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US	
  Medicine	
  Has	
  High	
  Care	
  Fragmenta4on:	
  
The	
  average	
  Medicare	
  pa.ents	
  sees	
  ~7-­‐8	
  different	
  doctors	
  a	
  year…	
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hVp://blogs.law.harvard.edu/billo[ealth/2013/01/24/part-­‐i-­‐fragmenta.on-­‐in-­‐health-­‐care-­‐the-­‐pa.ents-­‐perspec.ve/	
  



IOM	
  2013:	
  Cancer	
  care	
  is	
  “chao.c”	
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2015:	
  Cancer	
  is	
  Fragmented!	
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The ASCO “Clinical Oncology Treatment Plan & Summary” 

Included	
  Clinical	
  Informa4on	
  

-­‐  Goals	
  of	
  therapy	
  
-­‐  Diagnosis	
  (site,	
  histology,	
  and	
  stage)	
  
-­‐  Pa.ent	
  health	
  and	
  comorbidi.es	
  
-­‐  Surgical	
  history	
  and	
  pathology	
  
-­‐  Chemotherapy	
  regimen	
  and	
  dosage	
  
-­‐  Dura.on	
  of	
  treatment	
  and	
  number	
  of	
  cycles	
  
-­‐  Major	
  chemotherapy	
  side	
  effects	
  

-  Paper forms designed to document a patient’s 
treatment plan and then actual treatment 

-  Developed after Katrina to provide basic information, 
care coordination, and survivorship information 

-  Multiple versions – one generic, and six diagnosis-
specific 

-  Not originally envisioned for electronic transmission; 
need a standardized exchange standard 



ASCO	
  Breast	
  Cancer	
  Treatment	
  Summary	
  	
  
and	
  Survivorship	
  Care	
  Plan	
  (c.2000)	
  -­‐-­‐	
  	
  High	
  Informa.on	
  Density!	
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2014	
  –	
  Drag	
  Standard	
  for	
  Trial	
  Use	
  (DTSU)	
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The	
  Athena	
  Breast	
  Health	
  Network	
  

Par4cipa4on	
  of	
  150,000	
  women	
  over	
  10	
  years	
  
• 	
  Screening	
  and	
  Preven.on	
  
• 	
  Diagnosis	
  and	
  Treatment	
  
• 	
  Survivorship	
  

•  An	
  Established	
  “network”	
  
with	
  a	
  large	
  community	
  
referral	
  percentage	
  	
  
­ 10	
  UC	
  hospitals,	
  13	
  
Midwest	
  hospitals	
  

•  Providers	
  all	
  using	
  EHRs	
  	
  
­ Two	
  HIMSS	
  Stage	
  7	
  

•  >200	
  providers	
  commiLed	
  to	
  
moderniza4on	
  and	
  
improvement	
  
­ Pathologists,	
  radiologists,	
  
primary	
  care	
  providers,	
  
oncologists,	
  surgeons,	
  
radia.on	
  oncologists.	
  	
  



Breast	
  Cancer	
  Clinical	
  Workflow	
  

Radiology	
   Intake	
  Form	
  
Surgical	
  Oncology	
  
Medical	
  Oncology	
  

Surgical	
  Oncology	
  
Medical	
  Oncology	
  
Radia.on	
  Oncology	
  

Surgical	
  Oncology	
  
Medical	
  Oncology	
  
Pathology	
  

•  What	
  we	
  saw	
  in	
  an	
  Integrated	
  Delivery	
  Network	
  à	
  Mul4ple	
  
providers,	
  mul4ple	
  and	
  varying	
  sources	
  of	
  data	
  

•  What	
  we	
  believe	
  à	
  Fragmented	
  informa4on	
  =	
  fragmented	
  
care	
  



What	
  is	
  Athena’s	
  Project	
  INSPIRE?	
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Broadly	
  Implemen.ng	
  INSPIRE	
  

EHR	
  Vendor	
  implementa.on	
  
of	
  dynamic	
  form	
  rendering	
  

(eccXML)	
  

Data	
  Capture	
   Data	
  Exchange	
  

Organiza.ons	
  	
  
(ie	
  ASCO)	
  

	
  publish	
  “dynamic	
  forms”	
  in	
  
the	
  XML	
  

A	
  standards	
  organiza.on	
  
publishes	
  a	
  dynamic	
  form	
  

XML	
  spec	
  

A	
  standards	
  organiza.on	
  
publishes	
  exchange	
  

standard	
  (ASCO/HL7	
  COTPS)	
  

Incen.ve	
  for	
  providers	
  to	
  
use	
  dynamic	
  forms	
  for	
  data	
  

capture	
  

EHRs,	
  Registries,	
  data	
  
repositories,	
  health	
  
informa.on	
  homes	
  

implement	
  the	
  exchange	
  
standard	
  

Be1er	
  Outcomes	
  

FASTER,	
  MORE	
  
COMPLETE	
  

PATIENT	
  DATA	
  

BETTER	
  
INTEGRATED	
  

CARE	
  

IMPROVED	
  
POPULATION	
  
MANAGEMENT	
  

IMPROVED	
  
OUTCOMES	
  



Athena	
  “Checklists”	
  (key	
  data)	
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Clinical	
  Data	
  

Cri.cal	
  
Clinical	
  
Data	
  

Clinical	
  Trial	
  
Data	
  

ASCO	
  
Data	
  

•  Clinical	
  Dataset	
  captured	
  on	
  all	
  
pa.ents	
  

•  Iden.fy	
  subset	
  that	
  is	
  cri.cal	
  
for	
  decision	
  making,	
  repor.ng	
  
–  Elements	
  veVed	
  by	
  over	
  50	
  

clinicians	
  across	
  the	
  UC	
  
Medical	
  System	
  for	
  clinical	
  
and	
  research	
  importance	
  

–  Re-­‐veVed	
  by	
  50	
  clinicians	
  for	
  
func.onality,	
  adop.on	
  and	
  
workflow	
  

•  Compare	
  against	
  Community	
  
Data	
  Standards	
  
–  ASCO,	
  CAP,	
  Cancer	
  Registry,	
  

NCI	
  CTEP	
  Common	
  Data	
  
Elements	
  (for	
  Clinical	
  Trials)	
  



The	
  COTPS	
  Project	
  
•  Goal:	
  Demonstrate	
  exchange	
  of	
  data	
  sourced	
  
from	
  Athena	
  checklists	
  using	
  the	
  COTPS	
  CDA	
  



Mapping	
  Athena	
  “Data	
  Elements	
  ”	
  to	
  ASCO/HL7	
  
COTPS	
  CDA	
  elements	
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Athena	
  Checklist	
  Applica.on	
  (2014)	
  

2/11/2014	
  

Lesion	
  Biopsied	
  –	
  Ini4al	
  Diagnosis	
  Sec4on	
  



Lessons	
  Learned	
  
•  COTPS	
  and	
  INSPIRE	
  had	
  different	
  intended	
  purposes	
  

–  COTPS	
  is	
  meant	
  to	
  exchange	
  a	
  basic	
  set	
  of	
  pa.ent	
  oncology-­‐related	
  
health	
  status	
  and	
  treatment	
  plan	
  informa.on	
  
•  it	
  is	
  a	
  summary	
  of	
  plan	
  and	
  treatment	
  	
  received	
  at	
  the	
  .me	
  the	
  document	
  was	
  

created.	
  	
  
•  It	
  is	
  not	
  intended	
  contain	
  detailed	
  specialty-­‐specific	
  informa.on	
  (e.g.,	
  exact	
  

radia.on	
  treatment	
  dosages)	
  	
  (adapted	
  from	
  COTPS	
  Introduc5on	
  sec5on	
  1.7)	
  
•  COTPS	
  CDA	
  shortcomings	
  for	
  our	
  implementa.on:	
  

①  Lack	
  of	
  “Longitudinality”	
  -­‐-­‐	
  Athena	
  needed	
  to	
  support	
  mul.ple	
  points	
  in	
  .me	
  
(mul.ple	
  versions	
  of	
  the	
  CDA	
  over	
  .me	
  –	
  overwrite?	
  append?	
  

②  Lack	
  of	
  “Granularity”	
  -­‐-­‐	
  Athena	
  needed	
  to	
  have	
  specialty-­‐specific	
  informa.on	
  such	
  
as	
  exact	
  radia.on	
  treatment	
  dose,	
  chemo	
  dosing,	
  etc..	
  

③  Lack	
  of	
  “Rela4onships”	
  between	
  observa4ons	
  -­‐-­‐	
  Athena	
  needed	
  to	
  *related*	
  
lesions	
  to	
  imaging	
  findings	
  and	
  radia.on	
  dosing	
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More	
  informa.on	
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My	
  Final	
  Thoughts	
  
•  We	
  are	
  at	
  “EHR	
  Interoperability	
  Stage	
  1”	
  	
  

(version	
  1.0)	
  
–  We	
  have	
  standards	
  but	
  they	
  are	
  very	
  light	
  on	
  representa.on	
  of	
  problems	
  

“over	
  .me”	
  
–  Consolidated	
  CDA	
  (ie,	
  CCD)	
  is	
  “a	
  snap	
  shot	
  in	
  .me”	
  

•  We	
  have	
  no	
  standard	
  to	
  ‘package’	
  a	
  medical	
  record	
  and	
  move	
  it	
  from	
  one	
  
system	
  to	
  another	
  in	
  its	
  en.rety	
  (at	
  that	
  point)	
  –	
  and	
  remember	
  the	
  point	
  
at	
  which	
  that	
  was	
  done	
  in	
  the	
  record!	
  

•  Where	
  we	
  need	
  to	
  be	
  (version	
  2.0	
  and	
  beyond):	
  
①  Exchange	
  standards	
  that	
  are	
  *clinical	
  useful*	
  for	
  *high	
  impact	
  condi4ons*	
  

(Cancer,	
  Parkinson’s,	
  Lupus,	
  etc…)	
  
②  The	
  standards	
  need	
  to	
  allow	
  for	
  high	
  density	
  of	
  data	
  
③  The	
  standards	
  need	
  to	
  enable	
  us	
  to	
  achieve	
  a	
  longitudinal	
  accoun4ng	
  of	
  

the	
  care	
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