳǎ ƻŦ ǎǇŜŎƛŦƛŎƛǘȅΦ ¢ƘŜ ǇǊƻƎǊŀƳ ǎƘƻǿǎ ƛƳǇƻǊǘŜŘ ǇŀǘƘƻƭƻƎȅ 

reports in a user-readable format with cancer terms highlighted in red and negated terms 

highlighted in blue. Both the terms table and the negation phrases table are customizable. eMaRC 

Plus also creates partial abstracts from HL7 messages during import, translating various coded values 

from the HL7 coding standard to NAACCR standards. eMaRC Plus provides the ability to view both 

ǇŀǘƘƻƭƻƎȅ ǊŜǇƻǊǘǎΩ Řŀǘŀ ƛǘŜƳǎ ŦǊƻƳ I[т ƳŜǎǎŀƎŜǎ ŀƴŘ ŀōǎǘǊŀŎǘǎ Řŀǘŀ ƛǘŜƳǎ ǎƛŘŜ-by-side on the same 

screen and allows the user to look at the text of pathology reports and code data items, like primary 

site and histology, in partial abstracts. The auto-code histology feature suggests pertinent histology 

codes by analyzing the text of the report while the user codes abstracts. 

ePath Reporting Module 

The ePath Reporting module imports HL7 2.3.1, HL7 2.5.1 (narrative or synoptic reports), and North 

American Association of Central Cancer Registries (NAACCR) pipe-delimited files manually or directly 

from the Public Health Information Network Messaging System (PHINMS) queue, makes sure the 

files contain the required data items, parses HL7 messages, and maps HL7 data elements to NAACCR 

data elements. A new release of the eMaRC Plus ePath Reporting module is distributed each year, 

usually in late spring. 

 

https://www.cdc.gov/cancer/npcr/tools/registryplus/mp.htm
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Physician Reporting Module 

The Physician Reporting module imports HL7 CDA files manually or directly from a folder or the 

PHINMS queue, makes sure the files contain the required data items, parses HL7 documents, maps 

and, if needed, translates the HL7 data elements to NAACCR data elements. The first production 

release was distributed in June 2014 and several enhanced versions have been released since then. 

All security functions within the installed Registry Plus suite of products are closely monitored by our 

dedicated IT consultant at SSG Solutions, LLC.  Server security and virus protection are performed on 

a routine basis by our IT firm, Braver Technology Solutions, LLC. 

3.3 Ownership 
All individual records and aggregate data relating to the Rhode Island Cancer Registry are the 

property of the Rhode Island Department of Health. The use of confidential records by any person 

shall be subject to the approval of the Director in accordance with applicable federal and state law, 

rules and regulations regarding confidentiality and public access to data. 
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SECTION 4:  CANCER DATA REPORTING GUIDELINES 

4.0 Case Eligibility 
All eligible cases diagnosed on or after January 1, 1995 are reportable to the RICR. In most 

ŎƛǊŎǳƳǎǘŀƴŎŜǎΣ ǘƘŜ ŘƛŀƎƴƻǎƛǎ ƻŦ ŎŀƴŎŜǊΣ ŀǎ ǊŜŎƻǊŘŜŘ ƛƴ ǘƘŜ ǇŀǘƛŜƴǘΩǎ medical record, clearly is 

synonymous with reportable cancer. However, in those situations where the physician is not certain 

of the diagnosis, the associated terminology in the medical record reflects that uncertainty and is 

ambiguous. CoC, NPCR, SEER and CCCR agree to the list of terms considered as diagnostic of cancer 

and the list of terms not considered as cancer.  

Reportable Diagnoses 

1. Behavior code of 2 or 3 in ICD-O-3 (includes VIN III, VAIN III, AIN III); or, for 2010 and later 

diagnoses, behavior code 3 according to the WHO Classification of Tumors of Hematopoietic and 

Lymphoid Tissues (2008).  

2. Non-malignant (behavior codes 0 and 1) primary intracranial and central nervous system tumors, 

including juvenile astrocytoma (M9421/3). 

3. CIS of the cervix and CIN III or SIN III (Beginning 1/1/2018). 

4. As of 01/01/2021, early or evolving melanoma in situ, or any other early or evolving melanoma, 

is reportable. 

5. Carcinoid, NOS of the appendix C181 (as of 1/1/2015). 

6. All GIST tumors are reportable as of 01/01/2021. The behavior code is /3 in ICD-O-3.2. 

7.  Nearly all thymomas are reportable as of 01/01/2021. The behavior code is /3 in ICD-O-3.2. The 

exceptions are microscopic thymoma or thymoma benign (8580/0), micronodular thymoma with 

lymphoid stroma (8580/1), and ectopic hamartomatous thymoma (8587/0) 

Exceptions (not reportable) 

1. Skin cancers (C44._) with histologies 8000-8005, 8010-8046, 8050-8084, 8090-8110  

2. PIN III (after 1/1/2001). 

Ambiguous Terminology Considered as Diagnostic of Cancer 

(Do not ǎǳōǎǘƛǘǳǘŜ ǎȅƴƻƴȅƳǎ ǎǳŎƘ ŀǎ άǎǳǇǇƻǎŜŘέ ŦƻǊ άǇǊŜǎǳƳŜŘέ ƻǊ άŜǉǳŀƭέ ŦƻǊ άŎƻƳǇŀǊŀōƭŜΦέ 5ƻ 
ƴƻǘ ǎǳōǎǘƛǘǳǘŜ άƭƛƪŜƭȅέ ŦƻǊ άƳƻǎǘ ƭƛƪŜƭȅΦέ Use only the exact words on the list.) 

 

Ambiguous Terms that Constitute a Diagnosis 

Apparent(ly) Neoplasm* (beginning with 2004 diagnoses 
and only for C70.0-C72.9, C75.1-C75.3) 

Appears Presumed 

Comparable with Probable 

Compatible with Suspect(ed) 
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Consistent with Suspicious (for) 

Favors Tumor* (beginning with 2004 diagnoses 
and only for C70.0-C72.9, C75.1-C75.3) 

Malignant appearing Typical of 

Most likely  

*additional terms for nonmalignant primary intracranial and central nervous system tumors 
only 

Exception: if the cytology is reported using any of these ambiguous terms and neither a positive 

biopsy nor a physician's clinical impression supports the cytology findings, do not consider as 

diagnostic of cancer. 

Ambiguous Terminology NOT Considered as Diagnostic of Cancer without additional information 

Cannot be ruled out Questionable 

Equivocal Rule out 

Possible Suggests 

Potentially malignant Worrisome 

 

More specific information pertaining to NAACCR case eligibility and standards for tumor inclusion 

and reportability can be found at http://datadictionary.naaccr.org/?c=3 

4.1 Required Data Items 
A complete list of the current required data items for each standard setter (NAACCR Data Dictionary 

Chapter VIII: Required Status Table) is available on the NAACCR website 

(http://datadictionary.naaccr.org/?c=8. ) 

Text is a very important section of each abstract.  Completion of text fields is a requirement of the 

RICR.  Text documentation is used to justify coding of numerous data items.  Documentation must 

include treatment dates and facility, justification of primary site, histology, grade, and all treatment 

(including surgery) data items. 

4.2 Casefinding 
ICD-ф ŀƴŘκƻǊ L/5мл ŎŀǎŜŦƛƴŘƛƴƎ ŎƻŘŜǎ ŀǊŜ ƭƻŎŀǘŜŘ ƻƴ ǘƘŜ bŀǘƛƻƴŀƭ /ŀƴŎŜǊ LƴǎǘƛǘǳǘŜΩǎ {ǳǊǾŜƛƭƭŀƴŎŜΣ 

Epidemiology, and End Results Program website.  While these codes do not constitute a tumor as 

reportable, they are a reliable source for casefinding for possible inclusion in the cancer registry 

data.  Cancer registries and cancer surveillance programs typically describe the reportable neoplasms 

as any neoplasm with a behavior code (fifth digit in a complete six-digit morphology code) of '/2' (in 

situ) or '/3' (invasive). Some registries also collect and report the benign ('/0') and borderline ('/1') 

neoplasms.  Please see the most current casefinding list at 

http://datadictionary.naaccr.org/?c=3
http://datadictionary.naaccr.org/?c=8
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https://seer.cancer.gov/tools/casefinding/ or Appendix F for a list of casefinding sources and 

procedures. 

4.3 2007 Multiple Primary & Histology/2018 Solid Tumor Rules 
The 2007 Multiple Primary and Histology (MPH) manual is to be used for cases diagnosed 1/1/2007 

through 12/31/2017.  The 2007 Multiple Primary and Histology Coding Rules contain site-specific 

rules for lung, breast, colon, melanoma of the skin, head and neck, kidney, renal 

pelvis/ureter/bladder, benign brain, and malignant brain. A separate set of rules addresses the 

specific and general rules for all other sites. The multiple primary rules guide and standardize the 

process of determining the number of primaries. The histology rules contain detailed histology 

coding instructions. For example, grouping histologic terms, differentiating between general (NOS) 

terms and specific histologic types and subtypes, and identifying mixed and combination codes are 

covered. The MP/H Task Force also developed three new data items that complement these rules. 

The 2018 Solid Tumor Rules consider all the information noted in the 2007 MPH manual with the 

inclusion of new histologic terminology and diagnosis criteria for 2018 site-specific areas.  The 2018 

Solid Tumor Rules updated eight specific coding modules:  Benign Brain, Malignant CNS, Breast, 

Colon, Lung, Head & Neck, Kidney, and Urinary. 

Please review full manuals here:  https://seer.cancer.gov/registrars/guidelines.html 

4.4 Abstracting Manuals  
Numerous manuals are used during the abstracting process. A list of the past and current manuals to 

be used for abstracting cancer cases and their dates of implementation can be found in Appendix G  

4.5 Data Acquisition and Reporting 
Facilities are required to report cancer case source records based on their annual caseload. Annual 

estimated total caseloads are calculated based on the past three years of actual submissions. A 

hospital is automatically considered complete if it submits at least 90% of its anticipated total. If the 

total is below 90%, the hospital must inform the Director in writing that case-finding is complete. 

They also need to provide an explanation for the reduced caseload. 

All facilities currently reporting to the RICR under their own unique Rhode Island ID number are 

required to report every instance of cancer in the required categories identified at their institution, 

regardless of whether the same occurrence of cancer was reported by any other institution. 

Data received must be of reasonable quality, i.e., 5% or less edit failure for currently determined 

core data items. The intake routine (see below) includes scanning each submission with an edit 

software program, using a Rhode Island specific edit set. Each edit report is reviewed by the Systems 

Administrator for discrepancies or repetitive edit issues. Issues are reported to the RICR director and 

the file will be rejected for correction by the submitting facility. Additionally, the Systems 

https://seer.cancer.gov/tools/casefinding/
https://seer.cancer.gov/registrars/guidelines.html
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Administrator reviews some files using text editors and other databases to review data items not 

covered by edit software. 

4.6 Electronic Pathology or Physician Reporting 
In the process of being constructed  
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SECTION 5:  DATA PROCESSING 

5.0 Reporting Facility Requirements 
Between the 5th and 10th of each month, all reporting facilities in RI are expected to upload files on 

the sFTP ShareFile® site of all new case abstracts since the previous submission. Reporting facilities 

are instructed to follow the appropriate standard setter guidelines, and files must be submitted in 

the applicable NAACCR format. 

5.1 Central Registry Abstracting 
The RICR staff routinely abstract tumor cases in-house from pathology reports that are submitted to 

the registry via paper format and cancer cases that are discovered during annual death clearance 

activities. All currently required data items are completed with the most detailed and accurate data 

available for each case and in-house abstracted cases are included in annual submission activities. 

5.2 Case Processing 
When the RICR receives a NAACCR file containing cases, it is downloaded from the secure location in 

which it was transmitted and then the file is renamed with a title including the facility it was received 

ŦǊƻƳ ŀƴŘ ǘƘŜ ŘŀǘŜ ƛǘ ǿŀǎ ǊŜŎŜƛǾŜŘΦ ¢ƘŜ ŦƛƭŜ ƛǎ ǎŀǾŜŘ ǘƻ ǘƘŜ ŦŀŎƛƭƛǘƛŜǎ ǎǇŜŎƛŦƛŜŘ ŦƻƭŘŜǊ ǿƛǘƘƛƴ ǘƘŜ άaέ 

ŘǊƛǾŜ ƻƴ ǘƘŜ wL/wΩǎ ǎŜŎǳǊŜ ƴŜǘǿƻǊƪ ŀƴŘ ǘƘŜƴ ŎƻǇƛŜŘ ǘƻ ŀ ŦƻƭŘŜǊ ǿƛǘƘƛƴ ǘƘŜ tǊŜǇtƭǳǎ ǇǊƻƎǊŀƳ ŦƻǊ ŜŘƛǘ 

processing. Once the file is free of edits, it is loaded into the CRSPlus program. Cases requiring 

Ƴŀƴǳŀƭ ǊŜǾƛŜǿ ƻǊ ŎƻƴǎƻƭƛŘŀǘƛƻƴ ŀŎǘƛǾƛǘƛŜǎ ǿƛƭƭ ōŜ ƘŜƭŘ ƛƴ άǇŜƴŘƛƴƎέ ǎǘŀǘǳǎ ǿƛǘƘƛƴ /w{tƭǳǎΦ !ƭƭ ƻǘƘŜǊ 

cases are systematically added into the CRSPlus main database. hƴŎŜ άǇŜƴŘƛƴƎέ ŎŀǎŜǎ ŀǊŜ Ƴŀƴǳŀƭƭȅ 

reviewed and consolidated, they are also added into the CRSPlus main database. 

5.3 Internal Matching, Linking and Consolidation 
Case reports from multiple facilities may have discrepancies that affect case reportability. Central 

registries use several methods to evaluate and reconcile inter-field inconsistencies. The central 

registry relies on information found in the text provided with each case to verify the coded values. 

Duplicate Case Identification 

The RICR regiǎǘǊȅ ǎƻŦǘǿŀǊŜ ǎȅǎǘŜƳΣ /5/Ωǎ wŜƎƛǎǘǊȅ tƭǳǎ ǎǳƛǘŜ ƻŦ ǎƻŦǘǿŀǊŜ ǇǊƻƎǊŀƳǎΣ ƛǎ ŘŜǎƛƎƴŜŘ ǘƻ 

automatically identify duplicate cases through deterministic and probabilistic matching processes to 

identify and resolve duplicate records. Case submissions, that are uploaded from reporting facilities 

via sFTP ShareFile, N-IDEAS (Inter-State Data Exchange), eMarc Plus (HL7 files submitted through 

PHINMS) and Abstract Plus (abstracting software) are duplicate-checked via a deterministic 

algorithm within CRS Plus.  Duplicate case reports are marked during the upload process and sent to 

the Pending System for further verification and/or deletion. 
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Case Consolidation 

One of the major functions of a central cancer registry is to consolidate cancer case data from 

multiple reporting sources and facilities or institutions for the same patient (i.e., the reports are 

"consolidated" into one comprehensive case). 

When data from multiple sources pertaining to the same person or case are combined, inevitable 

discrepancies between information on file and new data appear. Some discrepancies represent new 

information (for example, a more detailed morphology), some are erroneous such as a misspelled 

name. Consolidation rules determine which data inconsistencies can be resolved automatically and 

when to assign precedence of one category over another. 

Record consolidation is also performed to ensure that each cancer is counted only once.  Failure to 

link and consolidate records carefully and correctly in conjunction with the NAACCR Data Item 

Consolidation Manual guidelines leads to over-counts in the data, either as a result of the same 

person being counted more than once or because the same tumor is recorded multiple times for the 

same patient, affecting state rates and trends. 

Linkage is the process of using defined criteria to determine whether source records refer to the 

same patient and/or cancer based upon the degree of agreement between the data fields. The 

record consolidation maintains relational linkage to all original cancer report documentation (i.e., 

cancer abstracts, path reports). Cancer reports received from the same or multiple sources on the 

same patients are merged to form one accurate cancer record (i.e., a "patient cancer profile").  

The NAACCR Data Item Consolidation Manual can be found at https://www.naaccr.org/wp-

content/uploads/2016/11/2015-Data-Item-Consolidation-Manual-PDF.pdf  

5.4 Data Exchange Agreements 
The Rhode Island Cancer Registry (RICR) participates in the NAACCR National Interstate Data 

Exchange Agreement (NIDEA) which allows states to exchange data on cases that were diagnosed or 

treated in a Rhode Island facility while the patient was a resident of an outside state. In Rhode Island, 

the Systems Administrator conducts quarterly interstate data case searches in the months of 

January, April, July, and October to identify out of state cases that will require submission to other 

states who also actively participate in the NAACCR NIDEA. Any cases that are extracted for 

transmission to another state are compiled into a state specific file in NAACCR format and the state 

associated with the case is contacted to confirm current secure transmission procedure 

requirements for each state. The NAACCR NIDEA and list of active participants can be found at 

https://www.naaccr.org/national-interstate-data-exchange-agreement/ 

The RICR receives cases from other NIDEA participants according to their policies and procedures.  

The Massachusetts Cancer Registry signed an agreement to transmit cases to the RICR on the 15th of 

every month.  

https://www.naaccr.org/wp-content/uploads/2016/11/2015-Data-Item-Consolidation-Manual-PDF.pdf
https://www.naaccr.org/wp-content/uploads/2016/11/2015-Data-Item-Consolidation-Manual-PDF.pdf
https://www.naaccr.org/national-interstate-data-exchange-agreement/
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When processing the cases submitted through the NAACCR NIDEA, these cases are flagged before 

being process through Prep Plus by selecting the Interstate Data Exchange button.  The flag is 

populated in the Unusual Follow-Up Method data item and transferred over to CRS Plus.  By utilizing 

the Unusual Follow-Up Method flag, these cases will be excluded from release when they are the 

only source record for the tumor. 
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SECTION 6:  DEATH CLEARANCE 

6.0 Introduction 
The Rhode Island Cancer Registry conducts death clearance on a bi-annual basis using all cases within 

our central registry starting with diagnosis year 1995 and a vital status of 1 (alive).  Our cases are 

matched against the Rhode Island Department of Health final mortality file.  Linkage activities occur 

during May or June for review of cases from 3 to 4 years prior and in the August timeframe for cases 

1 year prior.  The death clearance process serves two purposes: (1) enhance data quality and 

usefulness with vital status information and other appropriate death information, and (2) improve 

completeness by adding previously unreported cancer cases.  The RICR references the most current 

Death Clearance Manual located on the NAACCR website at https://www.naaccr.org/wp-

content/uploads/2016/11/Death-Clearance-Manual-Posted-1-21-15.pdf . 

6.1 Procedures 
The RICR death clearance process includes the following steps: 

 

Death Clearance Linkage 

A file is created from the central registry database including all cases with a vital status of 1 (alive) 

and a Rhode Island address at the time of diagnosis.  The final state mortality file is used from the 

Department of Health for linkage.  The following data items are utilized when conducting the match: 

 

¶ Last Name 

¶ First Name 

¶ Date of Birth 

¶ Social Security Number 

¶ Sex 

   

Linkage Results - Matches  

Once the RI Department of Health finalizes the linkage results, they supply two Excel files to the 

central cancer registry.  ¢ƘŜ άaŀǘŎƘέ ŦƛƭŜ Ŏƻƴǘŀƛƴǎ wƘƻŘŜ LǎƭŀƴŘ ǊŜǎƛŘŜƴǘǎ ǘƘŀǘ matched with records 

currently within our database.  The data items listed below are included within the file.  All matched 

cases are updated with a mass change process which involves updating NAACCR specific data items 

within the case structure. 

 

Data Items included within the RI Department of Health match file (items are listed in order of file): 

1. Match Status (Certain, Uncertain) 

2. Record 1 Line Number (DOHςIdentifies resident/row within their spreadsheet/mortality file) 

3. Record 2 Line Number (RICR ς Identifies resident/row within the Vital Status 1 spreadsheet 

submitted to DOH for linkage activities) 

https://www.naaccr.org/wp-content/uploads/2016/11/Death-Clearance-Manual-Posted-1-21-15.pdf
https://www.naaccr.org/wp-content/uploads/2016/11/Death-Clearance-Manual-Posted-1-21-15.pdf
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4. Total Score (Matching Score) 

5. Category 

6. Birth Date (two separate date of birth columns for comparison between RICR and Dept of 

Health) 

7. First Name, Last Name, Middle Name, Maiden Name, Surnames, Aliases ς Two separate columns 

for each of these items for comparison between RICR and Dept of Health  

8. Spouse Name ς Supplied by RIDOH 

9. Sex ς Two separate columns for comparison between RICR and Dept of Health 

10. Social Security Number (two separate social security number columns for comparison between 

RICR and DOH) 

11. Diagnosis Date ς Supplied by the RICR 

12. Vital Status ς Supplied by the RICR 

13. Patient ID & Sequence No. - Supplied by RICR for record identification purposes 

14. Age at Death ς Supplied by RIDOH and used for DCO cases 

15. State of Birth ς Supplied by RIDOH 

16. Birth Country - Supplied by RIDOH 

17. Marital Status - Supplied by RIDOH 

18. Residence Country (two separate columns for comparison between RICR and RIDOH) 

19. Residence State (two separate columns for comparison between RICR and RIDOH) 

20. Residence City (two separate columns for comparison between RICR and RIDOH) 

21. Residence Address (two separate columns for comparison between RICR and RIDOH) 

22. Residence Zip Code (two separate columns for comparison between RICR and RIDOH) 

23. CŀǘƘŜǊΩǎ [ŀǎǘ Name (supplied from RIDOH) 

24. Date of Death (supplied from RIDOH) 

25. City of Death (Supplied from RIDOH) 

26. Hospital Code:  This code ƛǎ ǳǘƛƭƛȊŜŘ ǘƻ ƛŘŜƴǘƛŦȅ ǘƘŜ ǎƻǳǊŎŜ ǘƘŀǘ ǊŜǇƻǊǘŜŘ ǘƘŜ ǊŜǎƛŘŜƴǘΩǎ ŘŜŀǘƘ ŀƴŘ 

is supplied by RIDOH 

27. Record Axis Codes (Causes of Death), Supplied by RIDOH 

28. Tobacco Use ς Supplied by RIDOH 

29. Autopsy (Was an autopsy performed?) ς Supplied by RIDOH 

30. Spanish/Hispanic Origin ς Supplied by RIDOH 

31. Race ς Supplied by RIDOH 

32. State File Number - Death Certificate Number assigned by RIDOH 
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The following table provides the data items needed to be completed within the central cancer 

registry data base for matched cases: 

 

 NAACCR 
Item # 

NAACCR Date Item Instructions 

1750 Date of Last Contact Enter date of death from mortality file 

1751 Date of Last Contact Flag Leave blank when date of death is entered 
1760 Vital Status Enter code 0 Dead (COC) 

1791 Follow-up Source Central Enter code 05 to indicate state death 
tape/death certificate file 

1910 Cause of Death Enter underlying cause of death code from 
state mortality file 

1920 ICD Revision Number Enter code from NAACCR Standards for 
Cancer Registries, Volume II to indicate 
coding scheme used to code the cause of 
death (Currently, ICD-10) 

1942 Place of Death-State Enter code for the state/province/territory 
where patient died and where certificate 
of death is filed 

1944 Place of Death-Country Enter code for the country where patient 
died and where certificate of death is filed 

2380 DC State File Number Enter death certificate identification 
number as assigned by the vital statistics 
office in the place recorded in Place of 
Death (1942 

 

Linkage Results - Non-Matches 

The non-match file contains residents whose death certificate has a mention of cancer under the 

cause of death section but do not have a cancer incidence recorded within the central registry 

database. 

 

Cancer registry personnel review the Non-Match file to remove duplicated data, deaths that do not 

mention cancer and/or their address at diagnosis is not Rhode Island.   

 

All unmatched records are reviewed during an on-site visit to the Rhode Island Department of 

Health. 

 

In addition to updating linkage matches with the data items listed above, registry personnel also 

review the match file for discrepancies in resident name, address, date of birth, social security 

number and any other pertinent items. 
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Best Value Selection Guidelines 

When selecting the best values to complete the patient record, the following guidelines, as supplied 

within the NAACCR Death Clearance Manual, are adhered to: 

 

¶ Defer to the record that provides information that is known over unknown. 

¶ If both records provide known values, defer to the record that provides more 

specific information over less specific information, unless otherwise indicated. 

¶ If both records provide specific information, defer to information in the registry 

record over information in the mortality record. 

¶ Exception: For fields such as social security number, race, birth date and birthplace, 

preference may be given to the mortality record/death certificate. 

 

6.2 Missed Incidence Cases 
For records that did not match with the Rhode Island Department of Health mortality file, further 

investigation is conducted.  Members of the RICR Quality Team perform comprehensive review of 

the paper death certificates that indicated an occurrence of cancer.  At a minimum, the following 

data items are collected from the death certificate to facilitate more extensive follow-back: 

 

a. Name 

b. Address 

c. Date of birth 

d. Birthplace 

e. Sex 

f. Race and ethnicity 

g. Social security number 

h. All causes of death 

i. Date of death 

j. Place of death 

k. Death Certificate File number 

l. Duration or interval between onset and death 

m. Occupation and industry 

n. Tobacco Use 

o. Maiden name (if applicable) 

p. Referring physician 

q. Autopsy information 

 

https://www.naaccr.org/registry-operations-guidelines/
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Note:  If follow-back information is obtained, the case may be added as a missed incidence case.  If 

no information other than the death certificate is available on the case, it is entered into the central 

registry database as a DCO. 

 

Once the information has been collected from the death certificates, all mortality codes are 

converted into NAACCR standard codes.  An instructional guide is supplied by the department of 

health vital records office to assist in the conversion. 

 

NAACCR Item # NAACCR Date Item 

70 Addr at DX-City 
80 Addr at DX-State 

90 County at DX 
100 Addr at DX-Postal Code 

160 Race 1 (converted code) 

161 Race 2 
162 Race 3 

163 Race 4 
164 Race 5 

190 Spanish/Hispanic Origin (converted code) 
220 Sex 

230 Age at Diagnosis 

240 Date of Birth 
252 Birthplace-State 

254 Birthplace-Country 
272 or 310 Census Industry Code 2010, or Text-Usual Occupation 

282 or 320 Census Occ Code 2010, or Text-Usual Industry 

400 Primary Site 
522 Histologic Type ICD-03 

523 Behavior Code ICD-03 
2230 Name-Last 

2240 Name-First 

2250 Name-Middle 
2320 Social Security Number 

 Tobacco History 
2330 Addr at DX-No & Street 

2335 Addr at DX-Supplemental 
2390 Name-Maiden 

 

RICR Collection Method 

Upon completing the review of the non-matches file, an Excel spreadsheet is created called:  DEATH 

CLEARANCE (INSERT CURRENT YEAR) ς DATA COLLECTION TOOL.  This spreadsheet lists all pertinent 

information obtained from the RI Department of Health mortality file.  It also includes blank fields 

needed for data items as listed in the table above.  This spreadsheet is accessed by all registry 

members remotely during an on-site visit to the department of health.   
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All cases that are found to have a medical record or clinical source (hospital, physician, nursing 

home, other health care practitioner) are included in the follow-back process.  Each facility is 

contacted for further information for case completion.  On-site visits are routinely conducted at the 

largest hospice facility in Rhode Island as well as select nursing homes on a need-to basis.  Any 

ƘƻǎǇƛǘŀƭκŘƻŎǘƻǊΩǎ ƻŦŦƛŎŜ ǘƘŀǘ ƛǎ ƳŜƴǘƛƻƴŜŘ ƻƴ ǘƘŜ ǇŀǘƛŜƴǘΩǎ ŘŜŀǘƘ ŎŜǊǘƛŦƛŎŀǘŜ ŀǊŜ ŎƻƴǘŀŎǘŜŘ ŦƻǊ 

diagnosis confirmation and other information as needed for case completion. 

 

In the event no information can be obtained to complete the patient record, the case is designated 

as a DCO and abstracted for inclusion within the registry database.  Below are some examples that 

would indicate no follow back on a missed case: 

 

¶ Invalid, illegible, or missing facility or physician or identification number 

¶ No current address for physician could be found  

¶ Physician retired, or facility closed, and records could not be obtained 

¶ Experience with a specific source not responding to follow-back requests 

¶ Law or regulations prohibit contact 

¶ Insufficient registry resources. 

 

In the event that follow-back information is attainable, the medical facility is contacted and asked to 

provide, at a minimum, the following information: 

 

¶ Confirmation of diagnosis by a recognized medical practitioner 

¶ Exact or estimated date of diagnosis 

¶ Name of health care facility or practitioner that may provide additional information 

¶ State/territory/province of residence at diagnosis 

¶ Confirmation of information already known from the death certificate and space to 

complete other registry data items as needed 

¶ Treatment: date and type of surgery, radiotherapy (external or internal), chemotherapy, 

hormones, and other treatment 

¶ Stage or spread of disease at diagnosis 

 

Once sufficient follow-back information is received, the Excel data collection tool is updated and the 

case is added to the RICR database for inclusion within registry software.   

 

All minimum requirements and best practices are found within the North American Association of 

Central Cancer Registries, Inc. (NAACCR) ς Death Clearance Manual ς Minimum Requirements and 

Best Practices for Conducting Death Clearance. 
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SECTION 7:  QUALITY CONTROL 

7.0 Quality Control 
To ensure completeness and accuracy of the RICR cancer data, the RICR routinely conducts quality 

control activities. Quality control activities consist of routine data processing, as well as periodic 

auditing and monitoring activities. Routine data processing activities consist of deduplication, 

consolidation, and data editing. Electronic reports, pathology reports and abstracts received and 

imported into the RICR database undergo extensive data processing routines to ensure deduplicated 

and accurate data. Periodically, the RICR staff will perform various audits and monitors cancer 

reporting from all reporting facilities. The audits aid in monitoring case reporting completeness and 

accuracy to deliver only the most pristine information through annual data submissions to NPCR and 

NAACCR.  

Data Submission Standards for NPCR 
!ƭƭ ƎǊŀƴǘŜŜǎ ŦǳƴŘŜŘ ōȅ /5/Ωǎ bŀǘƛƻƴŀƭ tǊƻƎǊŀƳ ƻŦ /ŀƴŎŜǊ wŜƎƛǎǘǊƛŜǎ όbt/wύ ŀǊe expected to meet 

established NPCR standards. One standard requires state central registries to submit de-identified 

cancer data to CDC. Annually, these data are evaluated for quality, completeness, and timeliness 

according to the National Data Quality Standard for 23-month data and the Advanced National Data 

Quality Standard for 12-month data. Data also are evaluated according to the United States Cancer 

Statistics (USCS) Publication Standard before publication. 

 

Data Submission Standards for NAACCR 
In 1997, NAACCR instituted a program that annually reviews member registries for their ability to 

produce complete, accurate, and timely data. NAACCR annually reviews data from member registries 

NPCR Advanced 

National Data 

Quality Standard 

(12-month)

NPCR National 

Data Quality 

Standard (24-

month)

USCS Publication 

Criteria

U.S. County Public-

Use File Criteria

Measurement 

Error

>=90% >=95% NA NA -1.00%

Age <=3% <=2% <=3% <=3% -0.40%

Sex <=3% <=2% <=3% <=3% -0.40%

Race <=5% <=3% <=5% <=5% -0.40%
County <=3% <=2% NA <=3% -0.40%

NA <=3% <=5% <=5% -0.40%

<=2 <=1 NA NA -0.4

>=97% >=99% >=97% >=97% NAPercentage Passing Edits

Percentage Completeness 

of Case Ascertainment

Percentage 

Missing or 

Unknown

Criteria

NPCR-CSS Data Quality Criteria

Percentage Death 

Certificate Only (DCO)

Unresolved Duplicates (per 

1,000)
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to assure the quality, accuracy, and completeness of cancer incidence data based on pre-determined 

objective and independent registry certification criteria. Registry staff receive a report containing the 

results of registry certification evaluation for the most recent data year. 

 

NAACCR Criteria for Certification 

Criteria Certification 
Data Years **Changes yearly 

Completeness 90% Silver 
95% Gold 

% Passing EDITS 97% Silver 
100% Gold 

Death Clearance Only Cases <=5% Silver 
<=3% Gold 

Timeliness **Changes yearly 

Duplicate Reports* <=2/1,000 Silver 
<=1/1,000 Gold 

Missing Data Field 
Sex, Age, County 

<=3% Silver 
<=2% Gold 

Missing Data Field 
Race 

<=5% Silver 
<=3% Gold 

 

7.1 EDITS 
Computerized edit checks are completed using the most recent version of standard setter edit sets 

and is only one small but especially vital component of the overall RICR quality control program. The 

Registry Plus suite of programs includes validation measures to ensure that only valid codes are 

submitted through data uploads or data entry by abstraction. 

Empty fields are identified and completed with correct information. Correct data is obtained for 

those items coded incorrectly or where there is a conflict of information. The electronic edits are 

applied to all data received by the RICR. 

Once added to the registry database, cases are extracted and imported through a stand-alone edit 

check program called GenEDITS. GenEDITS runs cases through the most up-to-date metafile available 

and generates a report of all errors found. Cancer reports that do not pass edit checks are amended 

and rechecked for accuracy.  

Edit checks are performed before and after record consolidation. Intra-record and inter-record data 

edits are performed on data transmissions compiled for the NAACCR and NPCR/CDC Calls-for-Data.  

Hospital registries are required to run data through the most current standard setter edit metafiles 

prior to submission to the central registry.  
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7.2 Completeness Check 
The RICR database verifies completeness of each cancer report. This completeness check scans the 

reported cancer record and identifies missing required data elements (fields) as required by the 

RICR, NPCR and NAACCR. Each cancer report can be incomplete with respect to patient, cancer 

and/or treatment data. Incomplete cancer reports are flagged to allow RICR staff to review the 

incomplete data items and bring repetitive issues to the attention of the reporting facility. 

Completeness also refers to the extent to which all required cases have been reported to RICR. 

The RICR provides a timeliness and completeness report to the facilities submitting cancer data to 

the RICR.  A "reporting summary" report is distributed to each reporting facility showing data on the 

facility's reporting timeliness, quality, and completeness yearly. 

7.3 Visual Review 
Visual edit review is performed by surveying the submitted data for correct diagnosis, treatment, 

ŀƴŘ ŘŜƳƻƎǊŀǇƘƛŎ ƛƴŦƻǊƳŀǘƛƻƴ ǘƻ ǾŜǊƛŦȅ ŀŎŎǳǊŀǘŜ ŀōǎǘǊŀŎǘƛƴƎκŎƻŘƛƴƎΦ b!!//w ά{ǘŀƴŘŀǊŘǎ ŦƻǊ /ŀƴŎŜǊ 

wŜƎƛǎǘǊƛŜǎΣ ±ƻƭǳƳŜ LLέ ƛǎ ǳǘƛƭƛȊed for data specifications and allowable codes. Corrections are made to 

those records that show discrepancies. Data abstracted is checked against text to ensure accuracy of 

coding. Data is critiqued so that assigned codes meet the allowable code standards and correlate 

text documentation included with the cancer abstract.  

Visual review of text is performed on all cases failing completeness and/or edit checks and random 

case samples passing completeness and/or edit checks. 

7.4 Data Processing 
The RICR database is designed with a continuous data quality concept with respect to routine data 

processing. There are four areas within data processing where the RICR database performs and/or 

monitors data quality: 

1. Initial Case Review: The PrepPlus program is used to analyze the submitted data file with 

the most current edit metafiles and perform completeness checks; allows user to accept 

data file for further data processing by the RICR database or reject incomplete or inaccurate 

files, which may be returned to the reporting facility for correction. 

2. Duplicate Case Check: Accepted data files are loaded into the main central registry 

database (CRSPlus) where they are checked to identify duplicate patients and cancers 

through a probabilistic duplicate checking algorithm; Background programming identifies 

potential duplicate patient and cancers into relational linkage and items or cases in question 

ŀǊŜ ƎƛǾŜƴ άǇŜƴŘƛƴƎέ ǎǘŀǘǳǎ ŦƻǊ Ƴŀƴǳŀƭ ǊŜǾƛŜǿΦ 

3. Consolidation: Reports received from the same or multiple sources on the same patient 

are merged together by a rules-based, automated tumor linkage and consolidation function 

to form one accurate cancer record through TLCPlus. /ŀǎŜǎ ǿƛǘƘ άǇŜƴŘƛƴƎέ ǎǘŀǘǳǎ ŀǊŜ 
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manually consolidated by visual review by RICR registrars. If necessary, the RICR contacts all 

reporting sources for verification of data to ensure that patients and/or their primary cancer 

diagnoses are in the system only once to prevent duplicate reporting. 

4. Edit Review: The GenEDITS and Inter-record edit programs allow RICR staff to 

continuously monitor cancer cases for accuracy and completeness. The entire database is 

run through the most current edit metafile to scan for any errors. A report is generated 

containing information about the errors found and RICR staff review and revise each case 

manually. This function is performed frequently throughout each year to maintain the most 

pristine data possible and monitor for any recurring error or edit issues.  

7.5 Audits 

Case-finding Audits 
Case finding audits are performed in compliance with existing NPCR standards.  RICR staff request a 

ŦƛƭŜ ŎƻƴǘŀƛƴƛƴƎ ƘƻǎǇƛǘŀƭΩǎ ŘƛǎŜŀǎŜ ƛƴŘŜȄ ŦƻǊ ǎǇŜŎƛŦƛŜŘ ICD-10 codes for a given time period.  The 

disease index is compared with the RICR database and cases that are not identified are reviewed at 

the reporting facility by RICR staff members.  

A file containing minimal identifiers for each of the cases to be audited will be sent to the facility. 

RICR staff will contact the facility to arrange time to review the entire electronic medical record 

ŀǾŀƛƭŀōƭŜ ŦƻǊ ŜŀŎƘ ŎŀǎŜ ǘƻ ōŜ ǊŜǾƛŜǿŜŘΦ CƛƴŘƛƴƎǎ ŀǊŜ ǊŜǇƻǊǘŜŘ ǘƻ ǘƘŜ ŦŀŎƛƭƛǘȅΩǎ ŎŀƴŎŜǊ ǊŜƎƛǎǘǊȅ ŦƻǊ 

abstracting and submission of missing cases to the RICR.  

Re-abstracting Audit 
Re-abstracting audits are performed to determine the quality of data being reported to RICR.  RICR 

will conduct re-abstracting audits every three years.  During this time, RICR staff will randomly select 

10% of cases submitted by a reporting facility from the most current, complete year.  RICR staff will 

ǊŜǾƛŜǿ ǘƘŜ ǊŜǇƻǊǘƛƴƎ ŦŀŎƛƭƛǘȅΩǎ ƳŜŘƛŎŀƭ ǊŜŎƻǊŘ ŀƴŘ ǊŜ-abstract the case.  When complete, RICR staff 

will compare with the original abstract to identify discrepancies.  A detailed report will be shared 

with the reporting facility.  The outcome of these audits will also assist RICR staff in preparations for 

training topics. 

Accession number review 
To identify gaps in reporting facility submissions that may have resulted in missed cases, accession 

number reviews are performed at least annually. A list of submitted accession numbers are 

compiled, missing accession numbers are identified and submitted to reporting facilities, 

respectively, for further investigation and subsequent submission or re-submission of missed cases.  
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SECTION 8:  DISASTER RECOVERY 

8.0 Data Protection and Back-Up 
The Rhode Island Cancer Registry has planned and developed a back-up plan in conjunction with our 

IT support group to ensure uninterrupted operation of registry activities in the event the physical 

office location at The Hospital Association of Rhode Island were not available.  The disaster plan 

provides staff with access to an offsite virtual setup of all cancer registry software and data which is 

backed up incrementally and daily.   

The RICR backup and disaster recovery plan consists of an off-site Ready Vault device which is 

housed by Braver Technology Solutions.  Our system includes top-notch data security and data 

integrity as well as a unique pass phrase recovery system based on the best open standards (AES-

256, HMAC-SHA-256, RSA-3072, TLS/SSL, PBKDF2, FIPS 197, NIST 800-38A).  All file data is stored 

encrypted on disk and is doubly encrypted while in transit.  Measures are also in place to repair silent 

data corruption.  Our Ready Vault Off-Site device also includes the following features: 

¶ High-speed fully automated block-level incremental backup engine (supporting unlimited 

versioning, compression, Exchange and SQL Server, open and locked files) 

¶ Best in class backend infrastructure, layered on redundant storage with additional software-

based forward error correction (above and beyond redundant storage) 

¶ End-to-end data integrity checks (software and hardware) 

¶ Pro-active, automated file -integrity scanning for absolutely zero data loss 

¶ To ensure data protection in any disaster, the Ready Vault Offsite device encrypts and 

archives RICR data at the off-site data center incrementally.  Our files are accessible within a 

ƳƻƳŜƴǘΩǎ ƴƻǘƛŎŜ ŀƴŘ Ŏŀƴ ōŜ ǊŜǎǘƻǊŜŘΦ 

In the event that the Rhode Island Cancer Registry needs to commence operations outside of the 

building, the designated in-house IT staff is responsible for communicating with the IT consultant 

firm to begin any backup and/or recovery efforts needed to ensure continued operation of the 

central registry.  The designation is assigned by the CIS Director. 

8.1 Employee Access 
Employees are each given a unique login and password to access the central registry software for 

continued operation in the event the office is inaccessible.   
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8.2 Employee Safety 
The Rhode Island Cancer Registry refers to the State of Rhode Island Emergency Management 

Agency for information on training, plans, tips, emergency checklists and area evacuation maps as 

well as other helpful information to guide employees during the event of a disaster.  For a full list of 

information and resources available to Rhode Island residents and businesses, please visit:  

www.riema.ri.gov//.   

The CIS Director is subscribed to the Rhode Island State Emergency Notification System (CODERED) 

to ensure all are informed as soon as possible of any potential and/or upcoming storms, disasters, 

etc. 

The RICR employs various methods of communication in the event of an emergency.  An emergency 

contact tree has been established which includes a hierarchy of management and their designated 

employees to call in the event of an emergency.  In addition, all employees receive additional 

communication along with any instructions via email and text message. 

Please note that the below contact tree is for informational purposes only.  The main emergency 

contract tree is in a shared location accessible to all employees and incudes phone numbers and 

email addresses. 

 

The Hospital Association of Rhode Island is contracted to host the statewide hospital and medical 

facility emergency preparedness initiative.  The central registry has access to the policies and 

procedures outlined within the emergency preparedness group and attends trainings involving 

evacuation, employee safety and other helpful education events to prepare all registry employees in 

the event of an emergency.  For more information on this program, please visit 

www.hari.org/preparedness.html   

http://www.riema.ri.gov/
http://www.hari.org/preparedness.html
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In the event of a building emergency (i.e. fire), an evacuation plan is in place.  All employees have 

been trained to abide by the evacuation process which includes a meeting location outside of the 

building area.  The office άŦƛǊŜ ƳŀǊǎƘŀƭέ ensures that all employees are accounted for at the meet up 

location.  
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SECTION 9: STAFFING 

9.0 Personnel 
I. Director of Cancer Information Systems 

The director is responsible for overseeing the operations of the Cancer Information System of the 

Hospital Association of Rhode Island with the purpose of providing researchers, physicians, hospitals, 

and the citizens of Rhode Island with cancer data that is complete, accurate, and timely.  Specifically, 

the ŘƛǊŜŎǘƻǊΩǎ ǊƻƭŜ ƛǎ to lead and advise the Cancer Information Systems (CIS) staff of the Hospital 

Association of Rhode Island (HARI) in maintaining the official statewide cancer incidence database 

under contract with the Rhode Island Department of Health (RIDOH) and meeting the standards set 

forth in regulations under Rhode Island law. The director is also required to meet data collection and 

reporting standards of the National Program of Cancer Registries (NPCR) of the Centers for Disease 

Control and Prevention (CDC) and the North American Association of Central Cancer Registries 

(NAACCR).  The director is to prepare and manage the CIS budget, oversee all activities related to the 

HARI/RIDOH contract pertaining to the Rhode Island Cancer Registry (RICR) and the Centers for 

Disease Control (CDC) grant related components, develop or update protocol manuals as needed, 

monitor and review cancer incidence reporting in RI, and oversee exchanges and releases of cancer 

data. 

II. Quality Assurance Coordinator 

Any Certified Tumor Registrar on payroll.  The Quality Assurance Coordinator is responsible for 

quality assurance audits performed on RICR data.  This person is also responsible for creating the 

files needed for the NAACCR and NPCR annual data submission.  Some other responsibilities include, 

metafile creation and maintenance, running edits, checking unknown fields, reviewing the yearly 

submission specifications, assisting in the death clearance process, and assisting in updating manuals 

as needed. 

III. Data Quality Coordinator 

The Data Quality Coordinator is responsible for case consolidation and to correct any errors that 

occur.  The Data Quality Coordinator is also responsible for contacting reporting facilities to resolve 

issues or questions that should arise within a case.  Other responsibilities include assisting in the 

yearly submission of data to NAACCR and NPCR, assisting in the death clearance process, and 

assisting in updating manuals as needed. 

IV. Systems Administrator 

The Systems Administrator is responsible for transferring files from the ShareFile site and processing 

them through the PrepPlus edit capturing program.  The responsibilities of this position include 

correcting edits and making the Director aware of repetitive errors that require further inquiry with 

the reporting facility.  Additional responsibilities include assisting in the yearly submission of data to 
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NAACCR and NPCR, assisting in the death clearance process, and assisting in updating manuals as 

needed. 

V. Special Projects Coordinator 

The Special Projects Coordinator is responsible supervision and direction of respective special 

projects awarded to the RICR.  Responsibilities include researching the project, creating a database, 

and giving output of their findings.  Additional responsibilities include assisting in the yearly 

submission of data to NAACCR and NPCR, assisting in the death clearance process, and assisting in 

updating manuals as needed. 

VI. Education Coordinator 

Any Certified Tumor Registrar on payroll. Responsibilities of the Education Coordinator include 

attending the NCRA ETC meeting and updating all hospital staff on changes.  Additional 

responsibilities include sending out emails of upcoming changes and planning a one-day educational 

meeting targeted to the specific hospital questions and concerns. 

VII. Additional Support 

Additional consolidation assistance is provided with two part-time remote consultants.  Their 

responsibilities include case consolidation and reporting of errors to the quality assurance 

coordinator.  Additional information technology (IT) support is provided through a remote company.  

The additional IT support is to assist with data migration and extra help needed during submission 

time. 

9.1 Education and Training 

Education 
The RICR staff provides training at various times during the year for all facility and state registrars. 

¢ǊŀƛƴƛƴƎ Ƴŀȅ ōŜ ǇǊƻǾƛŘŜŘ ŀǘ ǘƘŜ ŀƴƴǳŀƭ ŎŀƴŎŜǊ ǊŜƎƛǎǘǊŀǊΩǎ ŀǎǎƻŎiation meeting. 

All state staff participates in training provided by national organizations to increase their knowledge of 

cancer data collection and other registry procedures either through webinars, town hall meetings or 

conferences. 

In addition to training presented by the state staff, the central registry staff trainer will provide in-depth 

training on new abstracting regulations and requirements. 

Training 
Initial training begins on day 1.  Each employee is required to review the days tasks and complete 

required activities.  The Education and Training Coordinator (ETC) will be available at all times during the 

training process and will meet with the trainee every Friday for review.  The training guideline can also be 

utilized for CTR Exam preparation.  
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***Still in the process of finalizing the training manual.  Once complete, the training manual will be 

included in Appendix K***  

9.2 Advisory Board 
The central cancer registry establishes and regularly convenes an advisory committee to assist in building 

consensus, cooperation, and planning for the registry and to enhance chronic disease program 

coordination and collaboration. 

The RI Cancer Registry Advisory Board shall consist of hospital registrars, central registrars, RI 

Department of Health epidemiologist, and others deemed necessary by the board. 
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APPENDIX 
A. RI Department of Health and Central Registry Contract 
B. Confidentiality of Healthcare Communications and Information Act 
C. Rhode Island Cancer Registry Confidentiality Pledge 
D. Authorization for Disclosure of Health Information 
E. Registry Plus Software for Central Cancer Registries: Data Flow Diagram 
F. Casefinding Sources and Procedures 
G. Registry Manual Effective Dates 
H. System Administrator Casefile Workflow 
I. Data Quality Coordinator and Cancer Registrar Casefile Workflow 
J. Rhode Island Cancer Registry Data Flow Diagram 
K. Rhode Island Cancer Registry Training Guideline 
L. Standard Operating Procedures 
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Appendix A: RI Department of Health and Central Registry Contract 
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