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Outline

• Provide a staffing overview
• Discuss the core activities of the CCSS Coordinating Center
• Introduce the myLTFU participant portal 
• Review priorities for the next 5 years



Overview and Staffing
Primary role: coordinate the daily activities of the study

3 main teams within the Coordinating Center:
• Project coordination, recruitment, survey administration, biologic specimen and 

medical record collection, coding 
• Led by James Ford, CCSS Project Coordinator 

• Phone-based recruitment and data collection, participant tracing
• Led by Dayton Rinehart, Call Center Coordinator 

• Survey creation, database design, data cleaning, myLTFU portal development
• Led by Chris Vukadinovich, Director of Data and Systems 



Serve as the central liaison for all support facilities, committees, working 
groups, collaborating sites, and external investigators 

Coordinate Follow-Up Surveys
• Administer questionnaires to 22,000+ active participants every 2 – 3 years
• Paper, online, and phone survey completion options
• Format, mail, process, code, transcribe, scan 
• Reminders (lots of reminders!)

• Email, text messages, phone calls, mailings 
• Participant tracing 

Core Activities



Follow-Up 7 Survey Status (Ongoing)
Participants Invited Survivors (N = 17,840) Siblings (N = 3,750)

n % of Invited % of Completed n % of Invited % of Completed

Total Completed 10,482 58.8% 2,009 53.6%

Completed Online 7,179 40.2% 68.5% 1,479 39.4% 73.6%
Completed by Mail/Paper 2,786 15.6% 26.6% 486 13.0% 24.2%
Completed by Phone 517 2.9% 4.9% 44 1.2% 2.2%

Pending 6,841 38.3% 1,667 44.5%

Refused Survey 85 0.5% 7 0.2%
Refused Further Contact 169 0.9% 53 1.4%
Deceased/Unavailable 263 1.5% 14 0.4%

Survey Period: 9/19 - Present Survey Period: 1/20 - Present



External investigator-initiated studies (ancillary studies) 
• Project coordination
• Recruitment 
• Data collection 
• Regulatory requirements 

Subsequent neoplasm confirmation
• Obtain pathology reports/records to histologically confirm reported conditions 

Biologic specimen collection
• Oragene (saliva) kits
• Blood sample for participants with a subsequent malignant neoplasm
• Somatic tumor tissue for subsequent malignant neoplasms 

Core Activities



Collection of DNA: Oragene
• Completed kits go to CCSS Molecular Biology Support Center in Cincinnati
• Front-end $25 Target gift card 

Kits Sent
Overall Survivors                       

(n = 19,199)
Overall Siblings                              

(n = 4,002)

N % of Sent N % of Sent
Returned 10,409 54% 1,643 41%
Refused 1,486 7% 325 8%
Pending 5,165 27% 1,408 35%
In Tracing 1,636 9% 581 14%
Deceased 503 3% 45 1%



Participant tracing

Data checks and quality control for survey data 

Maintain participant and researcher websites 

Participant communication and education in coordination with the CCSS 
Education Committee (M. Hudson, Chair) 

• Newsletters 3 – 4 times per year
• Study results
• Respond to requests and questions 
• Liaison with Participant Advisory Committee 

Core Activities



Sample Participant Newsletter 



Goals:
• Implement a flexible, mobile participant portal that can remotely collect 

self-report and sensor-based data
• Scalable and adaptable system architecture to reliably curate large 

quantities of data 
• Automate study processes 
• Dynamic coordinator interface/dashboard for the study team
• Foster participant engagement and communication 
• Establish a pool of participants available for mHealth and intervention 

studies 

myLTFU Participant Portal - Background



Utilize the DatStat Connect platform to create a mobile-friendly web 
portal accessible by smartphone, tablet, or PC
• Participants can bookmark site and save shortcut/icon to mobile device
• Administer online consents, forms, and surveys 
• Upload files to the study team
• Schedule messaging (emails and texts) and data collection activities 
• Provide participant resources

• Recommended websites; newsletters; brief study results/updates; live survey 
results

• Coordinator portal 

myLTFU Participant Portal



myLTFU Sample Screenshots



Invited participants to the portal with the current follow-up survey

Over 12,000 participants have activated their account

Used myLTFU to rapidly collect data regarding experiences during 
COVID-19

Three randomized, controlled intervention trials now funded that utilize 
myLTFU as the primary mode for interaction with participants

myLTFU Participant Portal



Administer two follow-up surveys to the cohort
Conduct an in-home assessment of 1000 participants to examine frailty/ 
aging
Administer online cognitive assessment to the cohort 
Conduct National Death Index search 
Continue subsequent neoplasm adjudication 
Continue collecting blood and tumor tissue specimens 
Coordinate recruitment and data collection for ancillary studies
Continue participant engagement efforts while minimizing burden  

Priorities – Next 5 Years
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