NAACCR Data Standards and Data Dictionary

The North American Association of Central Cancer Registries (NAACCR) is an organization promoting
the quality and use of cancer registry data. The formal mission statement is as follows: “The North
American Association of Central Cancer Registries, Inc. (NAACCR, Inc.) is a professional organization
that develops and promotes uniform data standards for cancer registration, provides education and
training; certifies population-based registries, aggregates and publishes data from central cancer
registries, and promotes the use of cancer surveillance data and systems for cancer control and
epidemiologic research, public health programs, and patient care to reduce the burden of cancer in North
America.” To ensure consistent and quality data across registries, NAACCR provides data standards,
aggregate data sets, and a corresponding data dictionary for all central cancer registries. The Data
Dictionary and a detailed description of its contents are available on the NAACCR website at
https://apps.naaccr.org/data-dictionary. Alternatively, the Dictionary can be found by navigating from the
NAACCR home page: Home (naaccr.org) > Research & Analytic Tools > Other Resources > Data
Standards and Data Dictionary.

Most of the data items needed for an analysis are described in the dictionary. Before beginning an
analysis, look through the Data Dictionary to become familiar with its layout and the data items available.
It is helpful to bookmark the Data Dictionary for easy access.

New versions of the Data Standards and Data Dictionary are released annually in June. In most cases, you
will want to enter the latest version of the Data Dictionary. The most current version aligns with the
calendar year, but you might need to look at older versions depending upon when your data were
extracted. To ensure you have access to all features, make sure you are logged in with your MyNAACCR

credentials.
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https://apps.naaccr.org/data-dictionary/data-dictionary
https://www.naaccr.org/

There are a number of menu options including: Historical Background, Standards for Tumor Inclusion
and Reportability, Abbreviations and Acronyms, Record Layout Table, Required Status Table, Data
Descriptor Table, Tables and Data Dictionary Revisions, Custom Selection of Data Items, FIPS Codes for
Counties and Equivalent Entities, Citation and Acknowledgement, and Change Log.
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It is important to be familiar with all menu items offered on this page. For the data item definitions, you
will need to select one of the tables, depending on your needs and preferences. Two tables analysts often
use are the Record Layout Table and the Required Status Table. In the Record Layout Table, the data
items appear listed as they appear in the XML data set. There is a search bar to enter in a specific data
item name.

Custom Selection of Data ltems 1 10 Record Type recordType NaaccrData Record ID No
1 30 Registry Type registryType NaaccrData Record ID No
FIPS Codes for Counties and Equivalent ety e IEyhP
Entities 1 86 Geocoding Quality Code geocodingQualityCode Tumor Demographic New No
Citation and Acknowledgement 1 120 Census Cod Sys 1970/80/90 censusCodSys19708090 Tumor Demographic No
1 145 Census Tr Poverty Indictr censusTrPovertylndictr Tumor Demographic No
Change Log
1 150 Marital Status at DX %nar\'taLStatusAth Tumor Demographic No
Search ey | = 1 170 Race Coding Sys--Current raceCodingSysCurrent Patient Demographic No
1 180 Race Coding Sys--Original raceCodingSysOriginal Patient Demographic No
Keywords 2] 1 190 Spanishy/Hispanic Origin spanishHispanicOrigin Patient Demographic No
1 191 NHIA Derived Hisp Origin nhiaDerivedHispOrigin Patient Demographic No
Notes 1 192 IHS Link ihsLink Patient Demographic No
Item #
{tem Name 1 194 IHS Purchased/Referred Care Delivery Area  ihsPurchRefCareDeliveryArea  Tumor Demographic No
XML NAACCR ID 1 200 Computed Ethnicity computedEthnicity Patient Demographic No
Parent XML Element 1 210 Computed Ethnicity Source rcomputedEthnicitySource Patient Demographic No
NPCR Collect
CoC Collect 1 220 Sex sex Patient Demographic No
SFFR Callect 1 294 Hirhan Indisn Orasnizatinn 1110V wrhanlndiantaslthOrnanizstinn Tumnar Namnnran hir Ravicar N

You can also click on the Display tab to select columns to display, and check or uncheck the desired
column names. The results can then be exported to a .csv, .pdf, or .xml file. The Record Layout Table will
output all the Data Dictionary items. Alternatively, you can choose Custom Selection of Data Items. If
you prefer to have a standard limited data set for researchers, this could serve as a basis for the researcher
data dictionary. You select the data items to add individually.
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> Abbreviations and Acronyms box in the “Selected for Export” column. Once the checkbox is checked, the data item is automatically added to the cart and the number of data items the cart
contains is updated. The number of data items in the cart is displayed in the upper right-hand corner of the data view. The contents of the cart will only be
retained if you are logged in (using your MyNAACCR credentials).

Record Layout Table

Required Status Table
To view the contents of the cart, click on the “Checkout” link in the upper right-hand corner. Once the contents of the cart are displayed, you can do the
Data Descriptor Table following:

Tables and Data Dictionary Revisions « Export the contents: Use the “Export Results™ to export the data items in the cart to PDF, CSV, or XML.
* Clear the Cart: To clear the cart, click the “Clear Cart” button
* Retum to the Main Search: To return to the main search and add more items to the cart, click the “Return to Search” button.
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Citation and Acknowledgement [N
Found 783 results in 20 milliseconds —
Change Log
Select data items to export. View 0 Selected Data Item(s)
u} 1 10 Record Type recordType NaaccrData Record ID No

Keywords (2] o 1 30 RegistryType registryType NaacerData Record ID No
Item # [m] 1 86 Geocoding Quality Code geocodingQualityCode Tumor Demographic No
Jtem Name [u] 1 120 Census Cod Sys 1970/80/90 censusCodSys19708090 Tumor Demographic No
XML NAACCR ID o 1 145 Census Tr Poverty Indictr censusTrPovertylndictr Tumor Demographic No
Parent XML Element ) 1 150 Marital Status at DX italStatusALD: Ti D i N
NPCR Collect arital Status a maritalStatusAtDx umor emographic o
CoC Collect u] 1 170 Race Coding Sys—Current raceCodingSysCurrent Patient Demographic No
SEER Collect u] 1 180  Race Coding Sys--Original raceCodingSysOriginal Patient Demographic No
CCQR Collect a 1 190 Spanish/H ic Oril ishHiL icOrigi Patient D hi Ny
Section Name panish/Hispanic Origin spanishHispanicOrigin atien emographic o
Source of Standard o 1 191 NHIA Derived Hisp Origin nhiaDerivedHispOrigin Patient Demographic No
Year of Implementation u] 1 192 1HS Link ihsLink Patient Demographic No @
Data Dictionary Version ) ) . .

] 1 194 IHS Durchacad/Rofarrad Cara Nalivery  ihePurchRofCaraNalivanArea  Tumar Namanranhic N

For each item, there are important features to note before using the data item for analysis. The “Year
Implemented” is important when analyzing data across years. To capture certain aspects of the cancer,
such as stage at diagnosis, you may need to combine data items, depending on the years of interest.
Information on the years for which a data item is available can sometimes be found in different parts of
the Dictionary. The “Description” of the item is another important feature of the Dictionary. The
description gives the data item definition and can contain information on the years in which the data item
is applicable. The “Rationale” provides a brief description on why that data item is collected and can also
contain information on the best years to apply the data item. The “Codes” section contains the valid
values for the data item and the corresponding description, or a link to the source manual for the codes.

It is also helpful to use the Required Status Table in conjunction with the Data Dictionary. The Required
Status Table summarizes the requirements and recommendations for collection of each data item by
standard-setting groups including National Program of Cancer Registries (NPCR), Commission on
Cancer (CoC), Surveillance, Epidemiology, and End Results (SEER) Program, and Canadian Council of
Cancer Registries (CCCR). Not every data item in the Data Dictionary is required by all the standard-
setters.

Another often used table is the Data Descriptor Table, which includes the list of allowable codes.
However, when you click on a data item, regardless of table, you will get all detailed information for that

data item.

An instructional video is also available on the NAACCR website: Data Dictionary Overview - Zoom.



https://naaccr.zoom.us/rec/play/CDSILqcbAs-UVRxfXmVbNGe6Pn-k2C3tMfwaZvzh6_JoEmG_ZQEbTV-EJ50DY1W9gWT9gSV40zWRsGGF.hBMbdB0B7qSXJjg6?canPlayFromShare=true&from=share_recording_detail&startTime=1686144893000&componentName=rec-play&originRequestUrl=https%3A%2F%2Fnaaccr.zoom.us%2Frec%2Fshare%2FReRcRULuQfdMEXb7MI5K-jkjeN4emic2qzTnInRbi7EiGCUaO-wiz5d7C42P-lp1.0uQqHHPqwkrGZ8DB%3FstartTime%3D1686144893000
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