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This presentation covers the Background of the Hematopoietic Project. 



Objectives (1)

• Explain why rules were developed

• Describe Hematopoietic working group
• General information

• Membership

• Objectives
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The Objectives of this presentation are to explain why, and a bit about how, the new rules were developed; to describe the Hematopoietic Working Group; to provide some general information about the Hematopoietic Working Group and its membership, and the objectives of the Working Group. 




Objectives (2)

• Introduce products developed 
• Manual (Rules)

• Database

• Explain why two products were needed
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I will also introduce you to the products that the Working Group created---the Manual, which is also known as the Rules, and the Hematopoietic Database.  I will give you an explanation of why two products were needed. 




Why New Rules?

• Under-reporting of hem/lymph cases

• Medical advances

• New terminology

• Revised WHO Classification of Hem Tumors

• Abbreviated reporting rules

• Lack of documentation covering all neoplasms
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Why did we go to all this trouble to make new rules? The clinical and research communities have observed that the national cancer surveillance databases are not adequately capturing hematopoietic diseases. 
In addition, advances in immunophenotyping, molecular markers and genetic testing have identified more specific hematopoietic diseases. These additional tests make it difficult for the registrar to know which result or diagnosis is the final diagnosis – the histology that should be coded.
Further, in 2001 the International Classification of Diseases for Oncology, Third Edition (which we know as ICD-O-3) changed the classification of a number of diseases from borderline to malignant increasing the number of reportable diseases. 
These events exacerbated the problems with case identification and abstraction of hematopoietic diseases experienced by cancer registrars.
The hematopoietic diseases were identified for new rules in order to provide the same support for these as that provided for the solid tumors.  For example: determining multiple primaries, determining primary site, and determining histology.  When the overall plan for the MP/H rules was formulated, the solid tumors were scheduled first.  The heme neoplasms were slated to be next.  At the same time, a congressional mandate was issued and things dovetailed.




Hematopoietic Working Group (1)

Led by NCI SEER

• National Program of 
Cancer Registries 
Centers for Disease 
Control (NPCR CDC)

• American College of 
Surgeons Commission 
on Cancer (ACoS CoC)

Representatives from
• National Cancer 

Registrars Association 
(NCRA)

• North American 
Association of Central 
Cancer Registries 
(NAACCR)

• Canadian Cancer 
Registries (CCR)
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Let me tell you a little about the Hematopoietic Working Group. All of the standard setters in the US and representatives from Canada are part of the hematopoietic working group.  Having all of the standard setters involved in the development and using the same rules makes the work of a cancer registrar so much easier. For example, it was never easy to have a hospital try to follow certain rules for the approvals program while their state registry followed SEER rules. We want to be sure that you will have the same rules at the hospital, state, and Federal level as well as in Canada.

In July 2007, the National Program of Cancer Registries at the Centers for Disease Control and Prevention and the Surveillance, Epidemiology and End Results Program of the National Cancer Institute jointly sponsored a conference bringing together members of the cancer surveillance community and hematopathologists, medical oncologists, & epidemiologists.  This was a unique opportunity for interaction and discussion of issues related to identification and capture of hematopoietic and lymphoid diseases. 




Hematopoietic Working Group (2)

• Membership includes
• Hospital registrars

• Central registry registrars

• Specialty physicians

• Pathologists
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The membership of the Hematopoietic Working Group includes hospital and central registry registrars and Specialty Physicians. The specialty physicians include clinicians, researchers and pathologists, all of whom are recognized experts in this field.




Working Group Objectives

• Define problems

• Recommend actions

• Develop solutions to
• support cancer registrars

• Improve data quality

8

Presenter
Presentation Notes
The Working Group was tasked with defining all of the problems with casefinding, abstracting and coding hematopoietic diseases; recommending action items to address these problems; and producing documentation that would support the cancer registrars with the intent of improving the quality of hematopoietic data.




What is New / Different? (1)

• Authoritative reference = WHO

• New histology terms

• Transformation = new primary
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What is New and/or Different in the 2010 Hematopoietic and Lymphoid Neoplasm Case Reportability and Coding Rules?
The 2008 WHO Classification of Tumours of Haematopoietic and Lymphoid Tissues is the authoritative reference.  
Whereas ICD-O-3 is a coding book that enables us to interpret data over time, WHO reflects the clinical world which changes over time.  The terms in WHO are the terms that are used by your pathologist.

Also, there are a few changes in reportability.  There are new ICD-O Histology codes and terms that were taken from the 2008 WHO Book. There are some changes to existing codes from a non-reportable or behavior of /1 to reportable or /3.  And something new and different is that we will be collecting Transformations as new primaries.



What is New / Different? (2)

• Manual
• Covers all hematopoietic and lymphoid neoplasms
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The Hematopoietic and Lymphoid Neoplasms Case Reportability and Coding Manual, aka “The Rules” is also new.  This 90+ page manual covers all of the hematopoietic and lymphoid neoplasms.  The rules are presented in text, matrix and flowchart formats.  The rules are covered in separate presentations.




What is New / Different? (3)

• Database
• Replaces Single Versus Subsequent Primaries of 

Lymphatic and Hematopoietic Diseases” table

• Replaces previous casefinding & reportable lists
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Continuing with “What is new and different”….The Hematopoietic and Lymphoid Neoplasms Database is new. It replaces the February 2001 “Single Versus Subsequent Primaries of Lymphatic and Hematopoietic Diseases” table—that 52 by 52 fold-out table. The Database replaces that table for cases diagnosed 1/1/2010 and later. The Database also replaces previous casefinding and reportable neoplasm lists for ICD-9-CM and ICD-10-CM. And together, the manual and the database are the new primary resource for abstracting and coding these neoplasms – they replace all previous resources for cases diagnosed 1/1/2010 and later.




Manual & Database

• Designed to work together
• Use database in conjunction with manual
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The Hematopoietic Database was designed as a tool to be used in conjunction with the Hematopoietic and Lymphoid Neoplasm Case Reportability and Coding Manual.  One does not substitute for the other.



Manual (Rules)
• Reportability

• Multiple primary

• Primary site & histology

• Grade

• Glossary

• Tables

Database
• Definition

• Synonyms

• Definitive diagnostic 
method

• Transformations

• Abstractor notes

• Treatment types

• Genetic testing & 
immunophenotyping

• MP calculator
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The Manual, also known as The Rules, covers the Reportability, Multiple Primary, Primary Site, Histology and Grade (or cell indicator) Rules. The Rules contain very specific instructions such as which adjectives indicate a reportable disease, how to code extranodal lymphatic disease, how to code composite lymphomas, etc. Rules were written for certain reasons such as: To address words that people would be unlikely to look up (for example, smoldering or pre-leukemia); to cover known issues (for example, multiple plasmacytoma is not equal to multiple myeloma); to cover changes in coding patterns (for example, follicular and DBCL); to cover things that the database does not handle because to make all situations work in the database, the database would be much too complex; also to 
re-establish incidence counts to the pre-2001 (that is pre ICD-O-3) standards. An example of that is: if chronic and acute phases of a neoplasm are present, you would code both, as was the practice prior to ICD-O-3.
The Grade Coding Rules guide the registrar to code the cell line origins including coding the specific type when both null cell and a specific type such as T-cell are stated in the diagnosis. There are also several Appendices and a Glossary. 
The Hematopoietic Database aides the registrar in performing consistent abstracting and coding of the hematopoietic diseases by providing a definition, synonyms, definitive diagnostic methods, transformations, abstractor notes, treatment types, genetic testing, and immunophenotyping.  There is also a Multiple Primary Calculator. 
The hematopoietic database contains a list of terms and synonyms by ICD-O-3 code – great for registrars who are unfamiliar with these terms.  Central registries can use this list with their e-path systems.  The database also contains lists converting ICD-O-3 to ICD-9 and to ICD-10 to aid the registrar in casefinding. 
As this slide illustrates, the manual and the database complement each other and neither one substitutes for the other.
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This is a Screen shot of the Hematopoietic Database with the Multiple Primaries Calculator open.  You can also see the button on the lower right that you click to open the Manual. Again, you can see that the Manual and the Hematopoietic Database are very interconnected. 






Case Reportability and Coding Manual
Glossary
Allogeneic bone marrow/stem cell transplant: 

Marrow is used from a donor whose Human 
Leukocyte Antigens (HLA)…

Anemia: The number of red blood cells is below 
normal…

Apheresis: Process in which the blood of a 
donor or patient… 

BCR-ABL cancer gene:  A mutant gene that is 
formed…
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As mentioned, the manual includes a glossary.  Here is an example of the glossary.  This example has been abbreviated to fit the slide.   The Glossary itself in the Manual is 12 pages long.




Appendix A
History of Hematopoietic and 
Lymphoid Neoplasm Coding

Obsolete terms as defined in ICD-O-3
Hematopoietic and
Lymphoid Neoplasms
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There are several helpful appendices in the manual.  Appendix A begins with the history of hematopoietic and lymphoid neoplasm coding.  Following that are four tables listing obsolete terms:
Table A1: Histiocytic and Dendritic Cell Neoplasm Obsolete Terms 
Table A2: Hodgkin Lymphoma (Hodgkin Disease) Obsolete Terms 
Table A3: Lymphoid Neoplasm Obsolete Terms 
Table A4: Myeloid Neoplasm Obsolete Terms  




Table A2: Hodgkin Lymphoma 
(Hodgkin Disease) Obsolete Terms
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Obsolete Term Notes ICD-O-3 Code Current Term
Hodgkin disease, 
lymphocyte 
predominance, 
diffuse

Source: Lukes-Butler 
classification, 1966; 
Obsolete: REAL 
classification 1994

9651/3 Lymphocyte-
rich Hodgkin 
lymphoma

Hodgkin disease, 
lymphocyte 
predominance, 
NOS

Source : Rye 
classification, 1966 ; 
Obsolete : REAL 
classification 1994

9651/3 Lymphocyte-
rich Hodgkin 
lymphoma

Hodgkin disease, 
lymphocytic-
histiocytic 
predominance

Source: Lukes-Butler 
classification, 1966; 
Obsolete as of REAL 
classification 1994

9651/3 Lymphocyte-
rich Hodgkin 
lymphoma

Presenter
Presentation Notes
Here is an example. Terms do become obsolete – it is the nature of medicine.  These tables can be used for historical data.  Use these tables to find the current term for an obsolete term or to find the former term for a current term.  The current term listed in these tables is the preferred term according to WHO.




Appendix B
WHO Classification of Tumors
of Hematopoietic and
Lymphoid Tissues
Histology Lineage
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Note:  Only the WHO Preferred Terms are listed.  
Use the Hematopoietic Database to identify synonyms 
that correspond to the WHO Preferred Term

Presenter
Presentation Notes
Appendix B contains the lineage tables.  There are 12 tables in appendix B.



WHO Preferred Term ICD-O- 3 
Chronic eosinophilic leukemia, NOS 9964/3
Chronic myelogenous leukemia, BCR-ABL1 positive 9875/3
Chronic neutrophilic leukemia 9963/3
Cutaneous mastocytosis 9740/1
Essential thrombocythemia 9962/3
Mast cell leukemia 9742/3
Mast cell sarcoma 9740/3
Myeloproliferative neoplasm, unclassifiable 9975/3
Polycythemia vera 9950/3
Primary myelofibrosis 9961/3
Systemic mastocytosis 9741/3

Table B1: Myeloproliferative Neoplasms
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Here is an example of one – the myeloproliferative neoplasms.




Appendix C
Lymph Node/Lymph Node Chain
Reference Table
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Appendix C is one table: the lymph node/lymph node chain reference table.  The table is quite extensive and lists every lymph node and lymph node chain that we could find.




Table C1: Lymph Node / Lymph Node Chain
Reference Table
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Lymph Node / 
Lymph Node Chain

ICD-O-3
Code

ICD-O-3 
Lymph Node 
Region(s)

AJCC 
Lymph Node 
Region(s) 

Abdominal C772 Intra-abdominal Pelvic, right and left*
Anorectal C772 Intra-abdominal Pelvic, right and left*
Anterior axillary C773 Axilla or arm Axillary, right and left*
Anterior cecal C772 Intra-abdominal Para-aortic
Anterior deep cervical C770 Head, face and 

neck
Cervical, right and 
left*

Anterior jugular C770 Head, face and 
neck

Cervical, right and 
left*

Aortic NOS; ascending 
aortic lateral aortic; 
lumbar aortic; para-
aortic; peri-aortic

C772 Intra-abdominal Para-aortic

Presenter
Presentation Notes
The table is organized in alphabetic order by the name of the lymph node or lymph node chain.  For each entry, the ICD-O-3 code is given, along with the corresponding ICD-O-3 lymph node region and the corresponding AJCC lymph node region.
Use this table with the Primary Site and Histology Rules to determine whether involved lymph nodes are in a single ICD-O-3 lymph node region or in multiple ICD-O-3 lymph node regions. 



Appendix D
New Histology Terms and Codes 
Hematopoietic and
Lymphoid Neoplasms
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To assist you with casefinding and reportability changes, we have developed Appendix D in the Manual.  There are three tables in appendix D.



Tables D1a & D1b
New Histology Terms and Codes
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New Histology Term ICD-O Code
Acute myeloid leukemia (megakaryoblastic) with 
t(1;22)(p13;q13); RBM15-MKL1

9911/3

Acute myeloid leukemia with inv(3)(q21q26.2) or 
t(3;3)(q21;q26.2); RPN1EVI1

9869/3

Acute myeloid leukemia with t(6;9)(p23;q34) DEK-
NUP214

9865/3

ALK positive large B-cell lymphoma 9737/3
B lymphoblastic leukemia/lymphoma with 
t(12;21)(p13;q22); TEL-AML1 (ETV6-RUNX1)

9814/3

B lymphoblastic leukemia/lymphoma with 
t(9;22)(q34;q11.2); BCR-ABL1

9812/3

B lymphoblastic leukemia/lymphoma with t(v;11q23); 
MLL rearranged

9813/3

Presenter
Presentation Notes
In Appendix D, Table D1a is an alphabetic list of the new histology terms and Table D1b is a numeric list. Here you see an example of Table D1a. This contains an alphabetical list of hematopoietic and lymphoid neoplasm histology codes and terms documented in the WHO Classification of Tumours of Haematopoietic and Lymphoid Tissues, 4th Ed. published in 2008. You will use this table to code the histology when the diagnosis is any of these more specific terms. Column 1 is the more specific histology term; column 2 is the new code for that specific histology. These neoplasms are not newly reportable; they are more specific terms & codes for diseases that would otherwise be coded in the NOS categories. Do not use these codes for neoplasms diagnosed prior to 2010.  The new codes will go into effect with cases diagnosed 1/1/2010 and after.  There are no plans to recode 2008 and 2009 cases using these codes.




Table D2: Histologic Terms and Codes
with Changes in Case Reportability
(Newly Reportable Conditions)
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Histology Term ICD-O 
Code

Langerhans cell histiocytosis, NOS 9751/3

Myeloproliferative neoplasm, unclassifiable/ 
Myelodysplastic/Myeloproliferative neoplasm, 
unclassifiable

9975/3

T-cell large granular lymphocytic leukemia/ Chronic 
lymphoproliferative disorder of NK-cells

9831/3

Presenter
Presentation Notes
Table D2 contains Histologic Terms and Codes with Changes in Case Reportability; so these are the Newly Reportable Conditions. This is the entire list.  The whole table is visible on your screen. 
Table D2 contains hematopoietic and lymphoid neoplasms with changes in behavior from /1 (borderline malignancy) to /3 (malignant).  The changes in histology codes and terms are documented in the WHO Classification of Tumours of Haematopoietic and Lymphoid Tissues, 4th Edition  published in 2008. Reporting these neoplasms will go into effect with cases diagnosed 1/1/2010 and after.  There are no plans to collect 2008 and 2009 cases having these diagnoses.



Appendix E
Histology “NOS” Tables
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There are two tables in appendix E: Tables E1 & E2 -- ICD-O-3 “NOS” terms & codes, and WHO proposed new “NOS” terms & codes. Table E1 is the alphabetic list and E2 is the numeric list



Table E1: ICD-O-3 “NOS” Terms and Codes 
and WHO New “NOS” Terms and Codes 
Alphabetic List
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Term Reference Code
Malignant lymphoma, NOS ICD-O 9590/3
Malignant lymphoma, non-Hodgkin, NOS ICD-O 9591/3
Hodgkin lymphoma, NOS ICD-O 9650/3
Burkitt lymphoma, NOS ICD-O 9687/3
Mixed phenotype acute leukemia, B/myeloid, 
NOS

WHO 9808/3

Mixed phenotype acute leukemia, T/myeloid, 
NOS

WHO 9809/3

B lymphoblastic leukemia/lymphoma, NOS WHO 9811/3

Presenter
Presentation Notes
This is what table E1 looks like.



Appendix F
Master Code Lists
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Appendix F consists of two tables containing the master code lists:  F1a is the alphabetic list and F1b is the numeric list



Table F1a: WHO/ICD-O-3 Master List of 
Histology Codes – Alphabetical List
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Histologic Term 2010
WHO Only

ICD-O-3 
Only

WHO and 
ICD-O-3

Acute basophilic leukemia 9870/3
Acute biphenotypic leukemia 9805/3
Acute erythroid leukemia 9840/3
Acute megakaryoblastic 
leukemia 9910/3

Acute monoblastic and 
monocytic leukemia 9891/3

Acute myeloid leukemia 
(megakaryoblastic) with 
t(1;22)(p13;q13);RBM15-1

9911/3

Presenter
Presentation Notes
Lets look at table F1a.
The histology term in the first column is the WHO preferred term for that neoplasm. Be aware, the WHO and ICD-O-3 preferred histology terms may not be the same.
The column titled 2010 WHO Only indicates the new histology terms and codes published in the WHO Classification of Tumours of Haematopoietic and Lymphoid Tissues. These codes are not in ICD-O-3 or the ICD-O-3 errata. 
The column titled ICD-O-3 ONLY indicates the histology term and code are published only in ICD-O-3 
The column titled WHO and ICD-O-3 indicates the code for this neoplasm is published in both WHO and in ICD-O-3.



Summary

• Reason rules were developed

• Describe Hematopoietic working group

• Introduce Manual & Database

• Reason for two products
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So, in Summary, we covered
Why, and touched on how, the rules were developed 
We described the Hematopoietic Working Group
We got a brief Introduction to the Manual and the Database
And we described why there are two products. 




Conclusion

• The new hematopoietic and lymphoid 
neoplasm rules go into effect for cases 
diagnosed January 1, 2010, and after

• Email address for questions 
askseerctr@imsweb.com
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Remember, the new rules go into effect for cases diagnosed January 1, 2010 and after.
Questions about this presentation may be emailed to the email address on your screen.
Thank you.

mailto:askseerctr@imsweb.com�

