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Common Registrar Technical Questions and 
Clarifications from Visual Editing

CDC & Florida DOH Attribution
2

“Funding for this conference was made possible (in part) by the Centers for Disease Control
and Prevention. The views expressed in written conference materials or publications and by
speakers and moderators do not necessarily reflect the official policies of the Department of
Health and Human Services, nor does the mention of trade names, commercial practices, or
organizations imply endorsement by the US Government.”

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 2022 Virtual FCDS Annual Conference and the 2022-2023 FCDS Webcast Series under
state contract COHAW. 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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FLccSC LMS – CEU Quiz – FCDS IDEA
3

NO CEU QUIZ FOR THIS WEBCAST

NCRA CEU# is 2022-161

2 CEUs AWARDED

2 CAT A CEUs

Login to FLccSC to Print Your Certificate

Outline
4

 An Introduction to FCDS

 National Uniform Data Standards

 Why New Instructions and Software Version Every Year?

 Reportable Patients/Reportable Cancers

 Identifying Cases (Casefinding & Re-Casefinding)

 Required Data Items, Data Item Definitions, Code Definitions

 Please Explain Rationale and Differences in Cancer Staging Systems

 Please Explain Rationale for Multiple Primary/Histology Code Rules

 Where to Go for Questions – How to Use the Answers

 This and That for $1000 – Real Q&A Time – Actual Questions

 How Are We Expected To Keep Up With Everything – Every Year ???
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 Everybody has questions about Cancer Registries
 Who has to report cases and under what authority?
 Questions about Privacy, Confidentiality and HIPAA
 Questions about how to find cases (casefinding)
 Questions about reportable cancer criteria
 Questions about reportable patient criteria
 Questions about interpreting words and phrases
 Questions about data items and code definitions
 Questions about software – uploads, downloads, reports
 Questions about data quality, edits and audits
 Questions about education and training
 Questions about becoming a CTR or Cancer Registrar
 Questions about FCDS Abstractor Code Test Requirements
 Questions about using Manuals, References, Resources, Websites
 Questions about where to go when you have questions about cases….
 And of course that one question – HOW DO YOU KEEP UP WITH EVERYTHING?

So Many Questions – So Little Time
5

 FCDS is an ‘Incidence-Only’ Population-Based Central Cancer Registry

 FCDS receives MILLIONS of records from THOUSANDS of Sources

 FCDS matches, merges and consolidates records into individual cancers

 BUT - FCDS only receives ONE copy of your facility’s abstract – ONE –

 FCDS expects a lot from Florida Abstractors – Data Quality not Quantity

 FCDS only requires a subset of the data items that CoC/NCDB requires

 You need to know what CoC Requires and what FCDS Requires

 You do not need to abstract data items not required – we see this a lot

 Registrars code whatever is on the screen – don’t code excess data items

 We will discuss more when we talk about data items required

An Introduction to FCDS – FCDS 101
6
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Laws and Privacy and Confidentiality
7

 FCDS normally only receives ONE copy of your abstract – ever.

 Whenever you make a correction on your abstract – FCDS does NOT get an 
updated copy of your abstract – even if you mark it to resend. 

 FCDS only gets the correction/update/additional text information from the 
Message System within FCDS IDEA for a case – one-at-a-time

 Then FCDS Staff Manually enter the corrections or changes

 Please don’t forget this and assume FCDS gets automatic updates

 FCDS misses a lot of information and changes from you – especially from 
registrars who work on contract from other states – because many other states 
DO ALLOW Correction/Update Abstracts to be sent to them.

 FCDS does not get ANY electronic correction/update/changes!!!

FCDS Receives Only ONE Copy of Each Abstract
8
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 Unique to Florida – FCDS keeps track of ALL cancers in a lifetime

 You Must Report All Historical Cancers if You Report Any Cancer

 Then you have to ask ‘Do I complete a Full Abstract or Historical Grid?’

 It depends on whether or not the patient has evidence of that cancer.

 If all Cancers are Free of Disease and None Receiving Treatment – N/R

 If any Cancer has Evidence of Disease or is Receiving Treatment

 Report ALL Cancers - Active Cancer, Under Treatment, and Not Active Cancer

 Report the Inactive Cancers (No Evidence of Disease) in the Historical Grid

 Report ANY Active Cancer or Cancer Receiving Treatment in a Full Abstract

 Some Cancers are Deemed Not Reportable – see the FCDS DAM and change annually

 Annual Updates to Reportable Cancers come from WHO and SEER

 Casefinding Lists are Updated Annually when WHO Updates ICD Codes

Active Cancers and Historical Cancers
9

1. Sequence Number
2. Diagnosis Date
3. Primary Site (ICD-O-3)
4. Histology (ICD-O-3)
5. Behavior (ICD-O-3)
6. Laterality
7. State of Residence at Diagnosis (State Abbreviation)
8. County of Residence at Diagnosis (FIPS County Code)
9. Schema Discriminator 1
10. Schema Discriminator 2

Historical Cancers – No Evidence of this Cancer
10

If you forget to include Historical Cancers 
in the grid on the first complete abstract 

you send to FCDS, FCDS will delete the 1st

abstract and ask you to complete the 
Historical Case in ‘the grid’ and resubmit 
both cases again.  Otherwise, FCDS has 

no information to ‘build’ a ‘dummy’ 
historical case into the cancer sequence  
chronology to complete it with other(s).

9
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Historical Cancers – WITH Evidence of This Cancer
11

Some Historical Cancers REQUIRE YOU COMPLETE A FULL ABSTRACT

 The Cancer was Never Treated

 Patient is Undergoing Active Treatment for This Cancer (exceptions)

 Patient has Persistent Active Disease at the Conclusion of 1st Course Treatment

 Recurrence of This Historical Cancer – Must Have Been Treated & Disease Free

 Recurrence:  Use Solid Tumor Rules to Rule Out a New Primary

 Disease Progression – Different than Disease Recurrence

 Patient was Never Free of Cancer

 An explanation including years of change is described in the FCDS DAM under a section entitled, “CANCER 
STAGING INFORMATION AND REQUIREMENTS BY DATE OF DIAGNOSIS” for more reading on staging.

 NO AJCC TNM Required for Any Sites or Any Years – it has proven unreliable and inconsistent for Florida

 But, we do ask you to code Collaborative Stage for DX Years 2004-2015 and Summary Stage is Required for all 
other years – you can just use the latest version as there are not significant changes from edition-to-edition.

 SSFs and SSDIs will change depending on the year of diagnosis

 FCDS is Highly Automated more so than probably every other state in the country.

 FCDS Audits Facilities More Frequently than most other state registries - casefinding & reabstracting/recoding

 DEADLINES with Consequences when you are late – legal/license, data are excluded from state/national totals

Other Things FCDS Does A Little Differently
12
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 As of January 1, 2013 FCDS Requires EVERYBODY to take a test every year.

 We used to review copies of 25 abstracts before we assigned a code – for years.

 FCDS is the ONLY State with an FCDS Abstractor Code Test Requirement – not a 
CTR Requirement but an FCDS Code Requirement – we have for decades.

 Every registrar/abstractor planning to work in the State of Florida is required to 
obtain an individual FCDS Abstractor Code.

 This code is assigned by FCDS to persons who successfully pass the FCDS 
Abstractor Code On-Line Test, regardless of certification by NCRA as a CTR, 
experience in the registry industry, or other factors.

 Annual re-testing is required to ensure all abstractors retain current level 
understanding of cancer registry reporting requirements, abstracting and coding 
standards and procedures.

FCDS Abstractor Code Test – A Skills Test
13

 The FCDS Abstractor Code Requirement has been FCDS Policy for many years 
and applies to every cancer registrar working in the state of Florida (CTR or 
non-CTR, Florida resident, local or out-of-state contractor, interim service 
provider, or other registry staff - regardless of number of years’ experience or 
certification).  

 FCDS will not accept any cases from individuals without an Active/Current 
FCDS Abstractor Code.  

 Exams are short (20 MP or T/F questions) with a mix of content questions.  

 Questions are updated annually to ensure current standards are familiar to the 
tester.  Questions are selected at random from a pool of more than 350 
questions covering 7 major topic areas. No two exams will be alike. 

FCDS Abstractor Code Test – A Skills Test
14
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Who’s on First?
15

 Who Makes Up All These Crazy Rules and Instructions?
 Collaboration under the NAACCR Uniform Data Standards Work Group

 NCI SEER - national

 CDC NPCR - national

 State Cancer Registries

 Statistics Canada/Canadian Council of Cancer Registries/Public Health Agency of Canada

 ACoS/CoC/AJCC – set hospital rules and instructions only

 Who else Contributes to Rules and Instructions
 WHO/UICC/IACR

 College of American Pathologists

 American Cancer Society

 Central Brain Tumor Registry of the United States

 National Cancer Registrars Association

 Institutional Liaisons - various

National & International - Uniform Data Standards
16

Annual Report to the Nation on the Status of Cancer
NCI SEER/CDC NPCR/American Cancer Society

15
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Who Sets the Requirements – Do we have to follow all requirements?

Required Data Items by Program 
Data Item Definitions, Code Definitions

17

Who Sets the Requirements – Do we have to follow all requirements?

Required Data Items by Program 
Data Item Definitions, Code Definitions

18
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FCDS Requirements are mostly NPCR Requirements
19

Required Data Items 
Data Item Definitions, Code Definitions

20

▪ While Data Item Requirements may differ from program-to-program…

▪ Data Item Definitions & Code Definitions should have little if any differences

▪ FCDS does have some minor variations on the ‘years required’ for some items

▪ BUT, FCDS should have very little variation from the Source of Standard

▪ This again is the reason for having NAACCR and Uniform Data Standards (UDS)

▪ FCDS has tried to provide more descriptive information and has incorporated some of both 
STORE and SEER Program Code Manuals plus NAACCR Vol II data definitions into our 
FCDS version of the same…

▪ We give you as much information as we can.  The items all have the same meaning.

19

20



5/16/2023

11

 NAACCR UDS WG approves new data items all year long

 They are assembled in late summary and become part of Volume II

 Then the state/national cancer programs must decide:
 Which New Data Items do WE want to Require?

 Which Years of Diagnosis do WE want to Require the Item?

 Which Retired Data Items Does Anybody Still Support – do we keep or retire them?

 Which Data Items can WE Completely Retire?

 Changes in the Data Transmission Protocols – flat file to html to xml

 New Features for Software / New Analytic Software to Add / Updates

 Each Vendor has their own timeline and clients demands to customize

 Each state has their own timeline and clients demands to customize

 FCDS writes our own FCDS State Software – FCDS does not use NPCR/SEER

Why New Instructions and Software Version Every Year?
21

Change Management – Cost of Taking Shortcuts
22

21
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 The most often asked questions – Is this cancer/patient reportable?

 Asks 2 questions – is the case reportable AND how to code Class of Case.

 A RUMOR:  Class of Case might be going back to a 1-digit code soon.

 But FIRST let’s talk about determining patient and cancer reportability.

 It is not as easy as it looks in Section IA of the FCDS DAM…25 pages.

 These rather simplistic subsection titles have become complicated/dense.

Reportable Patients/Reportable Cancers
23

Case Eligibility begins in Section 1 on Page 1 of every FCDS DAM every year

Reportable Patients/Reportable Cancers
24

23
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But the detail and all of the bulleted exceptions have grown over the years

Reportable Patients/Reportable Cancers
25

And the Reportable Neoplasms Section is Now HUGE and DETAILED….

Reportable Patients/Reportable Cancers
26

25
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And the Reportable Neoplasms Section is Now HUGE and DETAILED….

Reportable Patients/Reportable Cancers
27

Reportable Patients/Reportable Cancers
28
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Reportable Patients/Reportable Cancers
29

Reportable Patients/Reportable Cancers
30
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REMINDER:  Check the Sex – No Sex Changes in FL
31

 Also one of most asked questions – what is the Class of Case?

 Started Out as 1-digit Field – it was easy to understand

 2010 Class of Case was Expanded and Redefined in a 2-digit Field

 It was supposed to make things more clear – it created a nightmare

 Class of Case is going back to a 1-digit code in 2024.

Assigning Class of Case
32

31
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➢0 – Diagnosed Only

➢1 – Diagnosed and Treated

➢2 – Treated Only

➢3 – Not Analytic (may be required by your state registry)
➢ See instructions in state manual for legislative reporting requirements in your state

➢4 – (Maybe) a Subset of Not Analytic

➢FCDS Requirements for Reporting Will NOT Change – only Class of Case

➢FCDS collects Type of Reporting Source that describes source of reports

Assigning Class of Case
33

 Question.. common scenario in FL. The snowbirds DX in FL, then go up north for treatment, we transfer 
records to Hospital XXX Up North... No further info available. Does Class of Case still have to be a 10, 
even though we referred to a specific hospital and we know they are coming back?  Doesn’t it make more 
sense to code 00 – dx only?

 Answer.. I tell them to make Class of Case = 00 DX Only…even if the FL hospital sets up a treatment plan 
and knows where pt got TX – all the FL hospital did was a DX. 

 CoC created a bunch of coding instructions about whether or not you know a patient went elsewhere for 
treatment after your facility made a DX making this so confusing.  

 And then Registrars were afraid that only 1 facility could be the DX hospital when multiple facilities can 
be involved in the DX and Workup and each could take credit for diagnosis – and even for treatment.

 FCDS stayed with the original definitions for Class of Case for simplicity & consistency

 Hopefully, when/if the CoC actually does revert back to 1-digit codes – it will be straightforward again –
DX Only (0), DX/TX (1), TX Only (2), or Non-Analytic (3)

Assigning Class of Case
34
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 Never Use a ‘9’ – not even for historical cancers – YOU can figure out if they 
had a biopsy or a resection or a CT Scan for DX – that makes it a ‘1’ or ‘7’ not ‘9’

 Most will be a ‘1’ histology – biopsy, bone marrow, blood, lymph, tumor 
resection, biopsy or resection of metastasis, etc.

 Use a ‘5’ Code Only for a urine electrophoresis for Bence Jones Protein 
for Plasma Cell Myeloma – ‘5’ is INVALID for every other case you abstract

 Only use a ‘3’ for lymphoid or myeloid neoplasms that have documented 
immunophenotype test, flow cytometry, PCR testing, FISH, gene panel or 
other genetic testing.  
 These tests are used to ‘confirm the diagnosis, clarify the type of neoplasm (histologic type or 

subtype), or identify a target drug or specific biological, molecular or immunotherapy (BRM)’

 Use ‘7’ when only IMAGING is done to diagnose cancer – CT, MRI, PET, etc.

 FNA is not a ‘2’ – FNA is a ‘1’ and is just like a bone marrow biopsy

Diagnostic Confirmation
35

Identifying Cases (Casefinding & Re-Casefinding)
36

35
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Identifying Cases (Casefinding & Re-Casefinding)
37

• Pathology – FNA, biopsy, blood, bone 
marrow, core biopsy, molecular genetic 
testing, immunophenotype, flow cytometry, 
DNA microarray, FISH, NGS gene panel, etc.

• Medical Record/Billing - Disease Index
• In-Patient Services
• Ambulatory Care Services
• Autopsy
• Cancer Clinics
• Cancer Treatment Centers
• Diagnostic Imaging – Imaging-Only Cases

If you find a case that is not your responsibility to report,
Ask yourself if these cases are being reported by somebody 
else or do you just ignore it and let it pass or contact FCDS?

Identifying Cases (Casefinding & Re-Casefinding)
38

37
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Audit Re-Casefinding
39

✓ Requirements Focus is on ‘who diagnoses cancers’ and ‘who treats cancers’ 
✓ AHCA – 100% Audit Every Year of ALL Hospitals and ALL Surgery Centers

✓ AHCA In-Patient – All Cancer Codes from FCDS Casefinding List
✓ AHCA Ambulatory – All Cancer Codes from FCDS Casefinding List

✓ Radiation Centers – 1995 Florida passed a law that allows the radiation centers to get 
away with a lot of ‘not reporting’ rather than ‘active reporting’
✓ XRT Centers must report all ‘never reported to FCDS cases’ and use a reverse 

casefinding system that FCDS creates – unless affiliated with a CoC Accredited 
Cancer Program where the program picks up full abstracts

✓ Physician Office Claims – hematology, hematology/oncology, oncology, urology
✓ Physician Office Abstract – dermatology (mostly melanoma) mini-abstracts
✓ Other Outside Sources – have different reporting calendars
NOTE:  FCDS does not have the means to conduct 100% e-path re-casefinding – that does 

not mean that you get a pass and do not need to conduct path casefinding

Staging Systems
40

FIGO Uterus

39
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Rationale and Differences in Cancer Staging Systems

41

Rationale and Differences in Cancer Staging Systems
42

41
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Rationale and Differences in Cancer Staging Systems
43

 Purpose of Registry is to CONSISTENTLY Count Tumors/Patients

 We began to see more patients with multiple tumors (breast, melanoma)

 Registrars had lots of trouble with combination histology codes

 WHO kept revising classifications and adding histology codes

 WHO began to count all ‘urothelial’ sites as one single site

 Terminology started changing and was confusing

 Odd histologies started showing up in unusual anatomic locations

 Count of Tumors for Staging was Different than Count of Tumors for Rates

 Old Rules were not logical and could not even be mapped into flowchart

 New Rules were to become easy to use and flow logically for everybody

Rationale for Multiple Primary/Histology Code Rules
44

43
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WHO keeps publishing new WHO Classifications
45

Table borrowed from the Texas Cancer Registry ‘Texas Cancer Reporting News” - Elizabeth Harvey, BS, CTR

WHO keeps Publishing new WHO Classifications
46

The WHO Classification of Tumor 4th and 5th editions were released after ICD-O 3 was published 
 
➢ WHO Classification of Tumors of the Central Nervous System, 4th ed, vol 1 (2007) 
➢ WHO Classification of Tumors of the Hematopoietic and Lymphoid Tissues, 4th ed, vol 2 (2008) 
➢ WHO Classification of Tumors of the Digestive System, 4th ed, vol 3 (2010) 
➢ WHO Classification of Tumors of the Breast, 4th ed, vol 4 (2012) 
➢ WHO Classification of Tumors of Soft Tissue and Bone, 4th ed, vol 5 (2013) 
➢ WHO Classification of Tumors of Female Reproductive Organs, 4th ed, vol 6 (2014) 
➢ WHO Classification of Tumors of the Lung, Pleura, Thymus, and Heart, 4th ed, vol 7 (2015) 
➢ WHO Classification of Tumors of Central Nervous System, Revised 4th ed, vol 1 (2016) 
➢ WHO Classification of Tumors of Urinary System and Male Genital Organs, 4th ed, vol 8 (2016) 
➢ WHO Classification of Hematopoietic and Lymphoid Tissues, Revised 4th ed, vol 2 (2017) 
➢ WHO Classification of Tumors of Endocrine Organs, 4th ed, vol 10 (2017) 
➢ WHO Classification of Head & Neck Tumors, 4th ed, vol 9 (2017) 
➢ WHO Classification of Tumors of the Eye, 4th ed, vol 12 (2018) 
➢ WHO Classification of Skin Tumors, 4th ed, vol 11 (2018) 
 
➢ WHO Classification of Tumors of Digestive System, 5th ed, vol 1 (2019) 
➢ WHO Classification of Tumors of the Female Genital Tumors, 5th ed, vol 4 (2019) 
➢ WHO Classification of Tumors of Soft Tissue and Bone, 5th ed, vol 3 (2020) 
➢ WHO Classification of Thoracic Tumors, 5th ed, vol 5 (2020) 
➢ WHO Classification of Central Nervous System Tumors, 5th ed, Vol 6 (2021) 
➢ WHO Classification of Urinary and Male Genital Tumors, 5th ed, Vol 8 (2022) 

 

45
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When an ‘Unknown Primary’ is NOT C80.9
47

Histologic 
Type Codes

Histologic Types
Preferred Site Codes for Ill-
Defined Primary Sites

8720-8790 Melanoma C44._, Skin

8800-8811, 
8813-8830,
8840-8921, 
9040-9044

Sarcoma except periosteal fibrosarcoma 
and dermatofibrosarcoma

C49. _, Connective, Subcutaneous 
and Other Soft Tissues

8990-8991 Mesenchymoma
C49. _, Connective Subcutaneous 
and Other Soft Tissues

8940-8941 Mixed tumor, salivary gland type
C07. _, for Parotid Gland;
C08. _, for Other and Unspecified 
Major Salivary glands

9120-9170
Blood vessels tumors, Lymphatic vessel 
tumors

C49. _, Connective Subcutaneous 
and other Soft tissues

9240-9252
Mesenchymal chondrosarcoma and 
giant cell tumors

C40. _, C41. _ for bone and cartilage
C49. _, Connective, Subcutaneous, 
and Other Soft tissues

9580-9582
Granular cell tumor and alveolar soft 
part sarcoma

C49. _, Connective, Subcutaneous 
and Other Soft Tissues

Use the table below to assign primary site when the only information available is the histologic type of tumor and the patient has 
metastatic disease without an identifiable primary site. The primary site is presumed to be the NOS or “not otherwise specified”

primary site code when the histology is known but for which no primary can be found. Do not code these cases to C80.9.

IMPOSSIBLE Site/Histology Combinations
48

Some histologic types are more appropriately coded to a site representing the tissue in which such tumors arise rather than the 
ill-defined region of the body, which contains multiple tissues. The table below shows for some histologic types the specific sites 

that cannot be used – these truly are C80.9 Unknown Primary as they represent metastatic disease.

47
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One Primary or Two?  Histology Code?
49

 Each of us has our own STM Chapter that gives us grief…at least one.

 Urinary System

 Head and Neck

 Breast

 Lung

 But most of the STM Chapters are pretty straightforward

 Kidney

 Colon, Rectosigmoid and Rectum

 Malignant CNS and Peripheral Nerves

 Non-Malignant CNS and Peripheral Nerves

 Cutaneous Melanoma

 Other Sites

Difficult or Confusing MP Rules
50

49
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 Urinary System – big changes came when WHO recognized the urinary system 
organs as a ‘single organ’ and treated urothelial cancers of the sites that have a 
urothelium lining as single tumors – period…1 tumor.

 Urothelium includes both renal pelvis of kidney (right & left), both ureters (right 
& left), the bladder, and the upper section of urethra (including prostatic urethra)

 The American Urological Association, AJCC, and urologists objected as they want 
each site coded and staged and abstracted separately.  But we had to change.

 The Solid Tumor Rules created a workable solution for urothelial cancers

 In the United States more than 90% of bladder tumors are urothelial

 Report only 1 in-situ in any site UNTIL there is 1 invasive cancer

 Then most of the tumors that follow are treated as ‘recurrences’

 Today, we do not include urothelial subtypes or histology combinations

Difficult or Confusing MP Rules - Urinary
51

Difficult or Confusing MP Rules - Urinary
52

51
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 Recent Additions of 2 bone sites and 1 autonomic nervous system site

 New Instructions for HPV positive/negative and p16 testing

 There are LOTS of anatomic sites and subsites in the head & neck

 Identifying the primary site can be difficult and makes determining 1 versus more 
than 1 primary hard when described as a different anatomy

 The Physical Oral Exam is more important than imaging or surgery when identifying 
the primary site in many cases – use the oral exam from physical or the oral exam as 
noted in the operative report for best site.

 Large tumors overlap adjacent anatomic sites often – use overlapping

 C76.0 is a new addition to ‘unknown primary’ with neck nodes + ONLY.

 LOTS of Histologic Types and Subtypes can be found in the Head & Neck Anatomy
 Squamous cell, adeno, neuroblastoma, lymphoma, mucoepidermoid, melanoma, NET, PNET, sarcoma

Difficult or Confusing MP Rules – H&N
53

Difficult or Confusing MP Rules – H&N
54
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Difficult or Confusing Histology Rules – H&N
55

 So many histologic types/subtypes from tissue in the H&N
 Squamous Cell Carcinoma and Subtypes (with or without HPV/p16)

 Mucoepidermoid Carcinoma – oral cavity

 Lymphoma – multiple subtypes

 Salivary gland and Sinus Tumors – adenoid cystic carcinoma

 Autonomic Nervous System – Paraganglioma

 Carotid Body

 Extra-Adrenal

 Larynx

 Middle Ear Vagal Nerve

 Neuroendocrine Carcinoma & Subtypes

 Neuroblastoma, Olfactory

 Malignant Melanoma of Oral Mucosa

 Bone Sarcoma and PNET/Ewing Sarcoma

Difficult or Confusing Histology Rules – H&N
56

55
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 Primary Tumor Location – mammogram or history or physical exam

 One Primary or Two Primaries?
 No Invasive Tumor – Non-Invasive/In-Situ Only

 Invasive and In-Situ Tumor in Same Breast

 Ductal Carcinoma & Lobular Carcinoma (both in-situ/both invasive – mixed behavior)

 Ductal Carcinoma with Lobular Features is Coded 8522 – this is a CAP Rule in STM

 Multiple tumors in the same breast

 One tumor in each breast

 Multiple histologies in the same tumor

 Different histologies in multiple tumors in same breast

 Tumor with mixed/combination histology

 Recurrence of Same Primary or New Primary in Same Breast

 Disease-Free Interval – 5 years

Difficult or Confusing MP Rules - Breast
57

 Using the Subtypes/Variants Table
 Using the Combination Codes Table
 Always Check the Behavior – invasive cancer always top selection
 Whatever Happened to Inflammatory Carcinoma? It is coded in stage not histo
 Carcinoma, NST – LOTS of Synonyms – all are ductal carcinoma, NOS
 No Subtypes or Features – except ductal with lobular features per CAP
 Metaplastic Carcinoma – 8575 (sarcomatoid, squamous, osseous)
 Mucinous Carcinoma – 8480 – colloid carcinoma
 Paget Disease – 8540 – in-situ or invasive – associated with a primary tumor?
 Papillary Carcinoma of Breast – 8503
 Subtypes of Papillary Carcinoma – 8507, 8504, 8509
 Sarcoma of Breast (intermediate/high grade) & Phyllodes Tumor (low grade)
 Small Cell Neuroendocrine Carcinoma of Breast

Difficult or Confusing Histology Rules - Breast
58
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Using Combination Histology Tables

Difficult or Confusing Histology Rules – 2 Tables
59

Using Specific Histology vs Synonym vs Subtype/Variant Table

Difficult or Confusing Histology Rules
60

59
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Difficult or Confusing MP Rules – Lung
61

Difficult or Confusing Histology Rules – Lung
62

61
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Finding Answers to Questions
63

 PDF Manuals and Instructions – Required and Recommended

 Website Resources – SINQ, Ask a SEER Registrar, CAnswer Forum

 CALL FCDS – Field Coordinators or QC Manager

 FCDS DAM – Required Desktop Resources – Updated Annuially

 FCDS DAM – Resources for Registrars – Updated Annually

 NCI Webpages – PDQ – General Cancer and Treatment Information

 American Cancer Society – Cancer A-Z

 NCCN Treatment Guidelines - FREE

 Your Vendor Representative or Help Desk

 Call FCDS for Technical Help

Where to Go for Questions – How to Use the Answers
64

63

64
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Where to Go for Questions – How to Use the Answers
65

Where to Go for Questions – How to Use the Answers
66

65
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 HPV and p16 protein – What sites?  What years?  Same or Different?

 8085 for HPV ‘mediated’, HPV positive, p16 positive – since 2021

 FCDS will Override the site/type edit if it is not on the ‘official’ list of 
valid sites for code 8085 – oral cavity, anus, vulva, cervix, sinus, vagina

 C310-C313, C318, C319, C510-C512, C518, C529, C519, C530-C531, C538-C539

 But this list is still missing primary sites where we find HPV and p16+ 
squamous cell carcinoma – code it as you see it and FCDS will override edit

 p16 has always been a surrogate HPV test – but it is not a perfect surrogate and 
does not find all HPV-positive cancers.  p16 tests for a specific protein 
overexpressed in persons that have high-risk HPV.  It is an IHC test used as a 
surrogate marker of ‘transcriptionally active high-risk HPV infection’ 

This and That for $1000 – Actual Questions
67

 High-risk HPV types: HPV 16, 18, 31, 33, 35, 39, 45, 51, 52, 56, 58, 59, 66, 68. 

 Two of these, HPV16 and HPV18, are responsible for most HPV-related cancers

 We see HPV/p16 in tissue from many other sites other than tongue and 
oropharynx and cervix…we see it in anus, rectum, skin of face, nostrils, tonsils, 
cheek mucosa, lip, perianal skin, scrotum and even the lung – you get the 
picture – and the ones in the H&N are the same HPV as the genital sites.  

 Edits don’t like 8085/8086 in sites except the ones that SEER and CoC agreed 
upon…but there is a caveat…the central registries can override this edit 

 Most locally advanced oropharyngeal cancers (p16/HPV-positive or p16/HPV-
negative) are treated with chemoradiation. 

 Problem with p16 surrogate is that p16 can also be positive for melanoma, 
esophageal cancer, glioma, pancreas, NSCLC Lung and other cancers…
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 Can help me make sense of how to code paragangliomas?

 Paraganglioma Distribution:  85% are abdominal, 12% mediastinal, only 3% are H&N

 Paraganglioma is a neuroendocrine tumor that grow from chromaffin cells – these cells are all over the place in the 
body but tend to bundle in a few specific locations.  The cells help regulate blood pressure, blood sugar, heart rate.    

 So the bundles, many of which are in the head & neck, communicate quickly with the CNS and organs to change blood 
pressure quickly and work with fight/flight responses (this is what neuroendocrine tumors and nerve bundles do –
shortcuts to speed communications between organs or organ systems where they ‘live’ and the CNS to make for rapid 
response to certain stimuli).  

 Sometimes they are called extra-adrenal pheochromocytoma)…and they are pretty rare.  They tend to bundle around 
the carotid artery (carotid body), outside the adrenal glands (pheochromocytoma), and the vagus nerve and around the 
larynx/chest.  Most are benign.  Up to 25% are malignant – only 10% of pheochromocytomas are malignant.  They all (I 
think) secrete catecholamine.

 Unlike some other tumors that we name by the organ in which they arise…paraganglioma are to be coded to the C47.* 
series because they involve peripheral nerves and autonomic nervous system codes most of us are not too familiar with.  
But they are tumors of the nervous system, not the blood or circulation system or adrenal gland.  That is why they get 
coded C47.*.
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 This is probably the most common question I get asked over and over and over and over and over and 
over and over again !!!  Why can’t the CoC and SEER get this straightened out?  ASK THE ACR – PLEASE.

 I have been a Registrar for 42 years – PLEASE - GIVE US A GOOD and CURRENT ANSWER.

 What about Bi-RADS4 and Bi-RADS5?  Can we use the results? Can we use the dates?  What if there 
is a biopsy?  What if it is 3 months before the patient comes back?  What if it is 6 months?

 We almost had an answer IN PRINT in the 2023 STORE Manual – until the CoC realized they answered 
it.  So, CoC actually went back in February 2023 and TOOK IT OUT for goodness sake.  It is not clarified 
in CAnswer or SINQ or Ask a SEER Registrar - or any manual in or out of print –

 DETERMINED TO BE RIGHT REGISTRARS ARE STILL CIRCULATING AN ANSWER THAT NOBODY 
CAN FIND IN PRINT that is from the era of film mammography that you print onto film not 2D or 3D or 
other digital mammography or MRI of breast or any other digital imaging techniques with great detail.

 I have been requesting this in writing from CoC and SEER for DECADES through NAACCR and in person
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 The original question we asked in the 1980s when we should have started collecting mammogram date is, 
‘how much time lapsed between the date of the suspicious imaging and a biopsy’ – then a separate 
question – ‘how much time lapsed between the mammogram and a surgical resection of the breast’.

 We often forget the original question and ask 2 other related but separate questions.  One question is 
about ‘reportability’. The other questions are about Date of Diagnosis and Diagnostic Confirmation

 If you only have a BIRADS4 or BIRADS5 from screening without a biopsy – the case is not reportable as 
imaging, only diagnosis – no other information.

 If BIRADS4 or BIRADS5 imaging is followed by + biopsy – the Date of Dx is the date of imaging –
Diagnostic Confirmation is still = 1 (histology – because of the bx)

 There was always supposed to be this difference because we did not collect mammography date and 
should have since the 1980s.

2023 Bi-RADS4 and Bi-RADS5 Clarifications 
FCDS/CoC/SEER
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2.0cm -5.0cm+

In situ and 
0.1cm – 1.9cm
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2023 FCDS Data Acquisition Manual (and back to 2018 & FCDS Memos)

➢ Mammography used to be considered inferior to other 
imaging techniques – it is not any longer

➢ 1990s along came digital imaging – 2D, 3D digital 
mammography, MRI, combined imaging and the 
advanced technology to identify a tumor as small as 1mm

➢ Why was the mammogram the only imaging study that 
we were not allowed to use as the date of first diagnosis 
with or without a biopsy?  We report other solid tumors 
with less information from imaging.  

➢ It is just like any other imaging diagnosis prior to biopsy 
– the imaging diagnosis is suspicious or confirmation of 
cancer if BIRADS4 or BIRADS5…we use it for what it 
says it is.  But not imaging alone.

➢ We still do not allow a case to be reported with only a 
BIRADS4 or BIRADS5 imaging report – even though we 
would if there were liver mets on an ultrasound - there 
must be a subsequent biopsy of that site to confirm the 
suspicious or definite tumor is neoplastic
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Mammo and Ultrasound with BI-RADS scores - Confirmed with Biopsy - CAnswer Forum (facs.org)
2 months after CoC published the clarification – they removed it and republished STORE without it.

So the March 2023 version of the 2023 STORE Manual no longer has this clarification in writing.
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2022 SEER Program Coding and Staging Manual
A group of representatives from NAACCR, CoC, SEER and others are 

meeting with ACR on this RADs issue.
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https://nam10.safelinks.protection.outlook.com/?url=https%3A%2F%2Fcancerbulletin.facs.org%2Fforums%2Fforum%2Ffords-national-cancer-data-base%2Fstore%2Fcase-eligibility-patient-identification-cancer-identification-stage-of-disease-at-diagnosis-tumor-size-and-mets%2F129474-mammo-and-ultrasound-with-bi-rads-scores-confirmed-with-biopsy&data=05%7C01%7CSPeace%40med.miami.edu%7C124816b3d66b44459d0808db2bc6474a%7C2a144b72f23942d48c0e6f0f17c48e33%7C0%7C0%7C638151902814054672%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C3000%7C%7C%7C&sdata=SqhzCKWI%2Btb9C4ljNPi3bQIvYbE%2FcMMgJc2S1Msjta0%3D&reserved=0
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This and That for $1000 - Lymphoma - Biopsy or Surgery?

78

This and That for $1000 - Lymphoma - Biopsy or Surgery?

ASK YOURSELF: Is this procedure a 
cancer treatment or only a biopsy to make 

a diagnosis?  A single lymph node is 
always just for diagnosis.
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COMPLETE TEXT DOCUMENTATION IS A MUST

How To Keep Up With Everything – Every Year
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How To Keep Up With Everything – Every Year
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http://NAACCR.org
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Questions
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~ FIN ~
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