
UW/HMC 
Neurotrauma 

Research 
Group 



UW/HMC 
Neurotrauma 

Research 
Group 

No Protocol Ad Hoc 
RCT 

Protocol 

Data from 
Part 1 

Data from 
BEST 
TRIP 

Delphi-
based 

consensus 
process Input from site 

investigators 
Input from “matched” 

outside clinicians 



UW/HMC 
Neurotrauma 

Research 
Group 

Guidelin
es 

Protocol 

Guidelin
es 

Protocol 

No Protocol Ad Hoc 
RCT 

Protocol 

Data from 
Part 1 

Data from 
BEST 
TRIP 

Delphi-
based 

consensus 
process Input from site 

investigators 
Input from “matched” 

outside clinicians 



UW/HMC 
Neurotrauma 

Research 
Group 

Guidelin
es 

Protocol 

Guidelin
es 

Protocol 

No Protocol Ad Hoc 
RCT 

Protocol 
P 1

 v
s 

P 2
 P

0  vs P
2 

Influence of protocols in 
general 



UW/HMC 
Neurotrauma 

Research 
Group 

Benchmark Evidence from South American 

Trials:  

     



UW/HMC 
Neurotrauma 

Research 
Group 



I S A B E L L E  G A G N O N  
 

C I H R  

Improving the diagnosis and 
treatment of mTBI in children and 
youth: the power of common data  

Team members: 
Michelle Keightley Nick Reed  Kathryn Schneider 
Debbie Friedman  Judith Marcoux  Charles Tator 
Miriam Beauchamp Jocelyn Gravel  Karen Barlow 
Elise Mok  David Junker  Lucie Pelland 
Lisa Grilli  Roger Zemek  Patrick Stroman 
Katia Sirois  Martin Mrazik  Bonnie Swaine   
Ryan Hung  Chand Taneja  Brad McFadyen   
Karl Zabjek  Brian Christie  Phil Fait    
Carol DeMatteo  Gerry Gioia  Alain Ptito   
Sheila Singh  Tina Duhaime  Brian Brooks 
 



What are key accomplishments in the past year? 

• Choice of elements and measures 
• Combining our 2 sources for data elements 
• Survey of our investigators + clinicians 
• Interviews with children and youth 
• Systematic review on measures used in 

published literature with this population 
• Consensus meeting Nov 20-21 2013 Montreal 

• Using ICF Core Set development methodology 
• Discussion and voting on domains, outcome 

measures and timing of assessment 
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What are the major challenges or issues, if any? 

 Agreement on outcome measures 
 Looking for sensitive measures for our population 
 

 Choosing a Platform 
• Choice of REDCap for feasibility study 

• Ease of use, secure 
• Live data collection with checks in place 
• Ability to federate with other International Initiative for TBI 

Research (IntBIR) projects to pool and share data 
• Align with existing data dictionaries 

• Other Canadian funded studies 
• International initiatives 

 Organizing feasibility study 
 Clinical/research setup 
 



What percentage of your data is comprised of the International TBI Common Data 
Elements and what percentage are unique data elements?  

 Core: All aligned except race/ethnicity 
 
 Basic: All aligned except imaging details (we collect 

imaging information passively); family ethnicity; 
 
 Supplemental: not clear yet since we are yet to 

finalize a few of the outcome measures 
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