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Where we are today

Learning What Works Best

IOM Roundtable on Evidence Based Medicine



IOM has clearly articulated the challenge…
Health care under-performs on many dimensions

– high cost

– poor performance, 

– inconsistent delivery of 
evidence based 

– large variations in care 
delivered unrelated to 
outcomes and 
unexplained by burden 
of illness, etc.

– large gaps in evidence 

– long time lags research 

– a chasm in applying 
results to clinical care and 

– a rate of innovation in 
devices, biologics and 
procedures that outpaces 
research on comparative 
effectiveness generally…

– and on what works best 
for a particular individual 
(personalized medicine)



• Called for better information on the comparative 
effectiveness of diagnostic and therapeutic 
interventions

• To date, our methods, tools, investments and 
approaches to this problem have fallen short.

IOM has clearly articulated the challenge…
Health care under-performs on many dimensions



IOM has created the vision
a “Learning Healthcare System”

• Transformed by the availability 
and use of the best evidence for 
the collaborative health care 
choices of patient and provider; 

• The process of discovery as a 
natural outgrowth of patient 
care; to ensure innovation, 
quality, safety, and value in 
health care.



Urgency!

“Rising health care costs represent the 
central fiscal challenge facing the country”

Peter Orzag, Director, CBO



What does a new center on comparative 
effectiveness require in the way of 

information networks?
• Success may be dependent on our ability to change 
our standard approaches to information collection 
and use.  

1. Clearly define the ultimate goal

2. Be open to reset our definitions and 
assumptions about health data and research 
approaches

3. Articulate new, broadly accepted working 
principles based on 21st century information 
paradigms

4. Develop an information policy framework that 
broadly addresses public hopes and concerns



1.  Clearly define the ultimate goal

Whose actions are you trying to impact with 
the information? 



Lets be clear about the goal

• Too often we let discussions about IT, data, 
standards, methods obscure our focus on the goal. 

• Comparative effectiveness research is a tool

• Its ability to have impact on costs and outcomes 
depends on how it is used.

• Decision-makers should be more defined broadly than 
referring to those who need to develop guidelines or 
those who design benefits



The goal
• Real transformation occurs when very clinical 
encounter is an opportunity to provide the right care 
to the right patient

A learning healthcare system is transformed by the availability and 
use of the best evidence for the collaborative health care choices of 
patient and provider

• A comprehensive approach to effectiveness research 
is inherently challenging today because of the lack of 
controlled environment for assessing therapeutic 
options and the heterogeneity of patient 
characteristics (never, always and “truth”)

• This almost by definition requires thinking in terms of 
connectivity and networks rather than databases



























2.  An effort to address capacity for 
clinical and comparative effectiveness 
research should be open to reset our 
definitions and assumptions about 
health data and research approaches



Kenneth Buetow, 
National Cancer Institute

• The current world of biomedicine is best  
characterized as information “islands”

• Information dissemination uses methods 
recognizable to Gutenberg

Presentation to AHIC July 29, 2008 

http://www.hhs.gov/healthit/documents/m20080729/06c_buetow_files/800x600/sli
de5.html



Albert Einstein said, “Insanity is doing the 
same thing over and over again and 

expecting different results” ...



The Way We Do it Today

• Most of the effort in trying to collect, clean and then “silo”
data from a decentralized and fragmented system.

• Places a huge burden on data “providers” to submit the 
(same) information repeatedly to different repositories

• Creates separate repositories for each specific purpose at 
great cost in money and time

• Poorly adaptable and therefore “success” is elusive

• Creates privacy and security vulnerabilities

• Lacks connectivity, feedback, and broad USE for better 
decision-making

• Does not include the consumer (and often not the 
provider) as a key and active participant



Its not just about data

• An explosion of data

• 450,000 peer-reviewed medical journal articles 
are published each year.  David Adams, “Information Overload”, December 
8, 2005 – Available at http://www.smh.com.au/articles/2005/12/06/1133829599706.html

• But, we have slow and uneven distribution of 
innovation and information



Where has the typical gap between 
clinical research and care delivery 
been most successfully overcome?

• Childhood cancer is an often used example of an area where 
the silos of clinical care and clinical research have been 
“connected”

• The result has been dramatic improvement in survival over 
the last 20-30 years

• Clinicians and researchers are part of a unique community 
that has been able to utilize clinical data continuously to 
evaluate outcomes to improve protocols and treatments

• This was not accomplished because of a special network or 
early EHR adoption



A networked society has already 
begun to change traditional research 

paradigms



“We believe that the Internet can 
democratize patient data and accelerate 

research like never before”

“PatientsLikeMe was built to… accelerate the transfer of knowledge 
about what works and what does not. Today, PatientsLikeMe has data 
on the progression and history of more than 1600 ALS patients - twice 
the number in the largest ALS trial in history. Even before the trial 
results were published, 50 patients worldwide who had elected to start 
taking lithium, in collaboration with their doctors, have been tracking 
their progression and blood levels on PatientslikeMe. This is more than 
twice the number of patients participating in the trial itself! We have 
data on historical forced vital capacity, the ALS Functional Rating scale, 
and a full symptom battery for most of the patients who have started, 
as well as for all the other non-lithium users in our system.”

(from http://blog.patientslikeme.com/)





“the first real-time, real-world, open 
and non-blinded, patient-driven trial”.



3.  Articulate new, broadly accepted 
working principles based on 21st

century information paradigms



The 21st century Health care environment

• Increasingly distributed needs for sharing and 
accessing  information about what works best

• Increasingly sophisticated “nodes” capable of analytics

• Seeing research as occurring in a connected 
environment, not a database (“connecting silos into a 
community)

• Clinicians as researchers and researchers as clinicians

• Embracing consumers as key producers, users and 
potentially managers of clinical data and partners in 
the research process

• A networked and distributed approach to information 
sharing and evidence creation 

• Tolerance for incremental progress





Syndromic.org



DiSTRIBuTE for Flu Surveillance
http://www.syndromic.org

• Uses summarized counts of influenza-like-illness (ILI) syndrome 
reported by age group from existing syndromic surveillance systems.  

• The data is visualized and used to provide public health practitioners 
with age-specific weekly trends in influenza morbidity. 

• The DiSTRIBuTE approach changes the traditional surveillance paradigm 
from central data collection and analysis to one of distributed data 
collection and analysis with central monitoring of summary information.  

• By limiting the data request to the information that is truly the minimum 
required (summarized counts), the system has retained the ability to 
demonstrate meaningful flu trending data quickly and cost effectively. 
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DiSTRIBuTE Visualizations - Week 2008-21 (ending Saturday, May 24, 2008)

Surface plots depict relative increase in ED syndrome visits as observed / baseline by jurisdiction and age.

TERSscale

Relative increase (observed/linear-baseline).
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Results from the 2007/2008 
Influenza Season

• During 2007/08 season, over 300,000 encounters were 
reported per week from eight participating sites in the 
DiSTRIBuTE network- a number equivalent to the weekly 
total collected from all sites in the current national manual 
reporting system.

• By limiting the data request to the information that is truly 
the minimum required (summarized counts), the system 
has retained the ability to demonstrate meaningful flu 
trending quickly and cost effectively. 



What are the network requirements?

Motive, standards, methods and 
rules—that’s how you get leverage 

4.   An information policy



Americans recognize the “upside”…
and the “downside”…

• Significant concern about privacy and security

– 85% say protecting confidentiality absolutely essential
– FACCT survey: 91% “very concerned” (barrier for 1/4)
– Strong desire to “control” who sees health information

• Fear of misuses

– 52% believe employer uses medical info to affect 
personnel or insurance benefits (CHCF Survey 2005)

– 85% believe if genetic test results known to insurers, 
would refuse policies or charge more (Genetics and Public Policy Center Survey 2007)

• Three-quarters of Americans are willing to share their personal 
information to help public officials look for disease outbreaks and 
research ways to improve the quality of health care if they have
safeguards to protect their identity (Markle Survey 2006).



Connecting for Health…A Public Private 
Collaborative

• Convened and operated by the Markle Foundation since 2002, 
additional support from the RWJF

• Brings together private, public, and not-for-profit groups 

• Works to accelerate the development of a health information-
sharing environment to improve the quality and cost 
effectiveness of health care while protecting privacy

• Our approach is rooted in looking at technical AND policy issues 
together!

• http://www.connectingforhealth.org



Connecting for Health

• Connecting Professionals: Common Framework for 
Health Information Exchange (released April 2006)

• Connecting Consumers: Common Framework for 
Networked Personal Health Information (full compendium 
to be released 2nd quarter 2008)

• Connecting All Health Decision Makers: Current 
work…how can the Common Framework support the 
nation's goals of improving the health of entire 
populations?

– Bolstering research capabilities and enabling clinical 
practice to fully participate in and make use of scientific 
evidence

– Increasing the effectiveness of our public health system

– Empowering consumers and professionals with information 
about cost, quality, and outcomes



Connecting for Health 

Common Framework

�Core Privacy Principles

�Sound Network Design

�Accountability and Oversight

Connecting for Health 
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RESULTRESULT

Our Approach
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Architecture for Privacy in a Networked Health 
Information Environment

1. Openness and Transparency

2. Purpose Specification and Minimization

3. Collection Limitation

4. Use Limitation

5. Individual Participation and Control

6. Data Integrity and Quality

7. Security Safeguards and Controls

8. Accountability and Oversight

9. Remedies







Endorsers of the First Detailed, Consensus-Based 

Framework for Networking Personal Health Records 



Last year we worked on a set of 
consensus based “First Principles for 

Population Health”

www.connectingforhealth.org

Response to an AHRQ RFI on a National 
Data Stewardship Entity



1. Designed for Decisions 
A 21st century health information 
environment will focus on improving 
the decision-making ability of the 
many actors in the health sector.



2.  Designed for Many
A 21st century health information 
environment should empower a rich variety 
of users.



3.  Shaped by Public Policy Goals and Values

4.  Boldly Led, Broadly Implemented 

A 21st century health information environment 
should achieve society’s goals and values –
e.g.:  improve the health, safety, and efficiency; reduce 
threats to public health, etc. 

A 21st century health information environment should be guided both by 
bold leadership and strong user participation. The network’s value expands 
dramatically with the number of needs it can meet and the number of participants it 
can satisfy. 



5.  Possible, Responsive and Effective

6.  Distributed but Coordinated 
and Queriable 

A 21st century health information environment 

should grow through realistic steps.

A 21st century health information environment 
should be comprised of a large network of 
distributed data sources.



7.  Trusted through Safeguards and Transparency

8.  Layers of Protection

9.  Accountability and Enforcement of Good 
Network Citizenship

A 21st century health information environment 
should earn and keep the trust of the public 
through policies that provide safeguards and 
transparency.

A 21st century health information environment should 
protect patient confidentiality by emphasizing the easy 
movement of queries and responses, rather than of raw 
data.

A 21st century health information environment should encourage and 
enforce good network citizenship by all participants.



www.connectingforhealth.org


