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Thank You AHIMA!
Thank You Meryl Bloomrosen!

http://journal.ahima.org/2013/09/18/barefoot-and-determined-him-must-tackle-patient-engagement-issues/

http://journal.ahima.org/2013/09/18/barefoot-and-determined-him-must-tackle-patient-engagement-issues/


The Learning Health System (LHS) and 
AHIMA’s Vision

“As the ‘Vision’ section of AHIMA’s website states, 
AHIMA aims to ‘lead the advancement and 
ethical use of quality health information to 
promote health and wellness worldwide.’ In 
many ways, the Learning Health System’s (LHS) 
overarching vision represents what can happen 
when diverse stakeholders connect and harmonize 
efforts at multiple levels to do just that.”



Everyone Will Be a Patient/Caregiver!
A Visit to the Doctor – What Would You 

Really Like to Hear?
• Certain, instant, painless, and free
• How about recommendations informed by the experiences of:

– Every patient?
– Patients like you?



Back to Reality…



The LHS as a Vehicle for Democratizing Health: 
Some Guidance from JAMA, Circa 1906 (and from 

Harvard Business Review, Circa 2014)

6/2014



Our Current “System” is a Non-Learning “System”

• Instead of being available for study, data from patients’ experiences 
reside in silos.

• Instead of being readily available to support decisions, best practice 
knowledge resides in journals where it sits for 17 years before it is 
widely adopted.

• Instead of studies being continuous, “studies” are separated from 
practice.

• Instead of being routine and inexpensive, the studies we do are 
cumbersome and cost-prohibitive.

• Instead of a “safety culture” valuing continuous improvement, we 
have a “blame” culture that hides the events we need to know about 
in order to learn from them.



The State of Today’s Non-Learning 
Non-Health Non-System

From The Mentalist:
• …professionals who prescribe drugs they 

know little about
• to cure diseases they know even less about
• for people they know nothing about…
But that’s just pure fiction, right?



Learning about Drugs and 
Treatments?

Courtesy of Kenneth Mandl
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Learning about Diseases?



Learning about Patients?
Learning from Patients?
Learning for Patients?



A Non-Learning Healthcare Culture…

• Is not healthy?
• Is not caring?
• Is not systemic?
• Is not humane?
• Is not ethical?
• Is not sustainable?



“Unsustainable” – We Can’t Afford NOT to Do This!

“The price of doing the same old 
thing is far higher than the price 
of change.”
– Former President Bill Clinton
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An (Unhealthy) Inconvenient Truth: One Hour…



The Impact of NOT Learning – If Our Healthcare
System Were a Company…

• CEO – We spend way more than our peers and rank next to last on key indicators of being 
“high-functioning” (and we’re comparatively inefficient).

• CFO – We waste 30 cents of every dollar we spend (totaling $750 billion per year – larger 
than all but 18 countries’ GDPs); we hand 10 cents to criminals.

• CIO – We throw away 97% of the experience data needed to address our #2 killer (our #1 
killer would give you a heart attack).

• CKO – We only use “level A” evidence 11% of the time; overall, only 20% of this “knowledge” 
utilized is evidence-based.

• Diversity – Not even close to representative…
• Customer Relations – Over 45% of our customers do not get the service (care) recommended; 

when they do get what is recommended, in certain cases, it works only 20%-30% of the time.
• Safety Officer – We used to believe preventable mistakes killed 98,000 consumers (patients in 

hospitals) per year, but new studies suggest that figure could be as high as 400,000.
• Quality Control – Quality improves at around 2% annually (*2 in 35 years).
• Mail Room – It takes about 17 years; lethally slow, falling 400+ years behind.
• PR – Infant mortality (compare with other nations).
• Human Resources – We have extraordinary people, but difficulty organizing and getting them 

the resources and information they need and desire.
• Child Care – Has a solution…



The Plight in Figures – Global Comparisons



A Health Equity Issue?
A Civil Rights Issue?



Lessons from a Former Lilly CEO

The old industry model of prescribing drugs for a large patient 
population with mixed results is due for a change, said Taurel, who 
served as CEO of Lilly from 1998 until March of this year. Patients are 
too often disappointed with their treatment, he said, and with good 
reason. Efficacy rates of medicines prescribed for some of the most 
common illnesses average around 50 percent.
That means some are more effective than 50 percent, but some are far 
less. Drugs for reducing cholesterol, for instance, work about 80 
percent of the time, Taurel said, while many cancer drugs are only 20 
percent effective.
“There will always be some trial and error in the practice of medicine, 
but certainly we can do better than 50/50.”



How Slow?
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To Err is Human… But Could We do a 
Better Job of Learning from Our Mistakes?



This Situation Really is Criminal…



Conserving (Real-World) Human Experience and 
Democratizing Health: A Patient Activist’s Questions…

“What if your data did not have to die in dusty paper files and 
unconnected electronic silos? What if many private 
institutions, non-profit organizations, research centers, 
government entities and individual patients decided to share 
data? What if we could do this over a span of years creating an 
ever larger data set? That data set could be accessed by the 
many in a timely fashion that will enable both the individual 
and the organization to make informed health decisions.”
– Regina Holliday at the Learning Health System Summit, 2012



Electronically Capturing and Conserving 
Human Experience…

June 10, 2014



The Broader Context…
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“Learning How to Learn”
(and Breaking Down Barriers to Continuous 

Learning…)



The LHS Vision: Ripples of Health and Their Synergistic 
Fusion into Currents of Transformation



A Health System That Can Learn...
• Every patient’s experience is available for study.

• Best practice knowledge is immediately 
available to support decisions.

• Improvement is continuous through ongoing 
study.

• This happens routinely and inexpensively, and 
almost invisibly.

• All of this is part of the culture.





Personal Computing and the 
“Intergalactic Network”, 1962

“… An electronic commons open to all: ‘the main and essential medium of informational 
interaction for governments, institutions, corporations, and individuals.’”

http://www.forbes.com/asap/2000/1127/105_print.html
http://www.internetsociety.org/internet/what-internet/history-internet/brief-history-internet
http://www.techeblog.com/index.php/tech-gadget/internet-history

http://www.forbes.com/asap/2000/1127/105_print.html
http://www.internetsociety.org/internet/what-internet/history-internet/brief-history-internet
http://www.techeblog.com/index.php/tech-gadget/internet-history


Preamble to the LHS Core Values, 2012
• The national-scale, person-centered, continuous and rapid 

learning health system (LHS) will improve the health of 
individuals and populations. The LHS will accomplish this by 
generating information and knowledge from data captured and 
updated over time – as an ongoing and natural by-product of 
contributions by individuals, care delivery systems, public health 
programs, and clinical research – and sharing and disseminating 
what is learned in timely and actionable forms that directly 
enable individuals, clinicians, and public health entities to 
separately and collaboratively make informed health decisions…

• The proximal goal of the LHS is to efficiently and equitably serve 
the learning needs of all participants, as well as the overall 
public good…

• Ultimately recognizing that better health for all is a global 
imperative, the LHS aspires to embrace strategic approaches 
that facilitate harmonization with other nations in pursuit of a 
global system, as well as within the United States.



The LHS Continuous Learning Environment
• Many virtuous cycles ongoing concurrently.
• Study and continuous improvement are the norm.
• Current best practice knowledge routinely 

available to clinicians and patients.
“Learn from every patient”

“17 years to 17 months to 17 weeks to 17 
days to 17 hours”



The LHS as One Reusable 
Infrastructure that Supports…

• Research
– Clinical
– Comparative effectiveness
– Translational

• Public Health
– Surveillance
– Situational awareness

• Quality Improvement
– Health process and outcomes research
– Best practice dissemination

• Consumer Engagement
– Knowledge-driven decision making



How to Learn: “Virtuous Cycles” of 
Study, Learning, and Improvement



How to Learn Routinely: A Single Platform Supporting 
Multiple Simultaneous “Virtuous Cycles”



A Learning System Routinely Enables:

• Pursuit of Best and Safer Care at Lower Cost:
Communities of interest discover what interventions are 
most cost-effective and are supported in implementing 
them.

• Enhanced Public Health: During an epidemic, new 
cases are reported directly from EHRs, the spread of the 
disease is predicted, and clinicians are alerted.

• Consumer Empowerment: Patients facing difficult 
medical decisions discover the experiences of other 
patients like them.





Some LHS Use Cases…



Democratizing (Public) Health: 
Empowering Millions to Participate…





LHS Fever: Words

http://www.iom.edu/
http://www.iom.edu/


Transcending HIE and Meaningful Use – LHS Vision 
Anchored in National Strategic Goals

“The meaningful use space is almost endless in the ways we need to 
use it today, whether for public health, disaster or improving 
populations, but also to create a learning system, one that is able to 
enhance the knowledge base so that nobody gets left behind… By 
2024, we are very hopeful that’s the kind of environment we’re going 
to have.” – National Coordinator Karen DeSalvo, 4/10/2014

http://healthit.hhs.gov/portal/server.pt?open=512&objID=1211&parentname=CommunityPage&parentid=2&mode=2
http://healthit.hhs.gov/portal/server.pt?open=512&objID=1211&parentname=CommunityPage&parentid=2&mode=2


ONC – June, 2014



LHS Fever in Action
• Learning “islands”
• Data federations and networks
• Grant programs



A Grassroots Movement Anchored in the 
LHS Core Values

• Person-Focused
• Privacy
• Inclusiveness
• Transparency
• Accessibility
• Adaptability
• Governance
• Cooperative and Participatory Leadership
• Scientific Integrity
• Value

http://www.LearningHealth.org/

http://www.learninghealth.org/








Brief Overview of the Learning Health Community
• Vision

– The Learning Health Community (“Community”) aims to mobilize and empower 
multiple and diverse stakeholders to collaboratively realize a national-scale (and 
ultimately global), person-centered, continuous and rapid learning health system 
(LHS). The vision for the LHS is embodied in the consensus LHS Core Values dated July 
20, 2012; these Core Values will guide and underpin the development of the LHS.

• Mission and Approach
– The Community’s mission is to galvanize a national grassroots movement in which 

multiple and diverse stakeholders work together to transform healthcare and health 
by collaboratively realizing the LHS vision. It will enable and catalyze positive steps 
toward achieving this vision.

– Members of the Community are bonded together by their shared determination to 
realize the LHS and their common belief in the Core Values that serve to underpin it.

• Initiatives
– Consistent with the emergent characteristics of the LHS itself and the grassroots 

approach of the Community, major steps toward realizing the LHS vision are 
accomplished through self-organizing, multi-stakeholder, collaborative initiatives. 
Each initiative is hosted by a trusted neutral convener.

http://www.LearningHealth.org/

http://www.learninghealth.org/


The Learning Health Community:
Interim Steering Committee Members

• Holt Anderson, North Carolina Healthcare Information and Communications Alliance, Inc.
• Kate Berry, National eHealth Collaborative
• Jeffrey Brown, Harvard Pilgrim Health Care Institute
• Harry Cayton, Professional Standards Authority for Health and Social Care UK
• Charles Friedman, University of Michigan (Interim Chair)
• Claudia Grossmann, Institute of Medicine
• Robert Kolodner, ViTel Net and Open Health Tools
• Rebecca Kush, Clinical Data Interchange Standards Consortium (Ex Officio)
• Allen Lichter, American Society of Clinical Oncology
• Janet Marchibroda, Bipartisan Policy Center
• Frank Rockhold, GlaxoSmithKline
• Joshua Rubin, University of Michigan
• Jonathan Silverstein, NorthShore University HealthSystem
• Richard Tannen, University of Pennsylvania
• James Walker, Siemens Healthcare http://www.LearningHealth.org/

http://www.learninghealth.org/


Example of the CDISC-Convened Essential 
Standards to Enable Learning (ESTEL) Initiative 

• ESTEL charter, “just enough” standardization
– A self-organizing Learning Health Community initiative

• Hosted meetings to date
– Hosts and diverse participants
– 2/2013, 7/2013, 9/2013, and 4/2014 meetings
– Webinars and conference calls

• Some outcomes and work in progress
– Continuous refinement of scope of work
– Collaborative development of use cases
– “Hourglass model” consensus
– Participants, metadata, data model
– Identification of next steps



Launching the NCHICA-Hosted LHS Governance Initiative…



The LHS Cannot be Framed as a Purely 
Technical Challenge

=







The LHS Vision: Potential Far-Reaching 
Transformative Impacts…

• Impacts of the LHS on the health of individuals, communities, and 
populations (and the fiscal health of the system itself)

• Impacts of the infrastructure created – empowering continuous 
learning, improvement, and innovation

• Impacts from the multi-stakeholder collaborative community 
(communities) of interest, social capital, and movement catalyzed

• Impacts of the new cross-disciplinary science of learning 
systems/cyber-social ecosystems in innovatively addressing societal 
challenges beyond the health domain



Let’s Achieve Our Shared LHS 
Vision Together!







“Together We Will!”
“Never doubt that a small group of thoughtful, 
committed citizens can change the world. Indeed, it is 
the only thing that ever has.”
– Margaret Mead



Questions?

Thank You!  

Joshua C. Rubin, JD, MBA, MPH, MPP
rubinjc@umich.edu

mailto:rubinjc@umich.edu

	The Learning Health System: Transforming Health Culture by Empowering Learning from Every Patient for Every Patient
	Slide Number 2
	Preliminary Acknowledgement
	Thank You AHIMA!�Thank You Meryl Bloomrosen!
	The Learning Health System (LHS) and AHIMA’s Vision
	Everyone Will Be a Patient/Caregiver!�A Visit to the Doctor – What Would You Really Like to Hear?
	Back to Reality…
	The LHS as a Vehicle for Democratizing Health: Some Guidance from JAMA, Circa 1906 (and from Harvard Business Review, Circa 2014)
	Our Current “System” is a Non-Learning “System”
	The State of Today’s Non-Learning Non-Health Non-System
	Learning about Drugs and Treatments?
	Learning about Diseases?
	Learning about Patients?�Learning from Patients?�Learning for Patients?
	A Non-Learning Healthcare Culture…
	“Unsustainable” – We Can’t Afford NOT to Do This!
	An (Unhealthy) Inconvenient Truth: One Hour…
	The Impact of NOT Learning – If Our Healthcare System Were a Company…
	The Plight in Figures – Global Comparisons
	A Health Equity Issue?�A Civil Rights Issue?
	Lessons from a Former Lilly CEO
	How Slow?
	To Err is Human… But Could We do a Better Job of Learning from Our Mistakes?
	This Situation Really is Criminal…
	Conserving (Real-World) Human Experience and Democratizing Health: A Patient Activist’s Questions…
	Electronically Capturing and Conserving Human Experience…
	The Broader Context…
	“Learning How to Learn”�(and Breaking Down Barriers to Continuous Learning…)
	The LHS Vision: Ripples of Health and Their Synergistic Fusion into Currents of Transformation
	A Health System That Can Learn...
	Slide Number 30
	Personal Computing and the “Intergalactic Network”, 1962
	Preamble to the LHS Core Values, 2012
	The LHS Continuous Learning Environment
	The LHS as One Reusable Infrastructure that Supports…
	How to Learn: “Virtuous Cycles” of Study, Learning, and Improvement
	How to Learn Routinely: A Single Platform Supporting Multiple Simultaneous “Virtuous Cycles”
	A Learning System Routinely Enables:
	Slide Number 38
	Some LHS Use Cases…
	Democratizing (Public) Health: Empowering Millions to Participate…
	Slide Number 41
	LHS Fever: Words
	Transcending HIE and Meaningful Use – LHS Vision Anchored in National Strategic Goals
	ONC – June, 2014
	LHS Fever in Action
	A Grassroots Movement Anchored in the LHS Core Values
	Slide Number 47
	Slide Number 48
	Slide Number 49
	Brief Overview of the Learning Health Community
	The Learning Health Community:�Interim Steering Committee Members
	Example of the CDISC-Convened Essential Standards to Enable Learning (ESTEL) Initiative 
	Launching the NCHICA-Hosted LHS Governance Initiative…
	The LHS Cannot be Framed as a Purely Technical Challenge
	Slide Number 55
	Slide Number 56
	The LHS Vision: Potential Far-Reaching Transformative Impacts…
	Let’s Achieve Our Shared LHS Vision Together!
	Slide Number 59
	Slide Number 60
	“Together We Will!”
	Slide Number 62

