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The	  Na3onal	  Network	  of	  Networks	  
$500M/yr	  



18	  Month	  Work	  Period:	  
Standing	  High	  Jump	  will	  Not	  Clear	  
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Common	  data	  plaWorm	  (i2b2)	  
+	  

Federated	  queries	  across	  sites	  (SHRINE)	  
+	  

Point	  of	  care	  apps	  (SMART)	  
+	  	  

Pa3ent-‐facing	  technologies	  (RedCap,	  SMART,	  
+)	  

The	  Plan	  
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11	  CDRNs	  CDRN	  Name	  	   Lead	  OrganizaBon	   Principal	  InvesBgator	  

ADVANCE	  	   Oregon	  Community	  Health	  
Informa3on	  Network	  

Jennifer	  DeVoe	  

CAPriCORN	   The	  Chicago	  Community	  Trust	   Terry	  Mazany	  

Great	  Plains	  CollaboraBve	   University	  of	  Kansas	  Medical	  Center	   Lemuel	  Waitman	  

Louisiana	  Clinical	  Data	  
Research	  Network	  	  

Louisiana	  Public	  Health	  Ins3tute	   Anjum	  Khurshid	  

Mid-‐South	  CDRN	   Vanderbilt	  University	   Russell	  Rothman	  

NYC-‐CDRN	   Weill	  Medical	  College	  of	  Cornell	  
University	  

Rainu	  Kaushal	  

PEDSNet	   The	  Children’s	  Hospital	  of	  Philadelphia	   Christopher	  Forrest	  

PORTAL	   Kaiser	  Founda3on	  Research	  Ins3tute	   Elizabeth	  McGlynn	  

pSCANNER	   University	  of	  California,	  San	  Diego	   Lucila	  Ohno-‐Machado	  

P2ATH	   University	  of	  Pi`sburgh	  	  	   Rachel	  Hess	  

SCIHLS	   Harvard	  University	   Kenneth	  Mandl	  
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CDRNs:	  Disease	  Cohorts	  

OrganizaBon	   Common	  Cohort	   Rare	  Cohort	  

ADVANCE	  	   Diabetes	   HIV	  &	  Hepa33s	  C	  virus	  Co-‐infec3on	  	  

CAPriCORN	   Anemia;	  Asthma	   Sickle	  cell	  disease;	  Recurrent	  C.	  
Difficile	  coli3s	  

Great	  Plains	  CollaboraBve	   Breast	  Cancer	   Amyotrophic	  Lateral	  Sclerosis	  (ALS)	  

Louisiana	  Clinical	  Data	  Research	  
Network	  	  

Diabetes	   Sickle	  Cell	  Disease,	  Rare	  Cancers	  

NYC-‐CDRN	   Diabetes	   Cys3c	  	  Fibrosis	  

Mid-‐South	  CDRN	   Coronary	  Heart	  Disease	  	   Sickle	  Cell	  Disease	  (SCD)	  

PEDSNet	   Inflammatory	  bowel	  
disease	  

Hypoplas3c	  leh	  heart	  syndrome	  

PORTAL	   Colorectal	  Cancer	   Severe	  Congenital	  Heart	  Disease	  

pSCANNER	   Conges3ve	  Heart	  Failure	   Kawasaki	  Disease	  

P2ATH	  	   Atrial	  Fibrilla3on	  	   Idiopathic	  Pulmonary	  Fibrosis	  	  

SCIHLS	   Osteoarthri3s	   Pulmonary	  arterial	  hypertension	  
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PPRNs	  represent	  a	  number	  of	  
condi3ons…	  	  

OrganizaBon	   PI	   CondiBon	   PopulaBon	  	  
Size	  

Accelerated	  Cure	  Project	  for	  MulBple	  
Sclerosis	  

Robert	  McBurney	  Mul3ple	  Sclerosis	   20,000	  

American	  Sleep	  Apnea	  AssociaBon	   Susan	  Redline	   Sleep	  Apnea	   50,000	  

CincinnaB	  Children's	  Hospital	  Medical	  
Center	  

Peter	  Margolis	   Pediatric	  Crohn's	  Disease	  and	  Ulcera3ve	  
Coli3s	  

15,000	  

COPD	  FoundaBon	   Richard	  Mularski	   Chronic	  Obstruc3ve	  Pulmonary	  Disease	   50,000	  

Crohn’s	  and	  ColiBs	  FoundaBon	  of	  
America	  	  

R.	  Balfour	  Sartor	   Inflammatory	  Bowel	  Disease	  (Crohn’s	  
disease	  and	  ulcera3ve	  coli3s)	  

30,000	  

Global	  Healthy	  Living	  FoundaBon	   Seth	  Ginsberg	   Arthri3s	  (rheumatoid	  arthri3s,	  
spondyloarthri3s),	  musculoskeletal	  
disorders	  (osteoporosis),	  and	  
inflammatory	  condi3ons	  (psoriasis)	  

50,000	  

MassachuseUs	  General	  Hospital	   Andrew	  
Nierenberg	  

Major	  Depressive	  Disorder	  and	  Bipolar	  
Disorder	  

50,000	  

Univ	  of	  California,	  San	  Francisco	   Mark	  Pletcher	   Cardiovascular	  health	   100,000	  

University	  of	  South	  Florida	   Rebecca	  Sutphen	   Hereditary	  Breast	  &	  Ovarian	  Cancer	  	   17,000	  
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….including	  rare	  diseases	  OrganizaBon	   PI	   CondiBon	   PopulaBon	  	  

Size	  

ALD	  Connect,	  Inc	   Florian	  Eichler	   Adrenoleukodystrophy	   3,000	  

Arbor	  Research	  
CollaboraBve	  for	  Health	  

Bruce	  Robinson	   Primary	  Nephro3c	  Syndrome,	  Focal	  Segmental	  
Glomerulosclerosis,	  Minimal	  Change	  Disease,	  and	  
Membranous	  Nephropathy	  Mul3ple	  Sclerosis	  

1,250	  

Duke	  University	   Laura	  Schanberg	   Juvenile	  Rheuma3c	  Disease	   9,000	  

Epilepsy	  FoundaBon	   Janice	  Beulow	   Aicardi	  Syndrome,	  Lennox-‐Gastaut	  Syndrome,	  
Phelan-‐McDermid	  Syndrome,	  Hypothalamic	  
Hamartoma,	  Dravet	  Syndrome,	  Tuberous	  Sclerosis	  

1,500	  

GeneBc	  Alliance,	  Inc	   Sharon	  Terry	   Alström	  syndrome	  ,	  Dyskeratosis	  congenital,	  
Gaucher	  disease,	  Hepa33s,	  Inflammatory	  breast	  
cancer,	  Joubert	  syndrome,	  Klinefelter	  syndrome	  &	  
associated	  condi3ons,	  Psoriasis,	  Metachroma3c	  
leukodystrophy,	  Pseudoxanthoma	  elas3cum,	  	  

50-‐	  50,000	  

Immune	  Deficiency	  
FoundaBon	  

Kathleen	  
Sullivan	  

Primary	  Immunodeficiency	  Diseases	   1,250	  

Parent	  Project	  Muscular	  
Dystrophy	  

Holly	  Peay	   Duchenne	  and	  Becker	  muscular	  dystrophy	   4,000	  

Phelan-‐McDermid	  
Syndrome	  FoundaBon	  

Megan	  O’Boyle	   Phelan-‐McDermid	  Syndrome	   737	  

University	  of	  Pennsylvania	   Peter	  Merkel	   Vasculi3s	   500	  	  
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PCORnet:	  	  A	  Complex	  Equa3on	  
11	  CDRN	  lead	  sites	  (x	  ≈100	  partner	  

organiza3ons)	  
+	  18	  PPRN	  lead	  sites	  (x	  ≈50	  partner	  

organiza3ons)	  	  
+	  11	  Task	  Forces	  (≈	  minimum	  25	  people/

TF)	  
+	  Coordina3ng	  Center	  (n	  ≈	  15	  staff)	  

+	  PCORI	  Program	  Office	  (n	  =	  7)	  	  
	  

Sizable	  CommunicaBon	  &	  CoordinaBon	  Effort!	  





Coordina3ng	  Center	  Use	  Case	  

•  Dabigitran	  



Study	  Designs	  to	  Support	  

•  Prep	  to	  Research	  Study	  
•  Observa3onal	  Cohort	  Study	  
•  Pragma3c	  Randomized	  Trial	  



Designing	  the	  App	  Store	  for	  Health	  
	  





•  Clayton	  Christensen,	  HBS	  
•  Susanna	  Fox,	  Pew	  
•  The	  Advisory	  Board	  Company	  
•  AARP	  
•  BMJ	  
•  Canadian	  Ins3tutes	  of	  Health	  Research	  

•  Centers	  for	  Medicare	  and	  
Medicaid	  Services	  

•  Hospital	  Corpora3on	  of	  
America	  

•  Eli	  Lilly	  MyHealthBook	  
•  Polyglot	  Systems	  
•  Surescripts	  
•  UK	  Na3onal	  Health	  Service	  


