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Mission  
Statement


	
  
	
  
	
  
The	
  driving	
  goal	
  of	
  the	
  consor2um	
  is	
  to	
  
collect	
  prospec2ve,	
  granular,	
  uniformly	
  
organized	
  informa2on	
  on	
  cancer	
  pa2ents	
  
infected	
  with	
  COVID-­‐19	
  at	
  scale	
  and	
  as	
  
rapidly	
  as	
  possible.	
  	
  



We	
  have	
  a	
  very	
  large	
  and	
  	
  
ac.ve	
  community	
  of	
  users	
  
for	
  an	
  electronic	
  data	
  
capture	
  system	
  called	
  

Courtesy	
  of	
  Paul	
  Harris	
  



Available	
  at	
  no	
  cost	
  to	
  academic,	
  government,	
  non-­‐profit	
  partners	
  

Courtesy	
  of	
  Paul	
  Harris	
  

Map	
  of	
  REDCap	
  Consor.um	
  Partners	
  



Summary:	
  
•  Data	
  Planning	
  (“easy	
  way	
  to	
  do	
  the	
  right	
  thing”	
  with	
  

data	
  capture,	
  management,	
  audits,	
  security)	
  
•  Data	
  CollecHon	
  (researcher,	
  provider,	
  parHcipant,	
  

paHent)	
  
•  Data	
  Export	
  (all	
  major	
  staHsHcal	
  packages)	
  
•  Data	
  Import	
  (file	
  or	
  via	
  API)	
  
•  Data	
  IntegraHon	
  (API	
  services)	
  
•  ConsorHum-­‐wide	
  REDCap	
  library	
  of	
  shared	
  instruments	
  

(e.g.	
  validated	
  scales,	
  PROs)	
  
•  ConsorHum-­‐wide	
  repository	
  of	
  REDCap	
  “plugins”	
  to	
  

extend	
  user	
  interface	
  and	
  funcHonality	
  
•  Offline	
  App	
  Version	
  (iOS,	
  Android)	
  
•  Text/Audio/Video	
  capabiliHes	
  
•  MulH-­‐modal	
  (web,	
  SMS,	
  phone)	
  
•  RCT	
  features	
  –	
  randomizaHon,	
  data	
  query	
  workflow	
  
•  Document	
  Repository	
  
•  E-­‐consent	
  (new)	
  
•  MyCap	
  IntegraHon	
  (new)	
  
•  EHR	
  Interoperability	
  -­‐	
  via	
  FHIR	
  (new)	
  

Courtesy	
  of	
  Paul	
  Harris	
  



REDCap Survey – current status 

Steph Duda 
TY!!!!!!!!!!! 



Patient 
Demographics 

and Predisposing 
Conditions 

 
 

•  Age, gender, 
race/ethnicity 

•  ECOG 
•  Smoking status 
•  Surgical and 

medical history 
•  Concomitant 

medications 

COVID-19 Initial 
Course of Illness 

 
•  Timing 
•  Presenting 

symptoms 
•  Presenting labs 
•  Diagnostic 

testing 
•  Initial severity of 

illness 
•  Co-infections 
•  Complications 
•  Treatments 

including trials 
•  Clinical status 

Cancer Details 
 

•  Cancer type, 
stage, status 

•  Treatment 
details: recency, 
modality, 
context, irAEs 

•  Transplant & 
cellular therapy 
details 

•  History of 
cardiopulmonary 
toxic treatment 

COVID-19 follow-
up & Outcomes 

 
•  Interval severity 

of illness 
•  Co-infections 
•  Complications 
•  Treatments 

including trials 
•  Interval clinical 

status 
•  Final status 
•  Effects on anti-

cancer 
treatment plans 

Repeating 

Data Collection Schema 



Mapping to standards 
from (almost) the get-go 

Terminology	
  bindings	
  

Encoding	
   Number	
  of	
  variables	
  

ATC	
   12	
  

HemOnc	
   8	
  

NAACCR	
   1	
  

NCIT	
   2	
  

PHIN	
  VADS	
   2	
  

SNOMED	
   16	
  

Y/N/UNK	
   30	
  

Direct	
  entry	
   41	
  

Custom	
   57	
  



Mapping to standards from (almost) the get-go 



Shameless plug for 
HemOnc (U01 CA231840) 

haps://hemonc.org/wiki/Ontology	
  



Condition 

Study 

Reference 

First author 
Middle author 

Last author 
Title 

Component 

Supportive 
medications 

Regimen 

HemOnc	
  Regimen	
  Model	
  (simplified)	
  

H
as…

com
ponent 

Was studied in 

Local therapy 

Antineoplastics 

Journal 
Year 

Study Group Has study group 

Context 

Has context 

RxNorm 

NCIT 
SNOMED 
Oncotree 

PMID 

URL 

Included in current OHDSI release 

Third OHDSI release (planned) 

Internal relationships 

External relationships 

Future OHDSI releases 

Modality 



Episodes	
  

•  Disease	
  and	
  treatment	
  abstrac.ons	
  are	
  modeled	
  as	
  episodes	
  
•  Disease	
  abstrac.ons	
  include:	
  first	
  occurrence,	
  remissions,	
  
relapses,	
  and	
  end	
  of	
  life	
  event.	
  	
  

•  Treatment	
  abstrac.ons	
  include:	
  treatment	
  course,	
  treatment	
  
regimen,	
  and	
  treatment	
  cycle.	
  

•  These	
  abstrac.ons	
  may	
  be	
  derived	
  algorithmically	
  pre-­‐	
  or	
  
post-­‐ETL	
  or	
  extracted	
  from	
  the	
  source	
  data	
  directly.	
  	
  
–  In	
  addiHon	
  to	
  the	
  regular	
  OMOP	
  type	
  concept	
  ID,	
  we	
  propose	
  to	
  
store	
  references	
  to	
  the	
  deriva.on	
  algorithms	
  in	
  the	
  vocabulary.	
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Advantages	
  of	
  Using	
  Episodes	
  

•  Supports	
  levels	
  of	
  abstracHon	
  that	
  are	
  clinically	
  and	
  analy.cally	
  
relevant	
  

•  Supports	
  explicit	
  connec.on	
  between	
  a	
  disease/treatment	
  
abstrac.on	
  and	
  lower	
  level	
  events	
  (condiHons,	
  procedures,	
  drugs)	
  
that	
  are	
  linked	
  to	
  this	
  abstracHon	
  

•  Persists	
  provenance	
  of	
  episode	
  deriva.on	
  (e.g.	
  directly	
  from	
  
source	
  data,	
  algorithmically)	
  

•  Is	
  generalisable	
  to:	
  
–  abstracHon	
  of	
  other	
  chronic	
  diseases	
  
–  RepresentaHon	
  of	
  episode	
  of	
  care	
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EPISODE	
  and	
  EPISODE	
  EVENT	
  Tables	
  

	
  

•  	
  	
  

Field	
   Required	
   Type	
   Description	
  
episode_id	
   yes	
   integer	
   A	
  unique	
  identifier	
  for	
  each	
  Episode.	
  
person_id	
   yes	
   integer	
   A	
  foreign	
  key	
  identifier	
  to	
  the	
  Person	
  who	
  

is	
  undergoing	
  the	
  Episode.	
  The	
  
demographic	
  details	
  of	
  that	
  Person	
  are	
  
stored	
  in	
  the	
  PERSON	
  table.	
  

episode_concept_id	
   yes	
   integer	
   A	
  foreign	
  key	
  that	
  refers	
  to	
  a	
  standard	
  
Episode	
  Concept	
  identifier	
  in	
  the	
  
Standardized	
  Vocabularies.	
  Examples	
  of	
  an	
  
Episode	
  Concept	
  can	
  be:	
  Treatment	
  
Regimen,	
  Treatment	
  Cycle,	
  Disease	
  First	
  
Occurrence,	
  Remission,	
  Relapse,	
  Episode	
  of	
  
Care	
  

episode_start_datetime	
   yes	
   date	
   The	
  date	
  and	
  time	
  on	
  which	
  the	
  Episode	
  
was	
  started.	
  

episode_end_datetime	
   yes	
   date	
   The	
  date	
  and	
  time	
  on	
  which	
  the	
  Episode	
  
was	
  ended.	
  

episode_parent_id	
   no	
   integer	
   A	
  foreign	
  key	
  that	
  refers	
  to	
  a	
  parent	
  
Episode	
  entry	
  representing	
  an	
  entire	
  
episode	
  if	
  the	
  episode	
  spans	
  multiple	
  
cycles.	
  

episode_number	
   no	
   integer	
   An	
  ordinal	
  count	
  for	
  an	
  Episode	
  that	
  spans	
  
multiple	
  times	
  

episode_object_concept_id	
   yes	
   integer	
   A	
  foreign	
  key	
  that	
  refers	
  to	
  a	
  concept	
  
identifier	
  in	
  the	
  Standardized	
  Vocabularies	
  
describing	
  disease,	
  treatment,	
  or	
  other	
  
abstraction	
  that	
  the	
  episode	
  describes.	
  For	
  
example,	
  ‘Breast	
  Carcinoma’	
  or	
  
‘Chemotherapy’.	
  

episode_type_concept_id	
   yes	
   integer	
   A	
  foreign	
  key	
  that	
  refers	
  to	
  a	
  standard	
  
Episode	
  Type	
  Concept	
  identifier	
  in	
  the	
  
Standardized	
  Vocabularies	
  reflecting	
  the	
  
provenance	
  of	
  the	
  episode	
  derivation.	
  It	
  
may	
  reference	
  a	
  derivation	
  algorithm,	
  
sources	
  such	
  as	
  cancer	
  registry,	
  EMR,	
  etc.	
  

episode_source_value	
   no	
   varchar(50)	
   The	
  source	
  code	
  for	
  the	
  Episode	
  as	
  it	
  
appears	
  in	
  the	
  source	
  data.	
  This	
  code	
  is	
  
mapped	
  to	
  a	
  standard	
  episode	
  Concept	
  in	
  
the	
  Standardized	
  Vocabularies	
  and	
  the	
  
original	
  code	
  is,	
  stored	
  here	
  for	
  reference.	
  

episode_source_concept_id	
   no	
   integer	
   A	
  foreign	
  key	
  to	
  a	
  Episode	
  Concept	
  that	
  
refers	
  to	
  the	
  code	
  used	
  in	
  the	
  source.	
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Field	
   Required	
   Type	
   Description	
  
episode_id	
   yes	
   integer	
   A	
  foreign	
  key	
  identifier	
  to	
  the	
  Episode	
  that	
  

the	
  Episode	
  Event	
  belongs	
  to.	
  
event_id	
   Yes	
   integer	
   A	
  foreign	
  key	
  identifier	
  to	
  the	
  underlying	
  

event	
  (condition,	
  procedure,	
  measurement,	
  
etc.)	
  record	
  in	
  a	
  respective	
  table	
  for	
  which	
  
an	
  episode	
  is	
  recorded.	
  

event_table_concept_id	
   yes	
   integer	
   A	
  foreign	
  key	
  identifier	
  to	
  the	
  standardized	
  
concept	
  corresponding	
  to	
  the	
  table	
  
(condition_occurrence,	
  
procedure_occurrence,	
  etc.)	
  	
  where	
  the	
  
underlying	
  event	
  is	
  stored.	
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Example	
  of	
  a	
  Treatment	
  Episode	
  record	
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Oncology CDM Extension Proposal 	
  

4/8/20	
   23	
  

https://doi.org/10.1016/j.jbi.2019.103239	
  



Surveys  are  good;  
EMR  extracts  are  
be9er!


CDP/CDIS 
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