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CDC & Florida DOH Attribution

“We acknowledge the Centers for Disease Control and Prevention, for its support 
of the Florida Cancer Data System, and the printing and distribution of the 
materials for the 2018-2019 FCDS Webcast Series under cooperative agreement 
NU58DP006350 awarded to the Florida Department of Health. The findings and 
conclusions in this series are those of the author(s) and do not necessarily 
represent the official position of the Centers for Disease Control and Prevention”. 

FCDS would also like to acknowledge the Florida Department of Health for its 
support of the Florida Cancer Data System, including the development, printing 
and distribution of materials for the 2018 FCDS Annual Conference and the 2018-
2019 FCDS Webcast Series under state contract CODJU.  The findings and 
conclusions in this series are those of the author(s) and do not necessarily 
represent the official position of the Florida Department of Health.
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Outline

• Introduction to SSDI Manual

• 3 New Schema Discriminators

• Types of Site-Specific Data Items

• Tumor Markers and Genetic Alterations

• SSDI Tables are Schema-Driven

• General Definitions & Format of SSDI Codes

• Site-Specific Data Item Definition & Coding Instructions

• Site-Specific Data Items – Required for Staging

• Site-Specific Data Items – Recommended for Clinical Care

• Site-Specific Data Items – Emerging Factors (web only)

• Using SSDIs to Assign a Stage Group

• Other Helpful Information

• Questions
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Introduction to SSDI Manual
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https://apps.naaccr.org/ssdi/list/
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Introduction to SSDI Manual
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https://apps.naaccr.org/ssdi/list/

3 New Schema Discriminators

• Schema Discriminators – used when primary site and/or histology are not 
enough to identify the best schema – more info required

• Most Chapters that require a Schema Discriminator need only one.

• Schema Discriminators are used to define both Schema ID and AJCC ID 
with the appropriate AJCC 8th ed. or SS2018 Chapter & staging algorithm.

• Schema Discriminators do not have a “not applicable” or “default” code. If 
the schema discriminator is needed for some sites or histologies within the 
schema but not for all, it should be left blank where it is not necessary.
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How Schema Discriminators Work
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Site/Histo + Schema Discriminator(s) =
AJCC Schema ID + Schema ID
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Site/Histo + Schema Discriminator(s) =
AJCC Schema ID + Schema ID

Types of Site Specific Data Items
• Prognostic Factors “Required for Stage Grouping” (All Cases)

• Not ALL SSDIs Labeled “Required for Stage Grouping” are 
actually required for staging.

• Some “Required for Stage Grouping” Items have “Prognostic 
Significant” and are Required. 

• Additional Factors Recommended for Clinical Care (CoC/NCDB 
and SEER)

• Emerging Factors for Clinical Care (Web Only – Not Required)

• May Include: Molecular or Protein Biomarkers, Genetic Markers, 
Lab Test Value, Interpretation of Lab Value, Clinical Factors such 
as Size of Lymph Node, Alternate Staging such as FIGO, 
Measured Depth of Invasion (Breslow Depth), Site Specific Grade 
Detail (Gleason),  Cytogenetics, Immunochemistry, Surgical 
Margin Details, MSI or Microsatellite Instability and More
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Types of Site Specific Data Items

• You may not see the SSDIs that clinicians reference and 
think are important today…the reason is that it takes time 
for cancer registry standards to catch up with present day 
technology and testing – particularly for genetic factors.

• Your Cancer Program can define any additional SSDIs you 
would like to capture for your physicians – genetic markers 
for lung for example - approve these through your Cancer 
Committee and carefully define user-defined instructions 
and codes

11

Will SSFs be Converted to SSDIs?

SSFs and SSDIs are not compatible – there is no direct conversion

If you want to use old & new items – you must recode & store recodes separately

12
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Importance of Cancer Genomics - NCI

• Cancer is a genetic disease – but, data capture for SSDIs lags behind research.

• Cancer genomics contributes to precision medicine by 1. defining cancer types and 
subtypes based on their genetics and 2. identify targets for new medicines

1. Registries currently do not collect much information on genomics related to defining 
tumor characteristics – some genomics are captured indirectly in the ICD-O-3 histology 
code – but, is not routinely part of site-specific data items – Most SSDIs currently focus 
on clinical care and prognostic markers and not on defining tumor characteristics.

2. “targeted therapies” specifically combat individual genetic characteristics of cancer 
cells that are different from normal cells of the body. This makes them less likely to be 
toxic for patients compared to other treatments such as chemotherapy and radiation 
that can kill normal cells. Newer targeted therapies may target multiple genetic 
characteristics or combining multiple single-gene therapies to target multiple genetic 
abnormalities within a tumor.
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Importance of Cancer Genomics - NCI

• Cancer is a genetic disease – but, data capture for SSDIs lags behind research.

• How do “targeted therapies” work?
• Inhibit enzymes that trigger the abnormal growth and survival of cancer cells

• Imatinib (Gleevec) inhibits over-activity of protein Bcr-ABL tyrosine kinease
in leukemia patients

• Block aberrant gene expression characteristic of cancer cells

• Trastuzumab (Herceptin) controls hyperactive signaling pathway (HER2 
tyrosine kinase) - breast

• Halt molecular signaling pathways that are in overdrive in cancer cells

• Erlotinib (Tarceva) and gefitinib (Iressa) both restrict activation of a protein 
(EGFR) in lung cancers

14
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Tumor Marker or Genetic Alteration

Tumor Marker

• Tumor Markers are indicators of 
cellular, biochemical, molecular or 
genetic alterations by which 
neoplasia can be recognized.

• Tumor markers detect the presence 
of tumor based on quantitative 
and/or qualitative measurements in 
blood or secretions found in cells, 
tissues or body fluids.

• These surrogate measures of the 
biology of the cancer provide insight 
in the clinical behavior of the tumor.

• Biochemical or immunologic 
counterparts of differentiation states 
of tumor.

Genetic Alteration

• Cancer is a multigene disease that 
arises as a result of mutational and 
epigenetic changes coupled with 
activation of complex signaling intra 
and extra cellular networks.

• Alterations in 3 Classes of Genes
• ProtoOncogenes

• Tumor Suppressor Genes

• DNA Repair Genes

• Resultant effects on death 
mechanisms embedded within cells 
coupled with dysregulation of cell 
proliferation events.

15

• Types of Mutations
• Gene Rearrangement
• Point Mutations
• Gene Amplification

16

http://www.nature.com/article-assets/npg/nrclinonc/journal/v4/n9/images/ncponc0908-f1.jpg

Comparison of the histopathology, molecular pathology, genetic, and gene-expression analysis methods used to 

delineate breast cancer tumor subtypes and suggested current and future therapies in a historical context

Tumor Marker or Genetic Alteration
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Site-Specific Data Items –
Emerging Factors

17

Identification of and Testing for Next 
Generation Biomarkers, Genetic 

Tests and Multi-Gene Profiles and 
Establishing Data Collection 

Standards for Emerging SSFs

Schema ID Drives the SSDI Tables

18

thru

https://apps.naaccr.org/ssdi/list/
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Schema ID Drives the SSDI Tables
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https://apps.naaccr.org/ssdi/list/

General Definitions & Format of SSDI Codes

20



6/28/2018

11

General Definitions & Format of SSDI Codes

21

General Definitions & Format of SSDI Codes

22

Lab Values and Percentages

• New format adopted

• Decimal points included

• Length of data item dependent on highest 

value recommended by AJCC 8th edition

• Values for “not applicable” and “unknown” 

differ based on length of data item

• Not applicable codes ALWAYS end in ‘8’

• Unknown codes ALWAYS end in ‘9’

CEA Pre-Treatment Lab Value
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General Definitions & Format of SSDI Codes
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SSDI Definition & Coding Instructions
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SSDI Definition & Coding Instructions
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SSDI Definition & Coding Instructions
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Required Site-Specific Data Items

27

Required Site-Specific Data Items

28

58 Site-Specific Data Items – “Required for Staging”

C 3804 Adenopathy

C 3806 AFP Post-Orchiectomy Range

C 3808 AFP Pre-Orchiectomy Range

C 3809 AFP Pretreatment Interpretation

C 3811 Anemia

C 3812 B symptoms

C 3816 Brain Molecular Markers

C 3817 Breslow Tumor knThicess

C 3826 Estrogen Receptor Percent Positive or Range 

C 3827 Estrogen Receptor Summary

C 3828 Estrogen Receptor Total Allred Score 

C 3829 Esophagus and EGJ Tumor Epicenter

C 3835 Fibrosis Score

C 3837 Gestational Trophoblastic Prognostic Scoring Index

C 3838 Gleason Patterns Clinical

C 3839 Gleason Patterns Pathological

C 3840 Gleason Score Clinical

C 3841 Gleason Score Pathological

C 3842 Gleason Tertiary Pattern

C 3843 Grade Clinical

C 3844 Grade Pathological

C 3845 Grade Post Therapy

C 3847 hCG Post-orchiectomy Range

C 3849 hCG Pre-orchiectomy Range

C 3855 HER2 Overall Summary 

C 3856 Heritable Trait

C 3857 High Risk Cytogenetics

C 3865 KIT Gene Immunohistochemistry 

C 3867 LDH Post-Orchiectomy Range

C 3868 LDH Pre-Orchiectomy Range

C 3869 LDH Pretreatment Level

C 3870 LDH Upper Limits of Normal

C 3882 LN Positive Axillary Level I-II

C 3883 LN Size

C 3885 Lymphocytosis

C 3887 Measured Basal Diameter

C 3888 Measured Thickness

C 3890 Microsatellite Instability (MSI)

C 3895 Multigene Signature Results

C 3904 Oncotype Dx Recurrence Score-Invasive

C 3906 Oncotype Dx Risk Level-Invasive

C 3907 Organomegaly 

C 3910 Peripheral Blood Involvement

C 3911 Peritoneal Cytology

C 3914 Progesterone Receptor Percent Positive or Range 

C 3915 Progesterone Receptor Summary

C 3916 Progesterone Receptor Total Allred Score 

C 3917 Primary Sclerosing Cholangitis 

C 3920 PSA (Prostatic Specific Antigen) Lab Value

C 3923 S Category Clinical

C 3924 S Category Pathological

C 3926 Schema Discriminator 1

C 3927 Schema Discriminator 2

C 3928 Schema Discriminator 3

C 3930 Serum Albumin Pretreatment Level

C 3931 Serum Beta-2 Microglobulin Pretreatment Level

C 3932 LDH Pretreatment Lab Value

C 3933 Thrombocytopenia
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Required SSDIs by Schema ID

29

Required SSDIs by Schema ID

30
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When Is Required SSDI Info Available

• Most Required SSDI items will be available for ALL ‘analytic’ Cases

• Do not just code ‘unknown’ or ‘not available’

• Document SSDI coding in text

• Sometimes SSDIs such as LDH is only available when patient has metastatic 
cancer like metastatic melanoma – ‘when to look’ for an item is not specified 
in the item description or the coding instructions.

• Sometimes SSDIs such as AFP & Beta HCG are only available for specific 
histology's within a chapter – seminoma cases often do not have AFP or Beta 
HCG performed because they are usually not elevated with pure seminoma –
AFP & Beta HCG do not alter stage or treatment for seminoma – LDH may be 
elevated in these case

• Exercise Caution when looking for, coding and documenting SSDI information

31

Prognostic Site-Specific Data Items

32

o HER2 ISH Dual Probe Ratio, new Draft, Breast 8th edition, CAP guidelines  

o HER2 ISH Dual Probe Copy Number 

o HER2 ISH Single Probe Copy Number 

o Lymph Nodes Size of Metastasis, Head and Neck (Common SSF), SSF#1 

o Bilirubin Pretreatment Total Lab Value, Liver, SSF #6 

o Measured Basal Diameter, Uveal Melanomas, SSF #2 

o Measured Thickness, Uveal Melanomas, SSF #3 

o Extranodal Extension Clinical, Penis, SSF # 17 

o Extranodal Extension Pathological, Penis, SSF # 17 

o Microvascular Density, Uveal Melanomas, SSF #13 

o Adenoid Cystic Basaloid Pattern, Lacrimal Gland, SSF #6 

o Circumferential or Radial Resection Margin, Colon and Rectum, SSF #6 

o Oncotype Dx Recurrence Score-Invasive, Draft, Breast 8th edition, CAP guidelines  

o Oncotype Dx Recurrence Score-DCIS, Draft, Breast 8th edition, CAP guidelines  

o Oncotype Dx Risk Level-Invasive, Draft, Breast 8th edition, CAP guidelines  

o Oncotype Dx Risk Level-DCIS, Draft, Breast 8th edition, CAP guidelines  

o Isolated Tumor Cells (ITC) in Regional Lymph Node(s), Merkel Cell Skin, SSF #18 

o Profound Immune Suppression, Merkel Cell Skin, SSF #22 

o Microsatellite Instability, Colon and Rectum, SSF #7 

o KRAS, Colon and Rectum, SSF #9 

o Kidney Tumor Extension, Kidney, SSF#1 

o Major vein Involvement, Kidney, SSF#2 

o Ipsilateral Adrenal Gland Involvement, Kidney, SSF#3 

o Sarcomatoid Features , Kidney, SSF#4 

o JAK2, Heme Retic, SSF# 1 
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Complete Table of SSDIs by Schema
Schema ID Table
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Determining Prognostic Stage Group

• MUST MEET THE CRITERIA FOR STAGING TO BE STAGED

• Verify ALL Required Variables Have Been Coded

• Clinical Prognostic Stage Group

• Pathological Prognostic Stage Group

• Response to Neoadjuvant Therapy (yp/yc)

• Proper Use of Clinical and Pathological Descriptor Fields

34
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Determining Prognostic Stage Group
Breast (in-situ)
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Determining Prognostic Stage Group
Prostate

36
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Questions
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