
CNS Part 1
NPCR DQE Findings

• Barbara J. Dearmon-Neyland, BS, ODS-C
• FCDS Webcast Series 2026
• August 12, 2026

8/3/2026 FCDS webcast series 1



CDC & Florida 
DOH Attribution

• “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 2024 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.



FLccSC LMS – CEU 
Quiz – FCDS IDEA



Objectives

Brain and CNS Tumor Facts

Brain and CNS Tumors Reportability 

Review of Anatomy, Brain, and CNS Tumors

NPCR DQE Findings

Review STRs Non-Malignant CNS Tumors



Did You Know?
Brain and Non-

Malignant Tumor 
Facts

https://seer.cancer.gov/statfacts/html/brain.html
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Von Hippel-Lindau Disease (VHL)
https://www.osmosis.org/learn/von_Hippel-Lindau_disease

8/3/2026 FCDS webcast series 6



8/3/2026 FCDS webcast series 7



Brain 
Tumors are:



National Brain Tumor Society - Facts

An estimated 1 million Americans are living with a primary brain tumor 

Approximately 72% of all brain tumors are benign

Approximately 28% of all brain tumors are malignant

Approximately 59% of all brain tumors occur in females and 41% occur in males

Median age at diagnosis for primary brain tumor is 61 years 
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https://braintumor.org/brain%20tumors/about%20brain%20tumors/brain%20tumor%20facts/

https://braintumor.org/brain%20tumors/about%20brain%20tumors/brain%20tumor%20facts/


Brain Cancer 
Survival Rates



Symptoms 
and 

Complications



Tumor 
Location 
and 
Symptoms



CBTRUS Central Brain Tumor Registry of the 
United States 2017-2021
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https://cbtrus.org/reports/

https://cbtrus.org/reports/


CBTRUS Distributiona 
of All Primary Brain 
and Other CNS 
Tumors 
(Malignant and Non-
Malignant 
Combined)



CBTRUS Figure 12. Distributiona of All Non-Malignant Primary 
Brain and Other Central Nervous System Tumors ...

Neuro Oncol, Volume 26, Issue Supplement_6, October 2024, Pages vi1–vi85, https://doi.org/10.1093/neuonc/noae145

The content of this slide may be subject to copyright: please see the slide notes for details.

https://doi.org/10.1093/neuonc/noae145
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Glioblastoma: Deadly Brain Tumor
Aggressive Tumor Growth
Glioblastoma grows quickly and invades surrounding brain tissue, 
making it especially difficult to treat and remove completely.

Challenging Treatment
Standard treatment involves surgery, radiation, and chemotherapy, but 
complete removal is rarely possible and recurrence is common.

Poor Prognosis
Despite advanced therapies, glioblastoma has a poor prognosis due to 
high recurrence rates and resistance to treatment.
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Non-Malignant Meningioma Facts
Most Common Non-Malignant Brain Tumor
Non-malignant meningiomas are the most frequent primary non-malignant brain tumors, 
accounting for a significant portion of cases.

High Prevalence in Brain Tumors
They make up 39.7% of all brain tumors and 55% of all non-malignant tumors, highlighting 
their prevalence.

Favorable Prognosis
Patients with non-malignant meningiomas typically have a favorable outlook, with a five-
year relative survival rate of 91.8%.
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NCCN 
Treatment 
Options- 
Meningiomas
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Observation or Active Surveillance 

Surgery 

Radiation 

Systemic therapy

Clinical trials 

https://www.nccn.org/

https://www.nccn.org/


Reportability 
– Brain and 
CNS Tumors
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CNS Tumor Sites and Reportability

CNS tumors include tumors in the following 
sites:
• Meninges (C700-C709)

• Brain (C710–C719)
• Spinal Cord, Cranial Nerves, and Other Parts 

of the Central Nervous System (C720–C729)
• Pilocytic Astrocytoma/juvenile pilocytic 

astrocytoma (9421/1)

• High-grade Astrocytoma with Piloid 
Features (HGAP) (9421/3)
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Reportability: Brain and CNS Tumors
• Is an optic nerve meningioma reportable if stated to 

arise in the “intraorbital segment” of the optic nerve 
meninges?
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Coding Brain and CNS Tumors 
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Understanding Neuroanatomy

WHO Classification of Brain and CNS Tumors

Standardized Coding Rules
• STRs
• STORE Manual
• SSDI
• ICD-0-3 Histology Codes
• Summary Stage



Types of Benign Brain Tumors
Chordomas

Craniopharyngiomas

Gangliocytomas

Glomus jugulare

Meningiomas

Pineocytomas

Pituitary adenomas

Schwannomas

8/3/2026 FCDS webcast series 24

https://www.aans.org/patients/conditions-treatments/brain-tumors/



Types of Malignant 
Brain Tumors
Gliomas

Astrocytomas

Ependymomas

Glioblastoma multiforme (GBM)

Oligodendrogliomas

Medulloblastomas

Hemangioblastomas

Rhabdoid tumors
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Anatomy Brain and CNS 
Tumors
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Brain and 
Associated 

Structures by 
Topography 

Codes
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Reportable Brain & CNS Sites
Use this quick reference to identify primary sites and reportable subsites for Brain/CNS cases.

Brain/CNS Reportability 
Snapshot

Primary site categories shown below include 
ICD-O-3 topography/site codes for 

reportable Brain/CNS subsites.

6 Primary site groups

C70–
C75

Includes brain, meninges, 
CNS, glands

✓ Quick reference for 
casefinding

Brain
C71.0–C71.9 | NC, stem, lobes, NOS
Brain NOS C719
Brain stem C717
Cerebellum NOS C716
Cerebrum C710
Frontal lobe C711; Parietal C713
Occipital C714; Temporal C712
Overlapping lesion of brain C718
Ventricle NOS C715

Cranial Nerves
C72.3–C72.5 | individual nerve sites
Abducens VI C725; Accessory XI C725
Acoustic VIII C724; Cranial nerve NOS C725
Facial VII C725; Glossopharyngeal IX C725
Hypoglossal XII C725; Oculomotor III C725
Olfactory I C722; Optic II C723
Trigeminal V C725; Trochlear IV C725; Vagus X C725

Meninges
C70.0–C70.9
Cerebral meninges C700
Meninges NOS C709
Spinal meninges C701

Intracranial Duct & Glands
C75.1–C75.3
Craniopharyngeal duct C752
Pineal gland C753
Pituitary gland C751

Spinal Sites
C72.0–C72.1
Cauda equina C721
Conus medullaris / filum terminale 
C720

Ill-Defined Sites
C72.8–C72.9 | CNS NOS / overlapping lesion
Nervous system NOS C729
Overlapping lesion of brain and central nervous system C728

Tip: Confirm reportability use current STRs/state guidance and applicable coding manuals before abstraction.



Brain Anatomy and Function as Related to 
Symptoms

VectorStock – Human Brain Anatomy and Functions – Vector Image

29



Tentorium C700
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https://seer.cancer.gov/manuals/2026/AppendixC/Coding_Guidelines_Brain_Malig_2026.pdf

https://seer.cancer.gov/manuals/2026/AppendixC/Coding_Guidelines_Brain_Malig_2026.pdf


Non-
Malignant 

CNS Tumors 
https://stacks.cdc.gov/view/cdc/11345

https://stacks.cdc.gov/view/cdc/11345


Assigning Behavior for Non-Malignant CNS 
Tumors

Priority Order

Pathology (tissue 
from resection, 

or biopsy)

Cytology

Physician’s 
documentation 
(no pathology)

Tumor board

Oncology consult

Scans
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NPCR and 
Registry Audits

Cancer Surveillance Support
NPCR plays a vital role in supporting cancer 
surveillance nationwide, gathering critical health 
data for analysis and action.

Registry Data Auditing
Audits performed by NPCR ensure the accuracy, 
completeness, and consistency of central cancer 
registries.

Impact on Public Health
High-quality audited data aids research, public 
health decisions, and resource allocation for 
effective cancer prevention and control.
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Accuracy Proportions of Major Errors & 
Major + Minor Errors by Primary Site

Major Errors             Major + Minor Errors8/3/2026 36

96.6%

97.7%

96.7%

98.0%

95.8%

97.1%

95.8%

97.6%

60.0% 65.0% 70.0% 75.0% 80.0% 85.0% 90.0% 95.0% 100.0%

Non-
Malignant

Brain

Leukemia

Lymphoma

Myeloma



Data Elements with Lowest Accuracy Proportions:
Brain (Non-Malignant)
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94.6%

93.5%

92.4%

84.8%

81.5%

80.4%

70.7%

60.0% 65.0% 70.0% 75.0% 80.0% 85.0% 90.0% 95.0% 100.0%

Behavior Code ICD-O-3

Date of Initial RX--SEER

Reason for No Surgery

Grade Clinical

RX Summ—Surg Prim Site

Tumor Size Summary

Grade Pathological



NPCR DQE Audit – Findings

Coding Primary 95.1% 

Date of diagnosis 94.4%

Histologic Type ICD-0-3 was 93.5%

Clinical Grade (Malignant) 85.%

Clinical Grade (Non-Malignant) 79.9%

RX Summ—Surgery of Primary Site  85.4% 
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Meningioma (right frontal lobe)
Code C70.0



CNS Tumors 
Coding 
Grade
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WHO 
Grade 
Definitions
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WHO Grade Definitions

WHO Grade 1 Non-malignant (/0 or 
/1)

Circumscribed tumor of low 
proliferative potential associated 
with the possibility of cure 
following resection

WHO Grade 2 Malignant or Non-
malignant

Infiltrative tumor with low 
proliferative potential with an 
increased risk of recurrence

WHO Grade 3 Malignant (/3) Tumors with histologic evidence of 
malignancy, including nuclear 
atypia and mitotic activity, are 
associated with aggressive clinical 
course

WHO Grade 4 Malignant (/3) Tumors that are cytologically 
malignant, with mitotic activity, 
are associated with rapid clinical 
progression and potential 
dissemination



CNS WHO Grade
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CNS Grade Coding Practices
• Codes 1–4 take priority over A–D, L, and H.
• CNS WHO classifications 
• Code the WHO grading system for selected tumors of the CNS as noted in 

the AJCC 8th edition Table 72.2 when the WHO grade is not documented in 
the record.

• A list of the histologies that have a default grade can also be found in the 
Brain/Spinal Cord CAP Protocol

• For benign tumors ONLY (behavior 0), code 1 can be automatically 
assigned for all histologies.

• Code 9 when grade from primary site is not documented, clinical workup is 
not done (for example, cancer is an incidental finding during surgery for 
another condition), or grade checked “not applicable” on CAP Protocol (if 
available) and no other grade information is available
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(https://www.cap.org/protocols-and-guidelines/cancer-reporting-tools/cancer-protocol-templates).



Assign WHO Grade 1

• Angiocentric glioma 
• Craniopharyngioma 

• Choroid plexus papilloma
• Desmoplastic infantile astrocytoma and 

ganglioglioma
• Dysembryoplastic neuroepithelial tumor

• Dysplastic gangliocytoma of cerebellum 
(D=Lhemitte-Duclos)

• Gangliocytoma

• Granular cell tumor
• Hemangioblastoma
• Meningioma
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Assign WHO Grade 1 or 2

• Myxopapillary ependymoma 
• Neurofibroma 

• Oligodendroglioma IDH mutant and 1p/19q-
codeleted (2)

• Papillary glioneuronal tumor 
• Papillary tumor of the pineal region

• Perineuroma 
• Pilocytic astrocytoma

• Pineal parenchymal tumor of intermediate 
differentiation

• Pineocytoma 

• Pituicytoma 
• Pleomorphic xanthroastrocytoma (2)
• Rosette-forming glioneuronal tumor 

• Schwannoma 
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Discrepancy on Clinical Grade
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10/22/24 CT HEAD: "LIKELY PARTIALLY CALCIFIED MENINGIOMA ALONG THE 
LEFT FRONTAL CONVEXITY MEASURES 5 X 6 MM.  ENHANCING MASS WITHIN 
THE LEFT PAROTID GLAND MEASURES 1.5 X 1.1 X 2 CM. MEDIASTINAL 
LYMPHADENOPATHY IS PARTIALLY IMAGED, MEASURING UP TO 2 X 2.2 CM IN 
THE PRETRACHEAL REGION.

For benign tumors ONLY (behavior 0), code 1 can be 
automatically assigned for all histologies.



Using Ambiguous Terminology
• The ‘ambiguous terminology’ list of words and phrases for the presence or absence of 

disease is applied only when ‘definitive terminology’ is NOT used to describe the 
presence or absence of a tumor or a specific histologic type/subtype

• Ambiguous terms that do not constitute a diagnosis without additional information
• Suggestive
• Concerning
• Likely
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Use of Ambiguous Terminology - Reportability
Apparent(ly)

Appears
Comparable with
Compatible with
Consistent with

Favor(s)
Malignant appearing

Most likely
Presumed
Probable

Suspect(ed)
Suspicious (for)

Typical (of)
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Use of 
Ambiguous 
Terminology 
- 
Reportability

Equivalent to “Not diagnostic for” 
malignancy or reportable diagnosis. These 
phrases are NOT reportable when no other 
information is available.
•  Highly suspicious for, but not diagnostic of 

[malignancy or reportable diagnosis]
• Most compatible with a [non-reportable 

diagnosis] such as a [reportable diagnosis]
•  High probability for [malignancy or 

reportable diagnosis]
• Equivalent to “Differential diagnoses”
•  Differential consideration
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Pop Quiz
Reportability



Treatment – 
Site Specific 

Surgery 
Codes
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NPCR DQE Audit – Coding Surgery
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Site Specific Surgery Codes - Brain

• 2018-2020 Surgery Codes 
 

• Use code 20 if no description of the 
procedure is available; includes 
excisional biopsy; for SEER 
registries, assign 20 for Stereotactic 
Biopsy of the Brain

• Use code 21 when only a subtotal 
resection is performed

• Use code 30 when a radical, total 
or gross resection of tumor is 
performed 

• 2026 Surgery Codes
• A200
• A210 subtotal resection
• A220 resection of tumor of spinal 

cord or nerve
• A300 Radical, total gross resection 

of tumor, lesion or mass in brain
• A400 Partial resection of lobe of 

brain, when the surgery cannot be 
coded as A200-A300 
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Brain and CNS Tumors –Cancer Directed 
Surgery Coding

• A000 None; no surgery of primary site; autopsy 
ONLY

• A100 Tumor destruction, NOS
[SEER Note: Local tumor destruction, NOS; laser 
interstitial thermal therapy (LITT) - code A100 if 
no specimen sent to pathology.]

• No specimen sent to pathology from surgical event 
A100

• Do not record stereotactic radiosurgery (SRS), 
Gamma knife, Cyber knife, or Linac radiosurgery as 
surgical tumor destruction. All of these modalities 
are recorded in the radiation treatment fields
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https://seer.cancer.gov/manuals/2024/appendixc.html



Stereotactic Biopsy of the Brain
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CNS Cancer Directed Surgery
• A550 Gross total resection of lobe of brain (lobectomy)
• Codes A300-A550 are not applicable for spinal cord or 

spinal nerve primary sites.
• Specimen sent to pathology from surgical events A200-

A550
• A900 Surgery, NOS
[SEER Note: Laser interstitial thermal therapy (LITT) - 
code A900 if specimen sent to pathology.]
• A990 Unknown if surgery performed; death certificate 

ONLY
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Tumor Size 
Summary

8/3/2026



Coding LITT for 
Glioblastoma Brain 
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Case 1 Non-Malignant CNS 
Tumor Question

NPCR DQE Audit
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Case 1 – Question 1 NPCR DQE Audit



Case 1 – Question 2 
NPCR DQE Audit



Case 1 – Question 3 
NPCR DQE Audit



Case 1 – Summary NPCR 
DQE Audit
•  01/01/2021- CT HEAD- LARGE HYPODENSE CYSTIC 4.1 X 
3.8 X 3.0 CM LESION INVOLVING SUPEROMEDIAL RIGHT 
CEREBELLUM, VERMIS AS NEW FROM PRIOR STUDY, WITH 
RESULTING MASS EFFECT, EFFACEMENT OF FOURTH 
VENTRICLE. CYSTIC LESION LIKELY REPRESENTS NEOPLASTIC 
ETIOLOGY SUCH AS PRIMARY CYSTIC BRAIN MASS OR CYSTIC 
METASTASIS.

• 04/12/21 BRAIN TUMOR XS 2 SUBOCCIPITAL 
CRANIOTOMY FOR RESECTION OF CEREBELLAR BRAIN 
TUMORS HEMAGIOBLASTOMA IS FAVORED, VHL DELETION, 
08/26/2021- CRANIOTOMY FOR SRS, BRAIN SRS, 001600CGY 
FOR 1FX
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Data Items Coded Recoded 
RX Summ—
Surg/Rad Seq
Reason No 
Radiation
Phase I Radiation 
Treatment 
Modality
Grade Clinical
Grade Pathological
Date of Diagnosis
Primary Site
Tumor Size 
Summary

0

1
00

L
L
20210401
C719
999

3

0
02

9
1
20210412
C716
042



Case 2 Non-
Malignant CNS 

Tumors Questions

8/3/2026 67

FC
DS

 w
eb

ca
st

 se
rie

s



Case 2 – Question 1 
NPCR DQE Audit
• 67-YEAR-OLD SINGLE WHITE NON-HISPANIC MALE WHO WAS FOUND TO HAVE A BRAINSTEM 
CAVERNOMA, 5/28/2021 MRI- BRAINSTEM CAVERNOMA 12 MM  6/13/2021 CT BRAIN - 
CAVERNOMA 15 MM

• 6/14/2021 BRAIN TUMOR EXCISION -SAW BULGING EXOPHYTIC CAVERNOMA WITH DARK BLOOD 
TINGE ON THE PART THAT WAS BULGING AND THEN THE FLOOR OF THE 4TH VENTRICLE HAD 
HEMOSIDERIN IN IT, 6/14/2021 PATHOLOGY BRAIN TUMOR EXCISION – CAVERNOMA

• What is the Primary Site Code?
• A. C712
• B. C717
• C. C710
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Case 2 – Question 2 
NPCR DQE Audit
• 67-YEAR-OLD SINGLE WHITE NON HISPANIC MALE WHO WAS FOUND TO HAVE A 
BRAINSTEM CAVERNOMA, 5/28/2021 MRI- BRAINSTEM CAVERNOMA 12 MM  6/13/2021 
CT BRAIN - CAVERNOMA 15 MM

• 6/14/2021 BRAIN TUMOR EXCISION -SAW BULGING EXOPHYTIC CAVERNOMA WITH 
DARK BLOOD TINGE ON THE PART THAT WAS BULGING AND THEN THE FLOOR OF THE 4TH 
VENTRICLE HAD HEMOSIDERIN IN IT, 6/14/2021 PATHOLOGY BRAIN TUMOR EXCISION – 
CAVERNOMA

•  The Pathologic Grade should be coded 1?
• True 
• False
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Case 2 – Question 3
NPCR DQE audit
• 67-YEAR-OLD SINGLE WHITE NON-HISPANIC MALE WHO WAS FOUND TO HAVE A BRAINSTEM 
CAVERNOMA, 5/28/2021 MRI- BRAINSTEM CAVERNOMA 12 MM  6/13/2021 CT BRAIN - 
CAVERNOMA 15 MM

• 6/14/2021 BRAIN TUMOR EXCISION -SAW BULGING EXOPHYTIC CAVERNOMA WITH DARK BLOOD 
TINGE ON THE PART THAT WAS BULGING AND THEN THE FLOOR OF THE 4TH VENTRICLE HAD 
HEMOSIDERIN IN IT, 6/14/2021 PATHOLOGY BRAIN TUMOR EXCISION – CAVERNOMA

• What is Coded for Cancer Directed Surgery?
• A. 10, tumor destruction
• B. 20, local excision of tumor (subtotal resection)
• C. 30, radical, total, gross resection tumor, lesion, mass
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Case 2 – Summary NPCR DQE Audit

• 67-YEAR-OLD SINGLE WHITE NON-HISPANIC MALE WHO 
WAS FOUND TO HAVE A BRAINSTEM CAVERNOMA

• 5/28/2021 MRI- BRAINSTEM CAVERNOMA 12 MM  
6/13/2021 CT BRAIN - CAVERNOMA 15 MM

• 6/14/2021 BRAIN TUMOR EXCISION -SAW BULGING 
EXOPHYTIC CAVERNOMA WITH DARK BLOOD TINGE ON 
THE PART THAT WAS BULGING AND THEN THE FLOOR OF 
THE 4TH VENTRICLE HAD HEMOSIDERIN IN IT, 6/14/2021 
PATHOLOGY BRAIN TUMOR EXCISION - CAVERNOMA
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Data Items Coded Recoded

RX Summ—
Surg Prim Site
Grade 
Pathological
Primary Site

30

1
C710

20

9
C717



Sequence – Non-Malignant CNS Tumors

• Assign sequence number 60 when there are no prior or subsequent non-malignant 
intracranial/ CNS tumors

• If another reportable non-malignant tumor, change the sequence number of the first 
primary from 60 to 61

• Sequence multiple non-malignant tumors chronologically as 61 (first of two or more), 62 
(second), etc.
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Brain and CNS 
Sites (require 
Laterality)

C. 47.1-C47.2 Peripheral nerves 

C70.0 Cerebral meninges, NOS 

C71.0 – C714 Cerebrum, frontal lobe, temporal 
lobe, parietal, occipital lobes

C72.2 – C72.5 Olfactory, optic, Acoustic and cranial 
nerves

* excludes diagnoses before 2004

8/3/2026 FCDS webcast series 73

Meningioma 
Assign 4 for bilateral 

involvement. Assign 5 
Midline Tumors

Code 0 – overlapping 
lesions



Coding 
Laterality 
C716 
Cerebellum

• Primary tumors arising in the left cerebellum (C716). 
The cerebellum is not a lateral brain site. The coding 
instructions for Laterality indicate, "Assign code 0 
when the primary site is not a paired site." 

• While some brain subsites are lateral sites, C716 is 
not among them. 

• The Sites for Which Laterality Codes Must Be 
Recorded (2026 SEER Manual) and Table 5: Paired 
Sites (Solid Tumor Rules Manual, Malignant CNS) 
both confirm C716 is not a site for which laterality is 
coded.

• Code the Laterality as 0 (Not a paired site). 
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SSDI Data Items – Brain and CNS Tumors 
(2023)

•Clinical, Pathologic, Post Therapy Clin, Post Therapy Path 

Grade 

Brain Molecular Markers

Chromosome 1p Status

Chromosome 19q Status

MGMT

Brain Primary Tumor Location (2024)
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Brain and CNS 
Tumor 
SSDI – Required 
for FCDS
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Diffuse Low Grade Glioma MAPK Pathway altered - Benign
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This SSDI does not apply to all brain and CNS histologies. Assign code 85 if the histology does not apply. For 
benign or borderline, assign Code 86. 



EOD 
Primary 
Tumor



Non-Malignant 
Solid Tumor Rules 

FCDS webcast series
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Review Solid Tumor Rules: Non-Malignant 
CNS Tumors – Non-Malignant CNS Tumors
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Non-Malignant CNS and Peripheral Nerves

• Note 5: Pilocytic astrocytoma/juvenile pilocytic astrocytoma Beginning with cases 
diagnosed 1/1/2023 forward, pilocytic astrocytoma/juvenile pilocytic astrocytoma are to 
be reported as 9421/1 for all CNS sites

• When the primary site is optic nerve (C723) and the diagnosis is either optic glioma 
or pilocytic astrocytoma, the behavior is non-malignant and coded 9421/1

• Neurofibromatosis NOS, Neurofibromatosis 1 (NF1), Neurofibromatosis 2 (NF2), and 
schwannomatosis are familial tumor syndromes and are not reportable conditions
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Non-Malignant 
CNS Site Group 
Non-Reportable 
Neoplasms
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CNS Solid Tumor 
Rules – Coding 
Neurofibromatosis
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Rule H2 (single tumor) Code the reportable CNS tumor (Table 5 in the Site-group 
Instructions) when a patient has any of the following:
• Neurofibromatosis type 1 (NF1)
• Neurofibromatosis type 2 (NF2)
• Schwannomatosis

Rule H5 Code meningioma 9530/0 when there are multiple meningiomas 
with the following diagnosis
• Benign meningioma
• Lymphoplasmacyte-rich meningioma
• Meningioma with no mention of behavior
• Metaplastic meningioma
• Microcystic meningioma
• Secretory meningioma

Rule H7 Code the reportable CNS tumor (Table 5 in the Site-group 
Instructions) when a patient has any of the following:
• Neurofibromatosis type 1 (NF1), 
• Neurofibromatosis type 2 (NF2)
• Schwannomatosis



Non-Malignant CNS and Peripheral Nerves

• The terms tumor, mass, tumor mass, lesion, and neoplasm are not used in a standard 
manner in clinical diagnoses, scans, or consults. Disregard the terms unless there is a 
physician’s statement that the term is a non-malignant.

• Tumor/neoplasm
• o These terms are used ONLY for determining multiple primaries
• o DO NOT USE these terms for casefinding or determining reportability
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Non-Malignant CNS Tumors Reportability

CNS neoplasms must meet all three criteria/conditions below to be reported as non-
malignant:
1. The behavior must non-malignant /0 or /1.

A. Pathology designates the tumor as non-malignant (/0 or /1) OR
B. Diagnostic imaging definitively states the tumor as non-malignant (/0 or/1) 
C. The tumor is a WHO Grade I (See Section 1: Table 1)

Note 1: Always code the behavior code reported by the pathologist.
Note 2: Never report a malignant /3 behavior code for a meningioma based on tumor 
extension to brain, skin of scalp, or other regional organs/tissue. Non-malignant CNS 
tumors can extend to the regional tissue and bone. Tumor extension is usually equivalent 
to atypical meningioma 9539/1.
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Priorities for Coding Primary Site
• Use the list below in hierarchical order:

• 1. Resection
• A. Operative report(s)
• B. Pathology report(s)

• 2. Biopsy
• A. Operative report(s)
• B. Pathology report(s)

• 3. Resection and/or biopsy performed, but operative report(s) and pathology are not available 
(minimal information):

• A. Tumor Board
• B. Code from physician’s documentation of original diagnosis from operative or pathology report
• C. Physician’s documentation of primary site in the medical record
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Priority 
Order for 
Cases 
Diagnosed by 
Imaging

• For cases diagnosed by imaging (no 
pathology/resection or biopsy) use 
information from scans in the following 
priority order:

• A. MRI
• B. CT
• C. PET
• D. Angiogram
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Non-Reportable Neoplasms Brain
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Refer to the STRs 
Manual



Non-
Malignant 
CNS and 
Peripheral 
Nerves – 
STRs 
Reportability 

• Note 1: A neoplasm arising in a cranial nerve 
is coded to the specific nerve in which it 
arises.

• Note 2: Neoplasms, commonly 
meningiomas, arising in the dura/meninges 
of an intracranial nerve are coded to 
cerebral meninges C700.

• Note 3: It is important to check the 
operative report to determine whether the 
surgery is intracranial or intradural.

• Note 4: This table is used for non-malignant 
neoplasms ONLY
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CNS Histology Unlikely Combination
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Table 8: Non-Malignant CNS Tumors with the 
Potential of Transforming to Malignant Behavior
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Non-Malignant CNS 
STRs – Histology Coding Rules
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Rule Description

H1 Code meningioma 9530/0 when diagnosis is a meningioma, benign, metaplastic, 
microcystic, secretory, two subtypes or lymphoplasmacyte-rich

H2 Code the reportable CNS tumor – use Table 5

H3 Code the histology when only one histology is present

H4 Code the subtype/variant when there is a NOS and a single subtype/variant of that 
NOS, example Meningioma 9530/0 and a subtype/variant of meningioma

H5 Code meningioma 9530/0 when there are multiple meningiomas

H6 Code meningiomas 9530/1 when there are multiple meningiomas of uncertain 
behavior



Non-Malignant CNS 
STRs – Histology Coding Rules
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Rule Description

Rule H7 Code the reportable CNS tumor (Table 6 in the Equivalent Terms and Definitions) when a patient has any of the following:
• Neurofibromatosis type 1 (NF1), • Neurofibromatosis type 2 (NF2)
• Schwannomatosis

Rule H8 Code the histology when only one histology is present in all tumors. When the histology is not listed in Table 6 use the ICD-O 
and all updates

Rule H9 Code the subtype/variant when there is a NOS and a single subtype/variant of that NOS present in all tumors, such as the 
following
Choroid plexus papilloma 9390/0 and a subtype/variant of choroid plexus papilloma
• Craniopharyngioma 9350/1 and a subtype/variant of craniopharyngioma
• Gangliocytoma 9492/0 and a subtype/variant of gangliocytoma
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Non –Malignant CNS Multiple Primary Rules

Rule M2 Abstract a single primary when there is a single tumor.

Rule M3 Abstract a single primary (the malignant) when a single tumor meets the following 
two criteria:
1. The original diagnosis was non-malignant /0 or /1 AND
• First course treatment was active surveillance (no tumor resection). Diagnosis 
was: Clinical, Radiographic, Stereotactic biopsy
2. Subsequent resection pathology is malignant /3

Rule M4 Abstract a single primary when a single benign tumor /0 transforms to an 
uncertain/borderline tumor /1. Timing is irrelevant.

Rule M5 Abstract a single primary when a neoplasm is originally diagnosed as low-grade 
glioma and subsequently recurs in residual tumor with a more specific histology
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Non –Malignant CNS Multiple Primary Rules

Rule M6 Abstract multiple primaries when a malignant tumor /3 occurs after a non-malignant 
tumor

Rule M7 Abstract a single primary when the patient has bilateral:
• Acoustic neuromas/ vestibular schwannomas 9560/0
• Optic gliomas/pilocytic astrocytomas 9421/1

Rule M8 Abstract multiple primaries when multiple tumors are present in any of the following 
sites: brain C710-C719, C721, C700-C701 meninges, spinal meninges C720 spinal cord

Rule M9 Abstract multiple primaries when separate, non-contiguous tumors are two or more 
different subtypes/variants in Column 3, Table 6 in the Equivalent Terms and 
Definitions. Timing is irrelevant

Rule M10 Abstract a single primary when two or more separate/non-contiguous meningiomas 
arise in the cranial meninges – laterality is irrelevant
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Non –Malignant CNS Multiple Primary Rules

Rule M11 Abstract a single primary when there are separate/non-contiguous tumors in the brain 
(multicentric/multifocal) with the
same histology XXXX

Rule M12 Abstract a single primary when separate/non-contiguous tumors are on the same row 
in Table 6 in the Equivalent Terms and Definitions. Timing is irrelevant

Rule M13 Abstract a single primary when separate, non-contiguous tumors are Glioma NOS and a 
subtype/variant of Glioma NOS. Low-grade glioma 9380 (/1)

Rule M14 Abstract multiple primaries when separate/non-contiguous tumors are on different 
rows in Table 6 in the Equivalent Terms and Definitions. Timing is irrelevant

Rule M15 Abstract a single primary when the tumors do not meet any of the above criteria
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In Summary 

• Facts About Brain and CNS tumors
• Review of Anatomy
• Coding WHO Grade 
• Reportability 
• NPCR DQE Audit Findings
• STRs Histology and Multiple Primaries
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Resources

• SEER Appendix C – Site Specific Coding
• FCDS DAM 2026
• STORE Manual 2026
• Solid Tumor Rules (Malignant and Non-Malignant)
• SEER Program Coding and Staging Manual 2026
• ICD-0-3 Updates
• CAPs guidelines 
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THANK YOU
Questions?
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References

• Genetic and Rare Diseases Information Center 
https://rarediseases.info.nih.gov/diseases/6902/li-fraumeni-
syndrome

• National Brain Tumor Society https://braintumor.org/
• American Cancer Society
• Central Brain Tumor Registry of United States 

https://cbtrus.org/reports/
• National Comprehensive  Cancer Network 

https://www.nccn.org/guidelines/category_1
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