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Ab ou t  PCORI

• An independen t re search  institu te  
au thorized  by Congress in  2010 
and  governed  by a  21-m em ber 
Board  of Governors represen ting 
the  en tire  hea lthcare  com m unity

• Funds com para tive  clin ica l 
e ffectiveness research  (CER) tha t 
engages pa tien ts and  othe r stakeholders th roughout the  research  p rocess

• Seeks answers to  rea l-world  questions abou t what works best for pa tien ts 
based  on  the ir circum stances and  concerns
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2019 Re a u t h or iza t ion
Le gis la t ive  Re se a rch  Pr io r it ie s
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Fu ll Ra n ge  o f Ou t com e s

PCORI’s reau thorizing legisla tion  
d irects PCORI to  cap ture , a s  

a p p rop r ia t e , the  fu ll range  of 
ou tcom es da ta  in  the  course  of 

our research  stud ies. 

Th is includes econom ic and  cost 
da ta  re la ted  to  the  u tiliza tion  of 

hea lth  care  se rvices, bu t a lso  
ou tcom es and  m easures of cost 

and  burden  im p or t a n t  t o  
p a t ie n t s . 

Socia l Security Act. Section  1181 [42 U.S.C. 1320e] (d)(2)(F)

Po t e n t ia l Bu rd e n s  a n d  Econ om ic Im p a ct s  
In clu d e :

• Medica l ou t-of-pocke t costs, includ ing hea lth  
p lan  benefit and  form ulary design ;

• Non-m edica l costs to  the  pa tien t and  fam ily, 
includ ing caregiving;

• Effects on  fu ture  costs of care ;
• Workplace  productivity and  absen tee ism ; and  
• Healthcare  u tiliza tion
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St a ke h o ld e r  a n d  Pu b lic In p u t  In fo rm s PCORI’s  
Na t ion a l Pr io r it ie s  a n d  Re se a rch  Age n d a

Addit iona l  input  opport unit ie s



6

Prop ose d  Na t ion a l Pr io r it ie s  fo r  He a lt h

• Increase  Evidence  for Existing 
In te rven tion  Em erging Innovations in  
Health

• En h a n ce  In fra s t ru ct u re  t o  Acce le ra t e  
Pa t ie n t -Ce n t e re d  Ou t com e s Re se a rch

• Advance  the  Science  of Dissem ina tion , 
Im plem enta tion , and  Health  
Com m unica tion

• Achieve  Health  Equity
• Acce le ra te  Progress Toward  an  

In tegra ted  Learn ing Health  System

Read m ore  he re .

https://www.pcori.org/about-us/pcoris-new-strategic-plan/pcoris-national-priorities-health?utm_campaign=PCORI%27s%20National%20Priorities%20for%20Health%20&utm_medium=bitly&utm_source=website
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PCORn e t ®, Th e  Na t ion a l Pa t ie n t -Ce n t e re d  
Clin ica l Ne t w ork

• PCORI awarded  infrastructure  deve lopm ent funds in  a  
phased  approached

• The  first phase  of PCORne t was de fined  as a  p la n n in g a n d  
d e s ign  pe riod  to  support the  deve lopm ent of 
in frastructure

• Phase  2 of PCORne t was a  pe riod  of infrastructure  
im p le m e n t a t ion , ca p a cit y b u ild in g, and  t e s t in g through 
dem onstra tion  projects

• In  Phase  3, the  focus will sh ift from  infrastructure  bu ild ing 
to  u t iliza t ion of the  ne twork infrastructure  for pa tien t-
cen te red  re search  of na tiona l scope
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Th e  Ne t w ork  is  Na t ion a l in  Scop e

• PCORne t is a  fede ra ted  ne twork of 
ne tworks represen ting a  la rge  a rray of 
hea lth  ca re  system s, a  range  of ca re  
se ttings, and  a  la rge  segm ent of the  
Am erican  popula tion   

• Participa ting ne tworks have  deve loped  a  
h igh  leve l of trust and  a  shared  
com m itm ent to  pa tien t-cen te red  clin ica l 
re search

• The  bread th  pe rm its PCORne t to  be  a  
va luab le  re source  for la rge , im pactfu l 
stud ie s, na tiona l in  scope , not easily 
im plem ented  withou t p re -existing 
in frastructure

PCORn e t  is  Na t ion a l in  Scop e



9

Th e  Pa t ie n t  is  a t  t h e  Ce n t e r

• A culture  of pa tien t cen te redness 
pe rm eates PCORne t a t eve ry leve l –
through eve ry participa ting ne twork and  
a t a ll stages of the  re search  process 

• The  cu lture  advances PCORI’s core  
m ission  to  transform  clin ica l re search  
throughout the  na tion  by in tegra ting 
pa tien ts as e ssen tia l pa rtne rs 

• Its  in fluence  extends we ll beyond the  
im pact of a  project-by -project approach  

PCORn e t  is  Pa t ie n t -Ce n t r ic
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Da t a  ca n  b e  Lin ke d  t o  t h e  Pa t ie n t

• PCORnet’s Com m on Data  
Mode l is  un ique  in  tha t its  
d istribu ted  structure  pe rm its 
d irect connections to  pa tien ts 
and  providers and  re -access of 
p rim ary da ta  with  appropria te  
p rivacy and  confiden tia lity 
p rotections, consisten t with  
lega l requ irem ents

• The  connectedness is  possib le  
because  of the  estab lished  
trust be tween  participa ting 
ne twork partne rs with in  th is 
federa ted  ne twork 

PCORn e t  Fa cilit a t e s  Con n e ct ion s  t o  Pa t ie n t s
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PCORI Pr io r it izin g Pr in cip le s  fo r  In fra s t ru ct u re  Fu n d in g 
Re la t in g t o  PCORn e t
Pa t ie n t -Ce n t e re d
I. Strengthen  the  cen tra l role  of pa tien t and  ca regiver engagem ent to  p roduce  true  partnersh ip  in  the  fu ll 

research  p rocess
II. Attend  to  and  strengthen  the  d iversity of the  pa tien t popu la tions se rved  and  the  inclusion  of ca re  sites tha t 

se rve  underse rved  popu la tions
Na t ion a l Scop e
III. Recogn ize  and  strengthen  the  un ique  ab ility of PCORnet to  genera te  defin itive  evidence  th rough  stud ies of 

na tional scope ; p rioritize  investm ents tha t strengthen  tha t capability particu larly for stud ies focused  on  PCORI 
Stra tegic Resea rch Priorities

IV. Build  on  the  un ique  capabilitie s of the  PCORnet da ta  structu res, p rioritizing investm ents tha t will a lign  with  the  
PCORI Stra tegic Resea rch Prioritie s

Gove rn a n ce  a n d  Pa r t n e r sh ip s
V. Continue  to  deve lop  the  shared  governance  m ode l which  bu ilds trust am ong participa ting ne tworks and  is 

coup led  with  close  m ilestone-based  m onitoring of PCORI’s in frastructu re  funds. As appropria te , encourage  the  
deve lopm ent of m echan ism s for cost recovery for in frastructure  use  re la ted  to  p rojects supported  by other 
funders

VI. Recogn ize  the  im portance  of op tim um  d istribu tion  of core  coord ina ting functions, with  the  dua l goa ls of 
op tim izing e ffective  ne twork function  and  cap ita lizing on  the  d istribu ted  expertise  and  capabilitie s of th is 
com plex ne twork

VII. Recogn ize , enab le  and  p rom ote  the  va lue  of PCORnet to  con tribu te  to  a  lea rn ing hea lth  ca re  system  th rough  
e ffective  partnersh ips with  a ll stakeholders. Strengthen  the  educa tional resources needed  to  ach ieve  th is goa l

VIII. Recogn ize , enab le  and  op tim ize  the  va lue  of PCORnet for bu ild ing partnersh ips with  Federa l Hea lth  Agencies
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Ph a se  3 Fu n d in g An n ou n ce m e n t s
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PCORI Da t a  Con ve n in gs  

• Iden tify specific stra tegie s to  enhance  the  
PCORne t da ta  in frastructure  tha t would  
a lign  with PCORne t Prioritizing Princip le s 
and  PCORI’s Stra tegic Research  Prioritie s

• Increase  visib ility of PCORne t and  
encourage  a  d ia log with  expe rts who a re  
advancing the  fie ld

• Topics
• Socia l De te rm inants of Hea lth
• Patien t Reported  Outcom es
• CMS Data  Access
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Ch a n ge s  fo r  Ph a se  3

• Maste r Funding Contract
• Single  m aste r fund ing agreem ent with  the  possib ility of m ultip le  Project 

Sta tem ents under it
• Phase  3 CRN project will be  first Project Sta tem ent
• Additiona l in frastructu re  p roject fund ing can  be  added  in  add itiona l Project 

Sta tem ents
• Increased  a tten tion  to  pe rform ance

• Data  qua lity 
• Research  participa tion
• Corresponding Phase  3 m ilestones
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Qu e s t ion s?
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