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Coordinating Center Activities

• Data Collection
– Follow-Up 2007       (13,400)

– Cohort Expansion   (20,729+)

– Men’s Health Questionnaire (5,282)

– Oragene collection   (37,000+)

– SMN: blood and tissue

– Telephone Interviews

• Other Activities
– Spring Newsletter       (13,400)

– Thank You Notes (13,400)

– Website “Rehabilitation”

– Support Ancillary Studies

– Concept Development
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Jenny Lanctot, Ph.D.

Educational Research and Psychology

CCSS Project Coordinator

-2 Lead Clinical Research Associates

-2 Clinical Research Associates

-3 Clinical Research Assistants

Becky Pack, Ph.D.

Epidemiology

Phone Survey & Biology Coordinator

-2 Clinical Research Associates

-14 Survey Interviewers

Project Coordination
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Follow-up 2007
• Goal:  Comprehensive update of baseline data
• Survey

– 28 pages 

– 10,254 eligible participants, 3,165 siblings
– Update: demographics, medical care, chronic medical 

conditions, health habits, SMNs, pregnancy/offspring, 
additional chemo/RT

• Timeline
– Began:  July 2007
– Send out complete:  April 2008
– Complete data collection/Freeze data:  March 2009



Female Female Male

Send date 7/07-10/07 11/08-2/08 2/08-4/08 Total

Number 
Sent 2747 2500 4454 9701

n (%) n (%) n (%) n (%)

Total number 
completed 1972 (72) 1423 (57) 1202 (27) 4597 (47)

Number 
returned by 
mail 1758 (64) 1220 (49) 960 (22) 3938 (41)

Number 
completed by 
interviewers 246 (9) 203 (8) 151 (3) 600 (6)

Pending 
Response 749 (27) 690 (27) 1286 (29) 2725 (28)

Active refusals 46 (1.7) 47 (1.9) 25 (0.6) 118 (1.2)

Not yet in call 
rotation 0 0 0 0 1754 (40) 1754 (18)

In tracing 114 (4.2) 329 (13) 274 (6.2) 717 (7.4)

Deceased
21 (0.8) 21 (0.8) 20 (0.5) 62 (0.6)
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Survey Response Rate

• Potential barriers:
– Cohort Fatigue

– Screening calls

– ↑ cell phone, ↓ land line usage

– Change in interviewer core team

• Interventions
– Interviewer QA: call monitoring, mentoring

– Recontact plan:  Fed Ex (300) vs. Bulk mail (300)
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Follow-up 2007:  Next Steps

• Contact info update (Experian batch)

• Females:  re-send by bulk mail

• Males: complete phone follow, re-send by bulk 
mail

• All re-sends to include web-based option
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Men’s Health Questionnaire
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Men’s Health Questionnaire

• Goal:  Puberty, sexual development, infertility 
and QOL in male survivors

• Survey:
– 16 pages (appendix)
– 5,282 participants 

• Timeline:
– Begin Feb. 2008
– Rolling send out  (926 sent to date)
– Web-based version available
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DNA Collection

Purpose :   To make available, genomic DNA for 
evaluation of genetic susceptibility and gene-therapy 
exposure interactions

•Saliva collection using Oragene DNA Kits 
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Collection Process

Mailing and Follow-Up Plan:

-Letter introducing collection, instruction sheet, 
Oragene kit,  informed consents, pre-paid return mailer 

-400 kits/month

-Telephone call follow-up for non-responders 



CCSS
CHILDHOOD CANCER SURVIVOR STUDYAn NCI-funded resource

1369
Samples
Requeste

d

6 
tracing

32
refused

472
returned

1
deceased

858
pending

Ongoing send out: 
Began 2/1/08

DNA Collection 2



Coordinating 
Center (CC) 

receives 
questionnaires

Questionnaire is 
reviewed for 

SMN

If SMN is reported, CC 
verifies that this has not 
been previously reported 

and/or confirmed 

If the SMN is new, 
questionnaire pages 

are scanned and 
e-mailed to Joe

Joe reviews the reports to 
determine which SMNs 
need to have pathology 

reports retrieved

Based on Joe’s review, 
the CC will request 
pathology reports

Pathology reports 
are sent to Sue

Sue reviews the reports 
and sends them back to 

the CC 

CC sends reports to Joe 
to review in addition to 

Sue 

Joe’s nosologist codes 
reports and returns to the 

CC.

CC initiates process for blood 
and tissue consent

Second Malignant Neoplasms



CCSS
CHILDHOOD CANCER SURVIVOR STUDYAn NCI-funded resource

Pending 
n=23

Eligible 
n=637

Letters 
sent

n=621

Letters not sent
n=16

Consents returned
n=333

Agreed to blood 
and tissue

n=300

Agreed to
blood only

n=11

Agreed to 
tissue only

n=22

Blood specimens
received n=280

Blood specimens
pending n=10

Passive refusals 
n=183

Active refusals 
n=47

Eligible for blood
n=311

Require 
reconsent n=4

Eligible for tissue
n=322

Passive
Refusals 

n=21

Not competent  
n=12

Patient died after 
reporting SMN 

n=35

Tissue specimens
received n=188

Second Malignancies:  Blood & Tissue



CCSS
CHILDHOOD CANCER SURVIVOR STUDYAn NCI-funded resource

http://www.stjude.org/ccss
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