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NPCR Data at the National Center for Health Statistics Research 
Data Center  

Questions & Answers 
 
1. Can you summarize what CDC is planning to do? 
 

CDC will use the National Center for Health Statistics (NCHS) Research Data Center (RDC) 
as a mechanism for researchers outside of the Division of Cancer Prevention and Control 
(DCPC) to request and gain access to NPCR data for research purposes.   This mechanism 
will be included in the Data Release Policy for the 2012 submission (see page 7). A subset of 
the data submitted at that time (see page 11) will be the first data provided through the 
NCHS RDC.  The data will be available through the NCHS RDC only after the standard data 
quality reviews that occur as part of the preparation for USCS and State Cancer Profiles.    
 
The use of the NCHS RDC to manage data access will provide the highest level of data 
security and protection of confidentiality that is available for analysis of data.  Any 
researcher must submit a proposal which will be reviewed and approved by CDC and 
representatives from the participating central cancer registries (CCRs) before any data 
analysis begins.  Trained data analysts at the NCHS RDC create a dataset that is customized 
to each analysis. The researcher can run his or her own statistical analysis or have the NCHS 
RDC analyst run the analysis.   The NCHS RDC analyst reviews all output from statistical 
analysis to ensure that the researcher only conducts analyses relevant to the approved 
protocol and that small cell sizes are suppressed.  Absolutely no individual level data will 
leave the NCHS RDC facilities.  
 
The NCHS RDC mechanism also provides an opportunity for CCR staff to propose and 
conduct analyses of the overall dataset. 

 
2. What is National Center for Health Statistics (NCHS)? 
 

NCHS is one of the national centers at CDC and is located in Hyattsville, Maryland.  As the 
Nation's principal health statistics agency, staff at NCHS compile statistical information to 
guide actions and policies to improve the health of our people.  More information about 
NCHS is available at: http://www.cdc.gov/nchs/about.htm.  

 
3. What is the Research Data Center (RDC)? 
 

The NCHS RDC began in 1998 and has a long-standing history of managing access to health 
and vital statistics data through a rigorous proposal review process as well as review of the 
statistical output.  The NCHS RDC mission is to give public access to the full range of health 
and vital statistics data, while protecting the confidentiality of the respondents and 
institutions that collected the information. There have been no breeches of confidentiality 
for data access through the NCHS RDC.   
 
The NCHS RDC houses sensitive, but not classified, data. It allows access to individual data 
without the possibility of disclosure of identifying information. The NCHS RDC offers 
statistical, programming, and consulting expertise to facilitate the data analysis for research.  
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The NCHS RDC is a data hosting center, not a data repository.  The data extracts that are 
hosted on the NCHS RDC are tailored specifically to the proposal and have a research life 
cycle.  Once the analysis is completed, the data extract is archived for 2 years and then 
destroyed.   
 
There are currently three modes of access through the NCHS RDC, each with specific 
restrictions. Access is available on-site at two locations (Hyattsville, MD and Atlanta, GA), 
nine Census RDCs, or through remote electronic access.  More information about the NCHS 
RDC is available at: http://www.cdc.gov/rdc/  

 
4. What is CDC proposing for the restricted-access data set (RADS)? 
 

CDC is proposing to release the RADS through the NCHS RDC beginning with the data 
submitted to CDC in November 2011.  Additional details will be available in the data release 
policy for the 2012 data submission, which will be available in August 2011.  The NPCR data 
will be available at the NCHS RDC in the Spring/Summer of 2012.  The RADS will not be 
released until after CCRs have reviewed the data for State Cancer Profiles. 
 
These services are important as we plan for ARRA/Comparative Effectiveness Research 
(CER) funded activities.  In addition, there is continued interest in access to national data for 
research and cancer statistics.  Wider access to the NPCR data is critical if we want 
continued support for these registries. 

 
5. Why is CDC proposing to use the NCHS RDC? 
 

Maintaining confidentiality is the primary objective of the NCHS RDC. Staff at NCHS RDC 
have statistical expertise to address confidentiality and disclosure risk. Using the NCHS RDC 
will allow CDC to comply with the Assurance of Confidentiality [308(d)] that was obtained 
for the NPCR-CSS data. All researchers must take confidentiality orientation, complete 
confidentiality forms, and review the disclosure manual, all of which outline practices that 
are essential to protecting the data and preventing disclosure of confidential information.  
Additionally, data housed at the NCHS RDC are not subject to the Freedom of Information 
Act (FOIA). More information about confidentiality is available at: 
http://www.cdc.gov/rdc/B4ConfiDisc/CfD400.htm.  
 

6. What is the research proposal process? 
 

The NCHS RDC has a rigorous review process for analyses proposed by any researchers 
wanting to use RADS data.  All proposals will be evaluated by a Review Committee 
consisting of: the NCHS RDC Director, the Confidentiality Officer,  the assigned NCHS RDC 
analyst, and NPCR representatives.  A CDC-NPCR staff person will work with three CCR 
staff to provide comments and approval/disapproval of proposals.  The CCR representatives 
will be selected from the participating CCRs on a rotating basis.  Three CCRs will be asked to 
review each proposal within a given time frame.  Because different CCRs will be selected 
each time a proposal needs review, every participating registry will have the opportunity to 
review proposals over time.   This iterative review and comment process may take 6 to 8 
weeks.   
 
Through this process, the NCHS RDC staff, the NPCR staff, and the CCR staff will fully 
understand the intended analysis and will be able to provide any needed direction or 
restrictions on the analysis and describe any limitations in what is proposed.   It will be 
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possible for CDC and participating registries to disapprove a proposal.  However, guidance 
and re-direction as needed should be the norm.  More information about the review process 
is available at: http://www.cdc.gov/rdc/B3Prosal/PP300.htm.  
 
Once a proposal has been approved, the NCHS RDC offers a secure environment for data 
analyses and has processes in place to review data output for small cell sizes.  This will 
ensure that the NPCR suppression rules are properly applied.   Through the NCHS RDC, the 
user can conduct analyses and have remote access to data but cannot download the 
individual record level data or obtain counts for inappropriately small cell sizes.   
 
The use of the NCHS RDC to host the NPCR data is a win-win opportunity because of the 
confidence in knowing that the data are being used correctly and safely, while at the same 
time making the data available for external researchers in an appropriate way.  In addition, 
this approach will not overtax resources here in the Branch or in the CCRs.  The NCHS RDC 
provides a level of data control beyond that of any other data access system used for registry 
data.   

 
 
7. If a CCR agrees to participate, who has access to the data and at what level? 
 

The NCHS RDC analysts will have access to the individual record level data since it is easier 
to create an analytic dataset using these data.  The NCHS RDC analysts will be bound by the 
same data use agreements that CDC staff sign on an annual basis.  Researchers with 
approved proposals will be able to conduct analyses through the NCHS RDC on the created 
dataset or have the NCHS RDC analyst do the analysis for them.  However, they will not be 
able to download any part of the data from the NCHS RDC.  Any additional variables that 
were not included in the original analysis proposal will need a separate approval process. 
 
Note that this is different from the process that NPCR has used in the past where researchers 
with approved proposals would have direct access to the dataset itself including the ability to 
download the data and create a listing of individual record level data and all variables in the 
RADS. 
 
Researchers have several possible modes of access to the data set created for their specific 
research proposal.  More information is available at: 
http://www.cdc.gov/rdc/B2AccessMod/ACs200.htm.  

 
8. When a researcher conducts an analysis, what type of output will he or she get?   
 

If a researcher is on-site at the NCHS RDC, he or she can save the results on the hard drive 
of the NCHS RDC computer. The NCHS RDC analyst will review the output for disclosure 
then either load the output onto a flash drive supplied by the researcher or e-mail the output 
files to the researcher.  If a researcher is accessing the NCHS RDC remotely, he or she will 
send program by e-mail and, after disclosure review by the NCHS RDC analyst, will receive 
the output files by e-mail. No individual record level data are released to the researcher.   

 
9. What data items will be included in the RADS? 
 

The data items that will be included are listed on page 11.  This is the draft version of 
Appendix F of the NPCR-CSS Data Release Policy for the 2012 Data Submission.  The 
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variables are the same as previous data release policy except for the addition of County at Dx 
[NAACCR #90] as an option for use as an analysis variable. 
 

10. Will the CCRs be able to decide whether their data will be available through the NCHS RDC?   
 

Yes (see page 13).  However, given the protection provided to the data and the review 
process the CCRs are expected to participate.  Data use is important to NPCR and for 
continued support of the registries.  

 
11. Will the CCRs be able to decide if their county-identifying variable (County at Dx 

[NAACCR#90]) is to be available for use in the NCHS RDC?   
 

Yes.  CCRs will be able to decide if county data are used by the NCHS RDC.  County data will 
be used only in approved analyses and in the following ways: 
 
a) used as a linkage variable (linkage to census data, for example) only by the NCHS RDC 

analyst.  The county variable will not be available to the researcher but the NCHS RDC 
analyst would use it to create a linked dataset and then remove the county variable. 

 
b) included as a confounder or other control variable, but no data are presented by county. 

The NCHS RDC analyst will create dummy variables to mask the actual county name. 
 

c) used in geographically aggregated form such as large metropolitan statistical areas (e.g., 
those with a population of 1 million or larger), multi-county regions, or geographical 
areas (e.g., Appalachia or IHS Contract Health Services Delivery Areas (CHSDA) 
counties).  It will be possible for the NCHS RDC analyst to create these areas for the 
researcher.     

 
12. Previous data release policies indicate that the project proposals for RADS would be 

reviewed by the RADS working group, facilitated by CDC with representation by the CCRs.  
Does this procedure change now that the NCHS RDC is used?   

 
The CCRs will still have input on the RADS proposals.  The NCHS RDC review process also 
includes the NCHS RDC analyst and the confidentiality officer, who will be responsible 
mainly for disclosure review to ensure that we abide by the 308(d) assurance of 
confidentiality obtained for NPCR-CSS.  More information about the NCHS RDC review 
process is available at: http://www.cdc.gov/rdc/B3Prosal/PP340.htm.  
 
NPCR will obtain comments on each proposal from three (3) CCRs whose data are included 
in the NCHS RDC analysis.  Staff from CCRs that participate in the RADS will be asked to 
review proposals on a rotating basis. 
 

13. Will SEER data be included for analysis or will the data be limited to NPCR data? 
 

Only NPCR data will be available through the NCHS RDC.  For researchers interested in 
including SEER data, they may obtain access through the SEER Website 
(http://seer.cancer.gov/data/options.html). The NCHS RDC analyst will compile the SEER 
data and NPCR data using SEER*Prep so that the researcher may conduct his or her 
analyses.   
 

14. Will the NCHS RDC staff have access to SEER*Prep and SEER*Stat? 
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Yes.  NPCR staff  are working with NCHS RDC staff to provide appropriate training for these 
data preparation and analysis tools. 

 
15. Will researchers have access to SEER*Stat? 
 

Yes.  It is expected that researchers will know the basics of the analyses that they wish to 
carry out. NCHS RDC staff will be available for limited consultation. Since cell phones or 
access to the Internet are not available inside the NCHS RDC, all SEER*Stat tutorials 
(http://seer.cancer.gov/seerstat/tutorials/) would need to be completed beforehand. 
 

16. What suppression rules will be used for the RADS?  
 

The same suppression rules that are used for United States Cancer Statistics.  More detailed 
information is available at: 
http://www.cdc.gov/cancer/npcr/uscs/2006/technical_notes/stat_methods/suppression.h
tm.   
 
In addition, the suppression rules for Asians/Pacific Islanders (A/PI) and American 
Indians/Alaska Natives (AI/AN) will also apply.  The data for A/PI and AI/AN will be 
presented only for states or counties with at least 50,000 population because of concerns 
regarding possible misclassification of race data and the relatively small sizes of these 
populations in the United States.   

 
17. Wouldn’t it be better for researchers to contact CCRs directly for linkage studies?  CDC 

doesn’t collect personal identifiers like name or social security number.   
 

Yes, it would be best for researchers to contact CCRs directly for linkage studies that require 
individual identifiers.  However, valuable public health research can be conducted with 
access to county-level data.  Examples include linkage with U.S. Census data for 
socioeconomic analyses, or to examine regional differences in the prevalence of a specific 
cancer   

 
18. Will IRB review be required for each proposal? If not, will NCHS require the researcher to 

obtain IRB approval before they submit their proposal? 
 

The NCHS RDC has an umbrella ethics review board (ERB) protocol that covers CDC 
employees and can be extended to external researchers.  The principal investigator and all 
research team members who come in contact with the data must take the confidentiality 
orientation and complete the confidentiality forms. One of the confidentiality forms is the 
designated agent form (http://www.cdc.gov/rdc/Data/B4/DesignatedAgent.pdf), which 
extends the ERB to cover external researchers.  
 
Note that the ERB protocol serves the same function as an institutional review board (IRB) 
protocol.  At CDC, there is one office that coordinates the submission and tracking of human 
research protocols.  However, other centers such as NCHS and the National Institute of 
Occupational Safety and Health, have different names for these review boards: Research 
Ethics Review Board (ERB) at NCHS and Human Subjects Review Board (HSRB) at NIOSH.  
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Researchers may choose to obtain an IRB from their own institution, but it will not be a 
requirement in the application process given the ERB extension that the NCHS RDC 
provides. 

 
19. My CCR would like to use the RADS at the NCHS RDC, but we are limited in funds to pay for 

the access fees as outlined at http://www.cdc.gov/rdc/B5AprovProj/AP540.htm.   
 

The data access fees will not apply to CDC staff or CCRs whose data are included in the 
NCHS RDC dataset.  A special agreement has been signed between NPCR and NCHS so that 
these fees do not apply. 

 
20. As more researchers become aware of the RADS, they may want access to additional 

variables that CCRs submit to CDC.  How will this process be handled? 
 

The addition of new variables in RADS will be discussed with CCRs prior to their inclusion in 
the data release policy, which is updated annually.     

 
21. How will access to the comparative effectiveness research (CER) dataset be managed? 
 

Access to the CER dataset will be through the NCHS RDC process.  The proposal process will 
not differ except that staff from the Specialized Registries funded for CER data collection will 
review these proposals.   A rotation system for obtaining comments will be utilized for this 
proposal review as well. 


