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IeDEA	  Targets	  Data	  

1.  Convene	  a	  working	  group	  to	  review	  and	  
discuss	  these	  topics	  
à	  IeDEA	  Data	  Harmoniza(on	  Working	  Group	  

2.  Establish	  shared	  data	  standards	  
3.  Iden(fy	  collec(vely	  managed	  data	  
4.  Improve	  workflow	  processes	  for	  data	  sharing	  

and	  mul(-‐regional	  collabora(on	  
5.  Create	  shared	  tools	  for	  data	  cura(on	  



Collabora(ve	  Data	  Cura(on	   	  	  

•  Index	  of	  IeDEA	  Sites	  (tblCENTER)	  and	  basic	  site	  
characteris(cs	  

•  Shared	  survey-‐based	  data	  collec(on	  
– Site	  Assessment	  
– Surveys	  on	  site	  capacity	  and	  paZerns	  of	  prac(ce	  
for	  TB,	  NCDs,	  adolescent	  transi(on	  and	  disclosure	  

&	  
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hZp://projectredcap.org/	  

IeDEA	  has	  contributed	  to	  the	  global	  reach	  of	  REDCap.	  



Index	  of	  IeDEA	  Sites	  (tblCENTER)	  
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Scripts	  are	  available:	  
hZps://github.com/IeDEA	  



Scripts	  are	  available:	  
hZps://github.com/IeDEA	  

Shared	  bank	  of	  data	  quality	  
checking	  scripts	  to	  assess	  the	  
internal	  consistency	  of	  IeDEA-‐
formaZed	  data.	  



Shared	  Vision	  for	  Addi(onal	  Tools	  



New	  Group	  Ini(a(ve:	  	  
Harmonist	  Toolkit	  

Build	  a	  standards-‐enabled	  toolkit	  for	  secure	  data	  
exchange,	  data	  quality	  checking,	  and	  scien(fic	  

project	  and	  porbolio	  management.	  	  
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Goals	  of	  Harmonist	  
1.  Simplify	  structured	  data	  requests	  and	  secure	  data	  

exchange	  	  

2.  Improve	  data	  quality	  and	  data	  conformity	  with	  
standards	  (by	  making	  our	  data	  quality	  tools	  easy	  to	  
use)	  

3.  Automate	  (some)	  components	  of	  workflow	  for	  IeDEA	  
data	  and	  projects	  	  

4.  Provide	  tools	  for	  scien(fic	  porbolio	  management	  	  

5.  Track	  project	  and	  network	  milestones	  and	  metrics	   12	  



Data	  Modules	  for	  Harmonist	  
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REDCap	  Projects	  

REDCap	  Plugins	  
	  
Dashboards	  
•  Region	  Leaders	  
•  Data	  Managers	  
•  Researchers	  
•  Network	  Overview	  
Region-‐Specific	  Status	  
Pages/To-‐Do	  Lists	  
Email	  No+fica+ons	  
Metrics	  and	  Reports	  

R	  Server	  	  
(for	  data	  processing)	  

Concept	  Sheets	  

Data	  Requests	  

Data	  Submissions	  	  

Person	  Database	  

Common	  Data	  Model	  
(Computable	  
Representa(on)	  

Publica(ons	  

Data	  Quality	  Reports	  

Data	  Profile	  Reports	  

Extra	  Variables	  



Sharing	  is	  Caring!	  

•  IeDEA	  ac(vely	  shares	  resources,	  tools,	  and	  
lessons	  learned	  
– Data	  standards	  and	  code	  available	  online	  
– Methods	  and	  tools	  presented	  at	  HIV	  and	  
informa(cs	  conferences	  

– Collabora(ons	  with	  partner	  networks	  (e.g.,	  
EuroCoord)	  

• We	  provide	  educa(onal	  
opportuni(es	  for	  others	  



Sharing	  our	  Lessons	  Learned:	  Coursera	  

hIps://www.coursera.org/learn/clinical-‐data-‐management/	  

Free,	  online	  MOOC	  



Coursera	  Course	  Topics	  

Course	  Topics	  
•  Principles	  of	  clinical	  research	  data	  

management	  
•  Data	  sources	  
•  Electronic	  data	  capture	  
•  E-‐Forms	  implementa(on	  
•  Regulatory	  concerns	  (DSMB,	  HIPAA,	  

FISMA,	  21	  CFR	  Part	  11,	  IRB,	  etc.)	  
•  Data	  quality	  
•  Study	  workflow	  

Many	  
IeDEA	  

Concepts	  



Coursera	  Course	  Topics	  

Course	  Topics	  
•  Principles	  of	  clinical	  research	  data	  

management	  
•  Data	  sources	  
•  Electronic	  data	  capture	  
•  E-‐Forms	  implementa(on	  
•  Regulatory	  concerns	  (DSMB,	  HIPAA,	  

FISMA,	  21	  CFR	  Part	  11,	  IRB,	  etc.)	  
•  Data	  quality	  
•  Study	  workflow	  

Student	  Feedback:	  
Add	  more	  
interna(onal	  topics?	  



Coursera	  and	  IeDEA	  

5-‐week	  course	  in	  2014	  
	  
	  
	  
6-‐week	  course	  in	  2016	  
	  

+	  addi(onal	  
interna(onal	  content	  
with	  IeDEA	  
collaborators	  

Since	  May	  2016	  Launch:	  



IeDEA	  Targets	  Data	  

1.  Convene	  a	  working	  group	  to	  review	  and	  
discuss	  these	  topics	  
à	  IeDEA	  Data	  Harmoniza(on	  WG	  

2.  Establish	  shared	  data	  standards	  
3.  Collec(vely	  manage	  key	  data	  
4.  Improve	  workflow	  processes	  for	  data	  sharing	  

and	  mul(-‐regional	  collabora(on	  
5.  Create	  and	  share	  tools	  for	  data	  cura(on	  

Con(nue!	  


