
CCSS Therapy Working Group
• Temporally limited, but critical to all 

aims of the CCSS
• Immediate tasks:

– Review and advise on current CCSS 
“MRAF”

• Drugs (doses and exposure)
• XRT
• Surgery

• Develop plans for quality control of 
therapeutic data abstracted at centers



Chemo/XRT/Surgery   
Working Group:

Reconvened October 2005, 
August 2007

Current MRAF (circa 1990)

Abstracts chemotherapy, 
surgery, some radiation 
detail

Areas to address:

• process of registration

• chemotherapy content

• cumulative dose agents

• radiation process

• surgery process

• data submission 

• data processing / editing

• quality control



Initial Patient Registration Data
• Diagnostic Data Originally Collected:

– ICDO Code (currently ICDO-2)
– Diagnosis (written field)
– Metastatic (yes/no)
– Site of primary tumor (text field)
– Date of Diagnosis

• Considerations:
– Next generation will be computerized entry: 

immediate feedback for “out of range” entries
– Improve site specificity, stage, include laterality
– Limit acceptable ICDO codes (challenge 

leukemia NOS)



CCSS-2 Patient Registration Data
• Diagnostic Drop Downs for CCSS-2:

– [1] Leukemia 
– [2] CNS (limited to Ependymoma, Medulloblastoma, Glioma; was 

open to all CNS tumors in CCSS-1)
– [3] Hodgkin Disease 
– [4] NHL 
– [5] Wilms’ Tumor (was open to all renal tumors) 
– [6] Neuroblastoma 
– [7] Rhabdomyosarcoma (was all STS prior) 
– [8] OGS / Ewings (all bone prior) 

• Restricted use of non-specific codes
– Active “challenging” through dialogue boxes
– Locating most common diagnoses at the top



CCSS-2 Patient Registration Data
• Diagnosis / demographics alone needed for initial case 

selection
• Additional Information on “cases” collected with MRAF

– Location
• CCSS-2 will have improved site / laterality detail via drop down 

menus that are site specific
– Stage / Metastases

• Leukemia – N/A
• CNS – Local / Intra-axial / Extra-axial
• HD – Ann Arbor Staging
• NHL – Local / Disseminated
• NBL – Local / Regional / Metastatic
• Wilms’ – NWTS Staging
• Rhabdomyosarcoma – Local / Regional / Metastatic
• Bone – Local / Regional / Metastatic

• All of the above was accomplished in the MRAF, and not necessary in 
the registration database



CCSS-2 Medical Records 
Abstraction Form (MRAF)

• Reviewed at Memphis investigator meeting
• Series of email follow-ups with committee members
• Summary of modifications

– Move to computerized format
– Drug modifications for more current cohort

• Additions / deletions
• Immunotherapy & Other agents sections to be added

– Surgical Abstraction to take place at coordinating center
– Additional XRT information to be collected to include 

location and name of treatment facility 
• Will be added to current version



CCSS-2 Medical Records 
Abstraction Form (MRAF) 

Specific Recommendations 
August 2007



Page 2: 

Chemotherapy:  yes/no 

Protocol information

Recommendation:

• record completed for each 
treatment plan (this means a 
new one for a relapse or new 
cancer) - accepted

• start/stop dates reflect 
planned therapy

• continue to collect protocol 
identification (but probably 
only need one for each 
treatment plan) – will collect 
with each new treatment plan

Need to keep dose/bsa
accurate as patients grow



Page 3: Chemo Exposures

Recommendations:

Add: Mitoxantrone, ARA-G, 
Topotecan, Temozolomide, 
Irinotecan, Gemcitabine, Gleevec, 
Fenretinide, Vinorelbine, Taxol, 
Taxotere, 

Add an Immunotherapy Section 
Monoclonals: Mylotarg, Rituxan : 
IL2, IFN, ATG, Campath, Other

Add “Other agents”: CSA, MMF, 
Tacrolimus, Sirolumus, Zinecard,  
Mesna, Growth factors (GCSF, 
GMCSF, Erythropoietin)



Page 3: Chemo Exposures

Recommendations:

Drop: ARA-A, Amascrine, AZQ, 
Cyclocytidine, Deoxycoformycin, 
Homoharringtonine, Myeleran, 
Mithramycin

Discontinued due to toxicity 
column can be dropped



Pages 4-6: Chemotherapy 
Cumulative Doses 

Recommendations:

• Drop: myeleran, oral 
Cytoxan, all cytarabrine, IM 
methotrexate

• Add: Mitoxantrone, 
Epirubicin, Doxil, 
(anthracycline); Vincristine 
(late neuropathy), Nalerbine 
(AraG / Compound 506)

• Cumulative doses: 
anthracyclines, alkylators, 
Methotrexate, Busulfan, 
platinum,      VP-16 /VM-26

• Double check IT-MTX



Pages 4-6: Chemotherapy 
Cumulative Doses 

Most effective/accurate way 
to code exposure: dose or 
dose per meter sq?

Enter BSA at start of cycle

No need to list a “stop date” 
for the chemo

Error checks for units and 
doses

Need to get accurate BSA at 
time of new exposures: 
recommend annual 
height/weight while on 
therapy



Pages 7-9: Surgical 
Procedures 

Recommendations:

• provide space to list the 
location and name of outside 
facilities

• no need to give us the ICD-9 
code; we will centrally 
abstract (SJCRH)

• space available for name of 
procedure, date, location (if 
other than CCSS center)

•Specific request to describe 
extent of surgery for CNS 
tumors



Pages 10-11: Radiation 
Therapy

Recommendations:

• Add a recommendation to 
copy photograph of patient 
with fields marked if available

• Add space to provide 
location data and name of 
radiation facility (if not the 
CCSS center)

• Need to add space for 
location and name of outside 
facility where XRT received 
will be added to current 
version



Pages 12: Comments Section

Other considerations?

+++++++++++++++++++++++

August 24, 2007

BMT question is not 
adequate: need to consider 
allo / auto / HSCT for support, 
etc – will need to get 
feedback from BMT groups – 
modification underway

Quality Control: Prior study 
did 10% reabstraction. 
Discussion of qc limited 
because of meeting time and 
will continue through email / 
other discussions



Contact:   
Joe Neglia (Univ of Minnesota) 
jneglia@umn.edu
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