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Purpose	  of	  the	  PRO	  Core	  

•  The	  PRO	  Core	  was	  established	  to	  help	  researchers	  to	  iden8fy	  
opportuni8es	  for	  collec8on	  and	  assessment	  of	  pa8ent	  reported	  
outcomes	  (PRO)	  within	  Collaboratory	  projects.	  

	  
•  To	  give	  guidance	  to	  researchers	  on	  PRO	  data	  collec8on,	  with	  regards	  to	  
the	  4	  major	  issues	  in	  PRO	  data	  collec8on:	  
•  Addressing	  IT	  infrastructure	  soNware/hardware	  issues	  
•  Choosing	  appropriate	  instruments	  for	  PRO	  data	  collec8on	  	  
•  Defining	  how	  to	  integrate	  their	  research	  and	  collec8on	  in	  the	  care	  
process	  in	  a	  meaningful	  appropriate	  way.	  

•  Preparing	  for	  real-‐8me	  repor8ng/analy8c	  feed,	  as	  well	  as	  sta8s8cal	  
analysis	  of	  PRO	  data	  



Review	  of	  Year	  1	  

1.  Documented	  PRO	  data	  collec2on	  capabili2es	  of	  UH2	  
•  Used	  proposals	  and	  later	  communica8ons	  to	  create	  a	  Use	  Case	  

porSolio	  for	  all	  current	  UH-‐2	  projects	  
•  Included:	  PROs	  measures	  being	  used,	  process	  of	  data	  collec8on	  and	  

likely	  issues	  

2.  Landscape	  summary	  of	  successful	  PRO	  implementa2on	  	  
•  Months	  reviewing	  recent	  literature	  and	  conduc8ng	  formal	  and	  
informal	  interviews	  regarding	  the	  use	  and	  implementa8on	  of	  PROs	  
for	  clinical	  care.	  	  

3.  On-‐site	  Inves2ga2ons	  
•  “On	  the	  ground”	  review	  of	  how	  PRO	  data	  collec8on	  ac8vi8es	  are	  
being	  implemented	  in	  various	  seXngs.	  

•  Focused	  on	  healthcare	  systems/ins8tu8ons	  that	  have	  successfully	  
established	  processes	  for	  rou8ne	  collec8on	  of	  PRO	  data.	  	  



Review	  of	  Year	  1	  

4.  PRO/PROMIS	  Workshop	  
•  Expressed	  need	  for	  Core	  to	  be	  a	  leader	  in	  iden8fying	  knowledge	  
gaps	  PROs	  could	  fill.	  	  

•  Began	  planning	  1	  day	  mee8ng	  workshop	  (~30	  par8cipants)	  
•  The	  inten8on	  of	  the	  workshop	  was	  to	  address	  state	  of	  PRO	  use	  in	  
clinic	  seXngs,	  with	  focus	  on	  PROMIS	  measures.	  

•  Includes:	  
•  Show	  impact	  of	  PRO	  data/implementa8on	  on	  clinical	  outcomes.	  	  
•  Address	  areas	  where	  PROMIS/	  current	  PRO	  instruments	  work	  well/do	  not	  work	  at	  all/

effect	  can	  not	  be	  ascertained	  and	  explain	  why.	  	  
•  Highlight	  best	  methods	  for	  using	  PROs	  in	  clinical	  care/research.	  	  
•  Demonstrate	  superior	  data/analy8cs	  use	  of	  PROs/PROMIS.	  	  



Review	  of	  Year	  1	  

5.  Generalizable	  knowledge	  about	  PROs	  and	  useful	  resource	  links	  
distributed	  via	  the	  HCS	  Collaboratory	  Living	  Textbook	  



Progress	  in	  Year	  2	  

1.  Two	  papers	  in	  progress*	  
•  Ar2cle	  on	  2tled	  “Prac&cal	  Guide	  to	  Ini&a&ng	  and	  Implemen&ng	  Pa&ent	  Reported	  

Outcomes	  Measures”	  	  wriSen	  for	  eGEMs	  special	  issue	  
•  Product	  of	  the	  past	  year	  of	  literature	  review,	  formal	  and	  informal	  interviews,	  and	  on-‐site	  visits.	  
•  Ar8cle	  documents	  real-‐world	  solu8ons	  for	  ePRO	  implementa8on	  from	  strategies	  for	  early	  end-‐

user	  involvement	  to	  understanding	  and	  assessing	  data	  for	  completeness	  and	  consistency.	  
•  Submission	  planned	  for	  August	  27th.	  Reviewed	  by	  the	  C3PC	  Commibee.	  Final	  revisions	  in	  

progress	  

•  White	  paper	  2tled	  “Strategies	  for	  Overcoming	  Barriers	  to	  the	  Implementa&on	  of	  
Pa&ent	  Reported	  Outcomes	  Measures”	  
•  Product	  of	  the	  past	  year	  of	  literature	  review,	  formal	  and	  informal	  interviews,	  and	  on-‐site	  visits.	  
•  Ar8cle	  examines	  barriers	  to	  PRO	  use	  in	  the	  rou8ne	  clinical	  seXng	  from	  the	  clinician,	  

administrator,	  and	  pa8ent	  perspec8ve	  (e.g.	  clogging	  workflow)	  and	  provides	  real-‐world	  
solu8ons.	  	  

*Products	  of	  stated	  deliverables:	  “Current	  Solu8ons	  to	  PRO	  issues”	  and	  “Landscape	  summary	  of	  
barriers	  and	  facilitators	  for	  PRO	  Implementa8on”	  



Progress	  in	  Year	  2	  	  

2.  PROMIS	  Workshop	  
•  Goal:	  to	  iden8fy	  current	  gaps	  in	  knowledge	  regarding	  the	  use	  of	  
PROMIS	  and	  other	  PRO	  tools	  to	  provide	  PRO	  data	  relevant	  for	  
clinical	  care	  as	  well	  as	  for	  compara8ve	  effec8veness	  research.	  

•  Mee8ng	  planned	  for	  early	  January.	  	  
•  Agenda	  proposed	  and	  several	  presenters	  iden8fied	  
•  Scou8ng	  loca8on	  	  

3.  Con2nued	  contribu2ons	  to	  HCS	  Collaboratory	  Living	  Textbook	  
•  Added	  new	  material	  on	  NIH	  Toolbox,	  NeuroQOL,	  and	  PROMIS.	  

•  E.g.	  PROMIS	  APIs	  and	  videos	  

•  Plans	  to	  add	  blog	  posts	  about	  barriers	  and	  facilitators	  to	  PRO	  
implementa8on	  

Products	  of	  stated	  deliverables:	  Generalizable	  knowledge	  about	  PROs	  and	  useful	  resource	  links	  distributed	  via	  
the	  HCS	  Collaboratory	  Living	  Textbook	  



Other	  Ongoing	  Activities	  

•  UH2	  Projects	  
•  Review	  PRO	  Data	  Collec8on	  Capabili8es	  in	  Current	  UH2	  Projects	  
•  Develop	  PRO	  Plans	  in	  collabora8on	  with	  UH2	  Projects	  

•  UH3	  Projects	  
•  Work	  together	  with	  UH3	  projects	  to	  finalize	  plans	  for	  implemen8ng	  
PRO	  data	  collec8on	  in	  the	  studies	  

•  Development	  and	  ini8a8on	  of	  plans	  for	  monitoring	  missing	  PRO	  data	  
•  Develop	  an	  overview	  of	  PRO-‐related	  issues	  recommenda8ons	  

•  Core	  hosts	  monthly	  calls	  and	  monitors	  Issue	  Tracker	  
biweekly	  



Engagement	  with	  UH2	  PIs	  and	  
Expectations	  
•  Con2nues	  to	  offer	  expert	  advice	  and	  technical	  assistance	  	  
•  Including:	  support	  with	  PRO	  implementa8on,	  measure	  selec8on	  
and/or	  development,	  etc.	  

•  Help	  developing	  PRO	  plans	  and	  shoring	  up	  PRO	  data	  collec8on	  
capabili8es	  

•  PRO	  Core	  expecta2ons	  from	  UH2/UH3	  groups	  
•  Foster	  open	  lines	  of	  communica8on	  between	  Core	  and	  project	  
leaders	  

•  Par8cipa8on	  of	  project	  representa8ve	  on	  monthly	  calls	  
•  Contribute	  to	  data	  gathering	  and	  publica8ons	  when	  appropriate	  
(e.g.	  real-‐world	  experiences)	  
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