MISSOURI CANCER REGISTRY

GUIDELINES FOR LOW-VOLUME HOSPITALS 

Reporting of cancer cases to the Missouri Department of Health (now the Missouri Department of Health and Senior Services) for Missouri hospitals became mandatory in 1984.  Specific cancer-reporting statutes and regulations may be found on the Missouri Cancer Registry (MCR) web site at http://mcr.umh.edu.   

According to those regulations, your facility qualifies as a low-volume hospital (a hospital with 75 or fewer cases annually) and has entered into an agreement to photocopy and submit documents for abstraction by the MCR staff. These guidelines will enable you to identify reportable cases as well as determine the necessary documents to submit.  This will help to ensure accurate and complete reporting for your facility.  These guidelines replace any previous instructions received from MCR. 

In addition to submitting charts, a Medical Records Disease Index (MRDI) for the current reporting period must be included with each data submission. More details about creating an MRDI are provided on page 3.

It is the facility’s responsibility to review cases for reportability. Submitting batches of charts that may or may not meet the reporting guidelines is strongly discouraged. Investing time up-front for case finding will reduce the amount of paper used and the time involved in copying and mailing non-relevant documents for submission, which will also lower your hospital’s costs.

It is advisable to wait at least four months after discharge to submit cases to allow for all or most treatment modalities to be performed or planned. It is required that all cases are submitted no later than six months after discharge. At a minimum, low-volume facilities must submit data quarterly.
For each data submission you must include the Medical Records Disease Index (MRDI)*, a transmittal form and the necessary charts.  If the MRDI review results in no reportable cases, you must still submit the MRDI and transmittal form, explaining the reason for no charts.  

 * More details about creating an MRDI are provided on page 3.
CASE FINDING/DETERMINING REPORTABILITY 

Reporting cancer cases to MCR can be confusing. When unplanned, the activity can take a significant amount of time, with results that may not be the most effective. Here are a few suggestions that may make the process less time-consuming and more efficient.  

· Designate a specific person to perform case-finding and allow adequate time to identify cases, copy and submit charts.  To ensure that MCR has the correct contact information, this individual should complete and return the Hospital Directory Update Form that can be found on the MCR web site.

· Conduct case-finding activities on a regular basis at least quarterly. 
· Collaborate with the Medical Records/HIM departments, laboratory and other departments/sources that may provide tumor information.

· In order to report a case to MCR, you must be able to determine if a case is eligible. Cases eligibility is usually determined by a combination of factors. These factors include the behavior of the disease (benign, malignant, in situ, etc.) and when and where the case was treated. 

· Reportable ICD-9-CM diagnosis codes for low-volume facilities are listed at the end of this document. Send only the charts for the specific malignancies listed for patients diagnosed and/or treated for cancer at your facility. This includes patients diagnosed and/or treated for recurrences or disease progression. 

· For many low volume facilities the patient will be diagnosed at your facility, but referred elsewhere for treatment.  These patients meet the criteria to be reportable. 

· Examples of reportable cases:

· A patient has a mammogram at your hospital and the radiologist says the test is suspicious for breast cancer. The patient is referred to another hospital for the biopsy. This case is reportable.
· A patient has a colonoscopy at a surgery center owned by the hospital.  The test shows cancer. This case is reportable.
· A patient is diagnosed with prostate cancer by a prostate biopsy performed in a physician’s office whose practice is owned by your hospital. This case is reportable.
· Example of NON-Reportable cases

· Patient with a history of breast cancer diagnosed elsewhere 5 years ago is admitted for a broken hip. Patient was not diagnosed with a recurrence or treated for breast cancer during this admission. This case is not reportable.

· Patient with a ten-year history of prostate cancer comes into your facility for end-of-life care. No cancer-directed treatment is provided. This case is not reportable.
WAYS TO IDENTIFY POTENTIALLY REPORTABLE CANCER CASES

I. Medical Records Disease Index (MRDI) – 

Work with your IT department to create a MRDI to be used for case finding. The MRDI is one of the most complete sources for locating reportable cases. MCR is now reviewing the MRDI list randomly as a means of auditing facilities. 
a. The format must be designed to include codes to identify all potential cases based on ICD-9-CM DIAGNOSIS CODES (see list below.). 

b. Develop the format of the report by only entering ranges or individual codes as specified on the list.  

c. For each admission of the patient, include THE TOP Six ICD-9 CODES, reviewed on a regular basis (at least quarterly). 

d. Become familiar with the disease/morphology terms that correspond to the reportable codes. Pay particular attention to code 238.7 it includes both reportable and  non-reportable diseases. Send only the charts for the specific malignancies listed. 

e. Including procedure codes may be helpful in your review. For example if you can see that a breast cancer patient’s only visit to your facility has been in for a blood work you would be able to determine that this is not reportable.
Format of MRDI The medical record disease index must include cases from the following sources: inpatients, 
outpatient/ambulatory surgery, hospital outpatient or clinic visits for chemotherapy, radiotherapy or other definitive cancer treatment.  



Generate the index in an Excel file and run as a single report, rather than individual monthly 
reports. Include patient’s last name, first name, date of birth, admission/ discharge dates, 
admission type/service codes, medical record number and at least the top  six ICD-9-CM 
diagnosis and procedure codes, listing them in the order in which they were originally 
coded. Sort alphabetically by patient’s last name, listing all patient encounters for the specified months under the name 
(see MRDI example). Important: MRDIs sorted other than alphabetically will not be acceptable. If your departmental program does not have the 
capability to generate reports in Excel, collaborate with your IS department to run the report in 
the requested format. We are available to speak directly to the IS staff to answer any questions.  
II. Pathology Laboratory – 

Collaborate with staff in the pathology department to share a list or copies of path reports that mention a reportable diagnosis and or treatment for malignancies. Some facilities may have electronic pathology records that could be used to produce regular reports.

III. Other sources for locating potential cases

· Outpatient listings

· Same-day surgery center lists

· Satellite clinics

· Radiology

· Specialty procedures (such as colonoscopies, bronchoscopies or orchiectomies) that have a special procedure code. You should be able to ask for a report (at least annually) of patients receiving these procedures. 

· Occasionally, you will run across a chart that provides evidence of a diagnosis in a physician’s office.  If the physician practice is owned by the hospital, these cases are reportable by your facility. Otherwise, it is optional to report cases for a patient diagnosed and/or treated ONLY in a physician’s office. 

AMBIGUOUS DIAGNOSTIC TERMS

A patient has a reportable malignancy when the diagnosis is stated by a recognized medical Practitioner. Some specific ambiguous terms that are used by physicians constitute a reportable diagnosis, while others do not. This may occur in the absence of a tissue biopsy (histology) or fluid (cytology) diagnosis, as well as when there is a cytologic/histologic diagnosis. Some malignancies may be first diagnosed radiographically with ambiguous terms. Reporting requirements depend on the term used. 

These terms may originate from any source document such as pathology, radiology, discharge summary and clinical reports and may lead to minor problems during case finding because some ambiguous terms for ICD-9 coding may not mean the same thing regarding reporting status (i.e.: ‘possible’ cancer may be coded as a malignancy by ICD-9 coders, but ‘possible’ is a non-reportable ambiguous term for cancer reporting). When reviewing the medical record, if ambiguous terminology is used in the diagnosis, refer to the following lists to determine reporting status.
	Ambiguous terms that constitute a diagnosis

	Apparent(ly)
	Most likely

	Appears
	Presumed

	Comparable with
	Probable

	Compatible with
	Suspect (ed)

	Consistent with
	Suspicious (for)

	Favors
	Suspicious (for

	Malignant appearing
	Typical of


Exception: Do not report cytology suspicious for malignancy, unless confirmed by biopsy or the physician states that the case supports a malignant diagnosis.

	Ambiguous terms that Do NOT constitute a diagnosis

	Cannot be ruled out 
	Questionable

	Equivocal                  
	Rule out

	Possible                     
	Suggests

	Potentially malignant   
	Worrisome


Note: Terms that designate a reportable case must always include a reference to malignancy, cancer or other similar term, except when the diagnosis is for a benign primary tumor of the intracranial region, the brain or the central nervous system. For example, a radiology report may refer to a “neoplasm.” Unless the phrase says something such as “malignant neoplasm,”  “cancerous neoplasm,” and if that is the only documentation you have, the patient would not be reportable.

Examples 

· CT scan results state “cancer cannot be ruled out”.  This is not reportable.

· CT scan results state “probable cancer”.  This is reportable.
· Discharge summary and X-ray results report “CT of the chest compatible with

"Carcinoma of left lung.” Although there may be no further work-up or treatment, the case is radiographically diagnosed and is reportable.

· Barium enema (BE) reveals a suspicious sigmoid mass. Colonoscopy reveals a sigmoid mass, “questionable malignant neoplasm.” The patient is referred for biopsy and colon resection at another facility revealing carcinoma. The case is NOT reportable for your facility because mass and neoplasm are not associated with a reportable malignant term, whereas if it had been stated “suspicious sigmoid mass, probable malignant neoplasm,” it would be reportable.  (That one is rather tricky!)

Brain tumor reporting:

Because we are now required to collect benign brain tumors, please report all intracranial masses, lesions and tumors regardless of the issues about diagnostic terminology.

WHAT CONSTITUTES A DIAGNOSIS?

Depending on the level of care provided at your facility, you may or may not have access to all of the documents listed below.  Careful review of these documents will assist in determine reportability. 

· Positive pathology reports - examination of tissue and blood.

· Tissue specimens - incisional biopsy, excisional biopsy, surgical resection, autopsy and D&C

· Bone Marrow biopsy – aspiration and biopsy

· For leukemia only – Peripheral blood smears, CBCs, WBCs

· Positive cytology reports - examination of cells

· Bronchial brushings and washings, sputum smears, pleural fluid, peritoneal fluid, spinal fluid, gastric fluid, cervical and vaginal smears, urinary sediment  (Pap tests are considered cytology, but MCR does not require results from those procedures.)

· Positive radiology tests – these tests may contain ambiguous terminology & may require additional assistance for review. 

· Mammograms

· Chest x-rays

· CT scans

· MRIs

· Ultrasound

DEFINITION OF TREATMENT

Treatment or therapy for cancer modifies, controls, removes or destroys cancer tissue.   Your records may include documentation of any of the following:

· First course of treatment (includes all cancer- directed treatments indicated in the initial treatment plan).  In most cases all planned treatments are actually delivered to the patient.  Occasionally a patient is unable to complete the treatments, due to complications, serious side effects, or even death.  It is helpful for MCR to know whether or not the treatment plan has been followed.

· A decision not to treat or refusal by the patient to accept treatment is considered a treatment plan.  Please include records that indicate these circumstances. 

· Palliative care may be reportable if it includes treatment that is not primarily intended or expected to produce a cure.  The treatment may be to relieve symptoms or control the growth of the cancer.  A good example would be stent placement for pancreatic cancer patients.

· Treatment for disease progression or recurrence for patients not previously submitted.

Examples of Reportable cases:

· During a colonoscopy at another facility, a patient is diagnosed with colon cancer. The patient has a part of the colon removed at your facility.

· A patient was previously diagnosed and treated for breast cancer at another facility. At your facility, the patient has a lung biopsy indicating a breast cancer recurrence.

Examples of Not reportable cases:

· A patient is diagnosed with colon cancer at another hospital. He comes to your facility for a follow-up annual colonoscopy. 

· A patient is receiving chemotherapy at another hospital/facility. Due to complications or another health condition, the patient is hospitalized at your facility.  

· The patient is coded as having a “history of cancer” in ICD-9.

· Your facility is caring for a patient who has active or metastatic cancer and may be receiving hospice care for the cancer at your facility  but is not receiving treatment.
RELEVANT DOCUMENTS 

Include chart documents from visits (inpatient and outpatient) in which the patient was diagnosed and/or treated for cancer (see examples). 

Example: Patient is diagnosed on biopsy at your facility, has an 

excisional biopsy with positive margins on the next visit and has a third visit for re-excision. Relevant documents from all three charts must be submitted. Additionally, if the patient goes on to have chemotherapy, radiotherapy or any other cancer-directed therapy at your facility, the records for those visits must be submitted. 

Example: Patient has an excisional biopsy or mass excision at a staff physician’s office or another facility, and then comes to your hospital for re-excision or wide excision showing no residual disease on the path report. The case is still reportable for your facility because the re-excision is part of the first course of therapy.  The re-excision chart showing no residual disease must always be submitted, even if the original biopsy was not performed at your facility. 

Example: Patient is diagnosed with colon carcinoma on barium enema at your facility, then returns for biopsy to establish microscopic confirmation and finally returns for metastatic work-up followed by colon resection. The documentation to send includes:

· The first encounter would include the required documents plus the barium enema for submission; 

· the second would include the required items plus colonoscopy procedure report and path report; 

· the final encounter would include the required items, operative and path reports, and any pertinent imaging studies for staging that were performed. 

Keep in mind not all documents mentioned on the “Documents for Photocopy” list will apply to every cancer case. The results of a colonoscopy, for example, would be appropriate for a colon cancer case but may not be useful for diagnosis or staging of breast cancer. 

Do not hesitate to contact MCR staff for assistance in determining relevant documents for a case. 

	DOCUMENTS TO PHOTOCOPY

	Face Sheet
	all demographical information including Social Security Number

	History & Physical summaries
	

	Progress Notes
	Only ones pertaining to patient’s diagnosis, work-up, staging, treatment, etc.

	Physician’s Orders 
	Only include orders with any indication of cancer diagnosis or treatment 

	Initial Nursing Assessment
	

	Imaging Reports
	X-rays, CT scans, MRI, bone scans, mammograms, US, BE, etc. that pertain to the diagnosis of the primary malignancy or workup to determine regional extension or metastatic disease. These documents are very important and useful to MCR abstractors in determining the appropriate stage.

	Consultations
	Cancer-related only

	Endoscopy reports
	As they apply to this diagnosis: colonoscopy, EGD, bronchoscopy, thoracoscopy, etc.

	Lab/Marker Study
	Very few other lab tests are diagnostic of cancer. Pertinent tests (PSA, CEA, AFP, etc.) are often noted in orders or progress notes.  Exception: electrophoresis spike for multiple myeloma or Waldenstrom’s Macroglobulinemia

	Operative Reports
	

	Pathology Reports
	includes incisional/excisional biopsies, surgical resection, bone marrow biopsies, etc.

	Cytology Reports
	Fine needle aspirations (FNA), 

thoracentesis, paracentesis, washings, etc.

	Treatment Summaries
	Chemotherapy, radiation therapy, hormonal, etc.

	Autopsy Report
	If available

	Death Certificate
	If available


	DO NOT COPY

	Complete nurses’ notes
	

	Physical or rehabilitation therapy assessments and notes
	

	Patient’s rights
	

	Conditions of admission
	

	Living wills
	

	EKG series
	

	Non-cancer-related imaging reports
	Those necessary for co-morbid conditions, such as cardiac

	Daily lab work
	Most pertinent lab will be documented in physician’s orders and progress notes


Please feel free to contact MCR staff for assistance in determining relevant documents for a case. 

 Low-Volume odes-October 1, 2007
ICD-9-CM

For reportability, MCR utilizes ICD-9 codes as required by the National Program of Cancer Registries (NPCR) and the North American Association of Central Cancer Registries (NAACCR).  These are the codes used by central registries throughout the US and Canada.  While the ICD-9-CM list mainly includes malignancies, there are a few inclusions and exclusions you need to know. 

· Beginning with cases diagnosed in 2004 benign brain tumors is required to be reported to MCR. 

Codes for benign brain tumors that must be reported are:

ICD-9-CM Codes

225.0 – 225.4 (for Benign Meninges and Brain)

225.8 – 225.9 (for Spinal Cord, Cranial Nerves and other)

227.3 – 227.4 (for other endocrine glands, etc.)

· Some malignant tumors are NOT reportable.

· Basal Cell Carcinomas (BCC) and Squamous Cell Carcinoma (SCC) of the skin are no longer required to be reported. This includes ICD-9-CM codes 173.3 – 173.9 skin cancers. 

· Cases of intraepithelial neoplasia can be tricky.

· MCR does require intraepithelial neoplasia for all AIN (anal) ICD-9-CM code 154.2 – 154.3, Female Genital Organs 184.0 – 184.9 which includes VIN (vulvar) and VAIN (vaginal) and Male Genital Organs 187.1 – 187.9.
· MCR does not require CIN (cervix) ICD-9-CM 233.1, PIN (prostate) ICD-9-CM 602.3.
· The ICD-9 list may change annually.  It seems like new codes are always added, so the list is updated almost every year.  We try to send out the new lists, but the information also should be on our web site, in the section for low-volume hospitals.
Replace 
	PRIVATE
ICD-9-CM Codes
	Diagnosis (in preferred ICD-O-3 terminology)  New codes are in Bold

	140.0 - 208.9
	Malignant neoplasms

	209.00-209.03 
	Malignant carcinoid tumor of small intestine, duodenum, jejunum, ileum

	209.10-209.17  
	Malignant carcinoid tumor of large intestine, appendix, cecum, ascending colon, transverse colon, descending colon, sigmoid colon, rectum  

	209.20-209.27  
	Malignant carcinoid tumor of unknown primary site, bronchus/lung, thymus, stomach, kidney, foregut/midgut/hindgut 

	209.29
	Malignant carcinoid tumor of other sites

	209.30
	Malignant poorly differentiated neuroendocrine carcinoma, any site

	209.40-209.43  
	* Benign carcinoid tumor of small intestine, duodenum, jejunum, ileum 

	209.50-209.57  
	* Benign carcinoid tumor of large intestine, appendix, cecum,  ascending colon, transverse colon, descending colon, sigmoid colon, rectum  

	209.60-209.67   
	* Benign carcinoid tumor of unknown primary site, bronchus/lung, thymus, stomach, kidney, foregut/midgut/hindgut  

	209.69
	* Benign carcinoid tumor of other sites  

	225.0 – 225.4
	Benign neoplasm of brain, cranial nerves, cerebral meninges, cerebral meningioma, spinal cord, cauda equine, spinal meninges, spinal meningioma

	225.8
	Benign neoplasm of other specified sites of nervous system  

	225.9
	Benign neoplasm of nervous system, part unspecified; Nervous system (central) NOS

	227.3 – 227.4
	Benign neoplasm of pituitary, craniopharyngeal duct, craniobuccal pouch, hypophysis, rathke’s pouch, sella turcica, pineal gland, pineal body

	228.02
	Hemangioma of intracranial structures

	229.9
	Benign neoplasm of unspecified site (screen for potential 225-227 miscodes)

	230.0 - 234.9
	Carcinoma in situ  Exceptions; 233.4 (prostatic intraepithelial neoplasia) NOTE: 233.1 includes cervical intraepithelial neoplasia (non-reportable) & Adenocarcinoma in situ of cervix (REPORTABLE) 

	236.1 
	Neoplasm of uncertaiin behavior of placenta; Malignant hydatidiform mole

	237.0 – 237.1
	Neoplasm of uncertain behavior of pituitary gland, craniopharyngeal duct, pineal gland

	237.5 – 237.72 

237.9
	Neoplasm of uncertain behavior of brain and spinal cord, meninges (NOS, cerebral, spinal) acoustic neurofibromatosis; Neoplasm of uncertain behavior of other and unspecified parts of [central] nervous system , cranial nerves  

	    238.4
	Polycythemia vera (9950/3)

	    238.6
	Solitary plasmacytoma (9731/3)

Extramedullary plasmacytoma (9734/3)

	    238.71


	Essential Thrombocythemia  (9962/3)

     Essential hemorrhagic thrombocythemia

     Essential thrombocytosis

     Idiopathic (hemorrhagic) thrombocythemia

     Primary thrombocytosis

	   238.72
	Refractory anemia (RA) (9980/3)

Refractory anemia with ringed sideroblasts (RARS)  (9982/3)

Refractory cytopenia with multilineage dysplasia (RCMD)  (9985/3)

Refractory cytopenia with multilineage dysplasia and ringed sideroblasts (RCMD-RS)   

	   238.73
	Refractory anemia with excess blasts-1 (RAEB-1)  (9983/3)

Refractory anemia with excess blasts-2 (RAEB-2)  (9983/3)

	   238.74
	Myelodysplastic syndrome with 5q deletion  (9986/3)

     5q minus syndrome NOS

Chronic myeloproliferative disease (9960/3)

Myelosclerosis with myeloid metaplasia (9961/3)

Refractory cytopenia with multilineage dysplasia (9985/3)

Therapy-related myelodysplastic syndrome (9987/3) 

	   238.75
	Myelodysplastic syndrome, unspecified (9989/3)

	   238.76
	Myelofibrosis with myeloid metaplasia (9961/3)

     Agnogenic myeloid metaplasia  

     Idiopathic myelofibrosis (chronic)

     Myelosclerosis with myeloid metaplasia

     Primary myelofibrosis

	238.79
	Lymphoproliferative disease (chronic) NOS  (9970/1)

Megakaryocytic myelosclerosis  (9961/3)

Myeloproliferative disease (chronic) J5511 NOS  (9960/3)

Panmyelosis (acute)  (9931/3)

	239.6 – 239.7
	Neoplasm of unspecified nature of brain, meninges, cranial nerves

	259.2
	Carcinoid syndrome; Hormone secretion by carcinoid tumors

	273.2
	Gamma heavy chain disease; Franklin's disease  (9762/3)

	273.3
	Waldenstrom's macroglobulinemia  (9761/3)

	273.9
	Unspecified disorder of plasma protein metabolism (screen for potential 273.3 miscodes)

	288.3
	Hypereosinophilic Syndrome (9964/3)

	289.83   
	Acute myelofibrosis (9931/3)

	511.81
	Malignant pleural effusion

	V07.3
	Other prophylactic chemotherapy (screen carefully for miscoded malignancies)

	V58.0
	Admission for radiotherapy

	V58.11 - V58.12
	Admission for chemotherapy

	62.3 – 62.42
	Orchiectomies   (Treatment for prostate malignancies)

	92.20 – 92.29
	Therapeutic radioisotope administration

	92.30 – 92.39
	Stereotactic radiosurgery, NOS


ICD-9 code list
*Carcinoid tumor NOS (8240/3) is reportable for all sites except appendix. Records coded as benign carcinoid  

 


   tumors should be reviewed to verify that the tumors are actually benign.  
KEEPING TRACK OF WHAT YOU SEND TO MISSOURI CANCER REGISTRY

We strongly encourage you to keep track of the information you submit to MCR.  That way if we have questions about a particular patient you may quickly review your information rather than pulling the chart.  Here are a couple of suggestions

1. Keep a copy of the MRDI list that you submitted to MCR.  You may find it helpful to record your findings on the actual MRDI list.  This could be notes to explain why a case was found to be not-reportable.  For example: 

Non-Reportable due to basal cell cancer Non-Reportable due to history of prostate cancer 
2. Or you may prefer to create a log of charts that have been submitted.   It should include: 

· Patient name

· Date of birth

· Social security number 

· Reporting year

· ICD-9 codes

· Encounter date(s)

· Date submitted to MCR 

We also recommend this log includes cases you reviewed but did NOT submit, again in case MCR follows-back for any reason, such as Death Clearance. The MRDI list should be sent to us every quarter even if there are no cases to report, this will help us with auditing LVF.
CHART SUBMISSION 

· Complete a transmittal form for each batch of charts submitted.  Quarterly - send MCR a transmittal form and a MRDI list even if you are not sending charts.  A copy of the transmittal form may be found on the MCR web site (http://mcr.umh.edu). 

· Include a copy of the MRDI list along with your notes

· Put all information in a blank envelope

· Tape envelope closed

· Place envelope in second envelope 

· Mark the envelope(s) “CONFIDENTIAL”, and mail to: 

 Missouri Cancer Registry 

 P O Box 718 

 Columbia, MO 65205 

• UPS and Federal Express shipments must be sent to the following address: 

Missouri Cancer Registry 

401 Clark Hall 

Columbia, MO 65211 

Quick Task List for Low Volume Cancer Reporting

· Identify potentially reportable patients using MRDI, path reports, surgery schedules, etc.

· Locate the charts and other data

· Review for reporting status 

· Copy pertinent chart documents for reportable cases

· Submit the chart copies, along with the MRDI and a transmittal form to MCR at least quarterly

· Submit MRDI and a transmittal form to MCR at quarterly even if you do not have charts to submit

· Maintain records of your submissions


03/31/2010
MCR staff is always available for assistance with the identification of reportable cases, relevant documents, the mail in process or any other issues or concerns. Please call Brenda Lee at (573) 882-8424 or call (800) 392-2829.
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