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Healthier	  Together:	  	  Collabora=ve	  Networks	  of	  
Pa=ents,	  Clinicians	  and	  Researchers	  to	  Transform	  

Chronic	  Illness	  Care	  





Learning	  Healthcare	  System	  
•  PaOents	  and	  providers	  

work	  together	  to	  choose	  
care	  based	  on	  best	  
evidence	  

•  Drive	  discovery	  as	  natural	  
outgrowth	  of	  paOent	  care	  

•  Ensure	  innovaOon,	  
quality,	  safety	  and	  value	  

•  All	  in	  real-‐Ome	  



What	  if….?	  

•  …we	  could	  create	  a	  vastly	  beWer	  chronic	  care	  system	  
by	  harnessing	  inherent	  moOvaOon	  and	  collecOve	  
intelligence	  of	  paOents	  and	  clinicians?	  

	  

•  …	  this	  system	  allowed	  paOents	  and	  physicians	  to	  
share	  informaOon,	  collaborate	  to	  solve	  problems,	  
use	  their	  collecOve	  creaOvity	  and	  experOse	  to	  act	  in	  
ways	  that	  improve	  health?	  	  



Networks	  



Elinor	  Ostrom	  1933-‐2012	  
Economist	  

Nobel	  Laureate	  2009	  Yochai	  Benkler	  
Harvard	  Law	  

Oystein	  Fjeldstad	  
Norwegian	  Business	  School	  
Chair,	  Dept	  of	  Strategy	  

Mar=n	  Nowak	  
Program	  on	  EvoluOonary	  Dynamics	  

Harvard	  

Relevant	  Biologic	  and	  Social	  Science	  
•  Non-‐market/commons-‐based	  producOon	  
•  Actor-‐oriented	  network	  organizaOonal	  architecture	  
•  EvoluOonary	  mechanisms	  of	  cooperaOon	  





%	  of	  paOents	  in	  clinical	  remission	  	  
Crohn’s	  and	  UlceraOve	  ColliOs	  
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Centers	  >75%	  registered	  
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80%	  

89	  GI	  Care	  Centers	  
>25,000	  paOents	  
>	  750	  physicians	  
>40%	  of	  all	  paOents	  with	  IBD	  

Improved	  Outcomes	  in	  a	  Quality	  Improvement	  CollaboraOve	  for	  Pediatric	  
Inflammatory	  Bowel	  Disease.	  Pediatrics.	  2012;129:1030-‐41	  



All	  120	  Ohio	  birth	  
hospitals	  	  
>$36M	  savings	  over	  4	  
years	  
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40%	  decrease	  in	  inter-‐stage	  mortality	  
55	  care	  centers	  
>80%	  of	  	  all	  pa=ents	  

SoluOons	  for	  PaOent	  Safety	  
90	  hospitals	  
>$79,000,000	  saved	  
3,699	  children	  spared	  harm	  



Components	  of	  a	  network-‐based	  Learning	  Health	  
System*	  

1.  Focus	  on	  outcome	  
2.  Build	  community	  
3.  EffecOve	  use	  of	  technology	  
4.  Learning	  system	  

–  System	  science,	  QI,	  qualitaOve	  
research,	  clinical	  research	  

*CollecOve	  creaOvity	  (Swarm	  CreaOvity;	  Peter	  Gloor)	  
	  Lead	  User	  innovaOon	  (DemocraOzing	  InnovaOon;	  Eric	  von	  Hippel)	  
	  New	  economic	  models	  (The	  Wealth	  of	  Networks;	  Yochai	  Benkler)	  
	  Actor-‐oriented	  organizaOonal	  architecture	  (Configuring	  value	  for	  compeOOve	  advantage;	  	  	  	  	  
Charles	  Stabell	  and	  Oystein	  Fjelstad	  



Registry	  
Applica=ons	  

	  EHRs	  
Pa=ent-‐Reported	  Data	  

Biospecimens	  

	  Registry	  
Database	  

Pa=ents	  and	  
Families	  

Clinicians	  

	  
Point	  of	  
Care	  
	  

Learning	  
Engine	  

	  

Standardize	  Care	  Process	  
Reduce	  Variability	  in	  Care	  
Customize	  Care	  to	  Pa=ent	  

Needs	  
	  

Pa=ent	  
Outcomes	  

	  Iden=fy	  Uncertain	  
Management	  
Prac=ces	  

Mul=-‐stakeholder	  
Informed	  Research	  	  

Compara=ve	  
Effec=veness	  
Research	  

Identify 
Gaps in Care 

Improving Outcomes with a Learning Health System  - Health care 
delivery, improvement and research together as part of the same system	  
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	  Registry	  
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Learning	  
Engine	  

	  

Standardize	  Care	  Process	  
Reduce	  Variability	  in	  Care	  
Customize	  Care	  to	  Pa=ent	  

Needs	  
	  

Pa=ent	  
Outcomes	  

Improving Outcomes with a Learning Health System 

Source:	  Marsolo	  et	  al.	  Forthcoming	  



“Data	  in	  once”	  -‐	  Technology	  for	  efficient	  data	  
capture	  

Marsolo	  K,	  Margolis	  PA,	  Forrest	  CB,	  Collep	  RB,	  HuWon	  JJ.	  A	  digital	  architecture	  for	  a	  network-‐based	  learning	  
heath	  system	  –	  integraOng	  chronic	  care	  management,	  quality	  improvement,	  and	  research.	  eGEMS.	  3:2015	  



Data-in-once (at clinical visit) 



An	  “Enhanced”	  Registry	  uses	  data	  for	  clinical	  
care,	  QI	  and	  research	  	  

•  Automated	  chronic	  care	  process	  reports	  
–  Pre-‐visit	  planning	  
–  PopulaOon	  management	  

•  Transparent	  performance	  data	  and	  QI	  Reports	  
•  Data	  quality	  reports	  -‐	  ‘Research	  Grade’	  Data	  
•  Data	  and	  technology	  for	  research	  

– ObservaOonal	  and	  comparaOve	  effecOveness	  
–  Clinical	  trials	  
– N	  of	  1	  
–  Consent	  management	  
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Pa=ents	  and	  
Families	  

Clinicians	  

	  
Point	  of	  Care	  

	  
Learning	  Engine	  

	  



Bianca	  Simmons,	  Age	  20	  
“What	  does	  not	  kill	  you	  makes	  you	  

stronger.”	  

Bianca’s	  Goals	  

o  Keep	  symptoms	  at	  bay	  
o  Be	  a	  leader	  in	  the	  IBD	  community	  

Fore	  D,	  Goldenhar	  LM,	  Seid,	  M,	  Margolis	  PA.	  
Using	  goal-‐directed	  design	  to	  create	  a	  novel	  system	  for	  
improving	  chronic	  illness	  care.	  JMIR.	  2013	  29;2:e43	  



Engagement	  
Being part of the distributed learning health 
system,  
•  to produce information, knowledge, and 

know-how 
•  for improving  

–  personal health and  
–  the health care system 

 
Includes patients, families, clinicians and health 
system leaders 

Seid	  M,	  Margolis	  PA,	  Opipari-‐Arrigan	  L.	  Engagement,	  Peer	  ProducOon,	  and	  the	  
Learning	  Healthcare	  System.	  	  JAMA	  Pediatrics.	  2014;168:201-‐2	  



Awareness	   ParOcipaOon	   ContribuOon	   Ownership	  

Stages	  of	  Engagement	  



Awareness	   ParOcipaOon	   ContribuOon	   Ownership	  

Signs	  Consent	  
	  

Reads	  Loop	  Blog	  
	  

Joins	  ICN	  Exchange	  

Joins	  QI	  Team	  
	  

Becomes	  a	  mentor	  
	  

Joins	  Work	  Group	  
	  

Posts	  to	  Loop	  

Leads	  Teams	  
	  

Organizes	  Events	  
	  

Trains	  mentors	  
	  

Runs	  QI	  projects	  
	  

Creates	  tools	  

Knows	  of	  
ImproveCareNow	  

	  
Understands	  they	  
have	  a	  role	  to	  play	  

100%	   90%	   9%	   1%	  



Advocacy	  
Chair	  

Comms	  
Chair	  

Recruitment	  
Chair	  

Co-‐chairs	  

We have two Co-Chairs, Alex and Bianca, 
who run the council. We then have 3 task 
forces with leads for each task force. 
Everyone is in one of the task forces but 
can work on other task force projects as 
well. 	  

Simplest PAC Involvement 
The PAC has monthly one 
hour calls. The simplest form 
of involvement involves being 
an active member on those 
calls.  





Ostomy	  Toolkit	  Data	  

Clinician	  Perspec=ves	  on	  Center’s	  Level	  of	  
Prepara=on	  for	  Youth	  Undergoing	  Ostomy	  

Surgery	  	  

"Quite	  Poorly"	   "Somewhat	  Poorly"	  

Unsure	   "Somewhat	  Well"	  

0%	  

10%	  

20%	  

30%	  

40%	  

50%	  

60%	  

70%	  

80%	  

90%	  

100%	  

Lack	  of	  
Medical	  
Resources	  

Lack	  of	  
Social	  

Resources	  

Surgical	  
Time	  

Pressure	  

Familial	  
Resistance	  
to	  Talk	  

Clinician-‐Reported	  Barriers	  to	  Pa=ent	  Prepara=on	  

Yes	   No	  

(David,	  Seid,	  Mongiat,	  Jofriet,	  &	  Daly,	  2016)	  



A	  “Commons”	  for	  sharing	  
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mHealth Enabled Personal Engagement 

Mobile 
App 
 
Web App 
 
SMS 

Desktop 

 
•  Scalable, consumer grade 

•  Behavioral design  

•  Engagement & 
collaboration 

•  Symptom observation & 
monitoring 

•  Personalized learning & 
experimentation 

A Personalized Learning System for Improving Patient-Physician Collaboration” 
Harvard Business Review, HBR Blog Network, 2013 Oct.

http://blogs.hbr.org/2013/10/a-personalized-learning-system-for-improving-patient-
physician-collaboration/  



Data used to determine treatment plan 
  4 year old with CF 

  14 day on/off inhaled antibiotic cycles to manage multi drug resistant bacteria  
•  “on” cycles keep cough to a baseline of no cough 
•  “off” cycles increased cough frequency 

 

On inhaled abx 

Off cycle 

Therapy on 

Therapy off 

Symptoms 



An=-‐TNF	  Monotherapy	  vs.	  Combina=on	  Therapy	  with	  Low	  
Dose	  Methotrexate	  in	  Pediatric	  Crohn’s	  disease	  

Pa=ents	  with	  
Moderate-‐
Severe	  Crohn’s	  
Star=ng	  on	  
Biologics	  

R	  

An=-‐TNF	  +	  Low	  
Dose	  MTX	  

An=-‐TNF	  +	  
Placebo	  

Primary	  
•  Maintenance	  of	  

Remission	  
Secondary	  
•  PRO/SX	  
•  An=bodies	  
•  Drug	  levels	  

	  

Data	  Collec=on	  for	  2	  Years	  



Building	  Distributed	  Leadership	  
	  



Steal	  shamelessly,	  share	  
seamlessly	  

31	  

Common	  Purpose	  
Generosity	  and	  ContribuOon	  

Mastery	  	  
ConOnuous	  Improvement	  

Learning	  
Trust	  

Friendship	  
Solidarity	  	  
Respect	  
Hope	  	  

GraOtude	  



What	  we’ve	  learned	  

•  Relentless	  focus	  on	  outcomes	  	  
•  Design	  for	  synergy	  -‐	  meet	  needs	  and	  goals	  of	  all	  
stakeholder	  simultaneously	  	  

•  Increase	  number	  of	  parOcipants	  	  
•  Variety	  of	  ways	  to	  accumulate	  and	  share	  resources	  (a	  
‘commons’)	  

•  Structures	  and	  processes	  make	  it	  easier	  to	  collaborate	  
•  CooperaOve	  behaviors	  emerge	  	  



What	  we	  have	  to	  learn	  

•  Addressing	  shiying	  power	  dynamics	  
•  EducaOon	  for	  co-‐producOon	  
•  Managing	  capacity	  as	  contribuOon	  increases	  
•  How	  to	  lead	  and	  foster	  condiOons	  for	  
cooperaOon	  
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