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Purpose

• To promote and facilitate research among 
long-term survivors of cancer diagnosed during 
childhood and adolescence.

• To provide CCSS investigators access to 
expertise in survey methodology, subject 
recruitment and retention, tracing of study 
subjects, survey instrument development, 
interviewing, data entry and storage, 
retrieval of medical record information, and 
data abstraction/coding.
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TimelineWorking Timeline
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Facilities
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Hardware & Software

• Verity TeleForm (v9.1) server
• TeleForm workstations with high-speed 

scanners
– Questionnaire design, printing, and production
– Scanning, reading and verification

• DatStat Illume (v4.5)
– Web-based data entry capture and reporting

• Captaris Alchemy Gold dual-monitor workstation
– Electronic document management system

• Konica Minolta c450 copier/printer
– High-speed network color printing, booklet 

production, and scanning
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Data Entry

1) Paper (Teleform)

2) Telephone interview

3) Web-based entry
 

(DatStat Illume)
–

 
Medical record abstraction

–
 

Survey completion
•

 
Follow-up 2007 roll-out:  September 2007

•

 
Cohort expansion
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MRAF
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Web-based MRAF
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Web-based MRAF
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Follow-up 3:  Status Report

n %

Total sent 11,323

Returned by mail 4282 38%

Completed by interview 4626 41%

Passive refusal 646 6%

Active refusal 68 1%

Died 93 1%

Unavailable 76 2%

Lost 1602 13%

Data Freeze:  September 2008



Follow-Up 2007
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Follow-up 2007
•

 
Goal:  Comprehensive update of baseline data

•
 

Survey
–

 
28 pages

–

 
10,254

 
Participants, 3,165 siblings

–

 
Update: demographics, medical care, chronic medical 
conditions, health habits, SMNs, pregnancy/offspring, 
additional chemo/RT

•
 

Timeline
–

 
Begin July 1, 2007

–

 
Complete send out 2/08

–

 
Complete data collection/Freeze data 11/08
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Web-based Follow-Up 2007



TimelineCohort Expansion
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Cohort Expansion
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Cohort Expansion

•
 

Survey Development
–

 
24 pages

–
 

Maintain “comparability”
 

to Original baseline

•
 

Study Population → Key tasks for institutions
1) Completion of registration database
2) Medical record abstraction
3) IRB approval of recent amendment
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Registration Database
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Registration Database Completion

•
 

Rolling timeline
–

 
First 250 participants…August 23, 2007

–
 

150 participants/week until completion



CCSSCCSS
CCHILDHOOD HILDHOOD CCANCER ANCER SSURVIVOR URVIVOR SSTUDYTUDYAn NCI-funded resource

Medical Record Abstraction

•
 

CRA Training
–

 
Web-based entry

–
 

Detailed instruction
•

 
Surgery

•

 
Radiation therapy

•

 
Chemotherapy

–
 

Dates:
•

 
July 20th

•

 
August 31st

•

 
September 12th
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Final Selection 
Institution Submitted Eligible Selected

University of Minnesota 492 447 356
Denver Children’s Hospital 816 797 625
Pittsburgh Children’s 1070 1049 875
Stanford 677 670 479
Dana Farber 1939 1904 1595
Emory 1240 1198 938
Washington DC 576 557 443
MD Anderson 762 750 654
Memorial Sloan Kettering 1626 1548 1409
UC San Francisco 796 666 663
Children’s Seattle 1161 1122 854
Toronto 2153 2153 1724
St. Jude 2387 2303 2303
Columbus Children’s 687 666 506
Roswell Park 317 317 284
Minneapolis Children’s 761 750 593
Children s Hospital of Philadelphia 1505 1352 1128
St. Louis Children’s 618 589 473
Children’s Los Angeles 1184 1071 762
UCLA 133 133 95
Riley University of Indiana 1253 1234 972
University of Alabama 572 567 422
Mott University of Michigan 932 890 736
UT Southwestern Medical Center 977 955 750
Texas Children’s 1174 1122 863
City of Hope 285 285 227

Total 26,093 25,095 20,729
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http://www.stjude.org/ccss
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Other Active Issues

•
 

Men’s Health Questionnaire
•

 
Newsletter:  Fall 2007

•
 

Tracing of original cohort
–

 
3,058 lost at baseline

•
 

Staff recruitment/Development 
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Expansion Database
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