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“The American health care delivery system is in need of 
fundamental change.  The current care systems cannot 
do the job.  Trying harder will not work.  Changing 
systems of care will.”

“The Institute of Medicine’s Committee on Quality Health Care in America”

Why it is Essential that Consumers are Served Why it is Essential that Consumers are Served 
by a Robust Health Information Infrastructureby a Robust Health Information Infrastructure

Health information for consumers will be a key 
component of that change!



According to the IOM, Consumers are Key to  the Aims According to the IOM, Consumers are Key to  the Aims 
and Rules Necessary for Health System Reformand Rules Necessary for Health System Reform

TEN RULES TO GUIDE 
THE REDESIGN OF CARE

• Continuous Healing 
Relationships

• Evidence Based Decisions
• Customized Care
• Patient as Source of Control
• Shared Knowledge
• Transparency
• Safety as a System Property
• Cooperation Among Clinicians
• Needs are Anticipated
• Waste is Decreased

EFFECTIVE ORGANIZATIONAL SUPPORT
• Invest in Information Technology
• Coordinate Care
• Redesign Care Processes
• Manage Knowledge and Skills
• Develop Effective Multidisciplinary Teams
• Measure and Improve Performance and Outcomes

The key to all this is…The key to all this is…

SIX AIMS FOR 
IMPROVEMENT

• Safe

• Effective

• Patient-Centered

• Timely

• Efficient

• Equitable



Health Consumers are a Diverse Population, Health Consumers are a Diverse Population, 
Each with Different Information NeedsEach with Different Information Needs

Multi-ethnic

communities
Older & chronically ill people

The “worried well”

Women aged 24 to 50

“They are segmented by their desire and 
capacity to seek information, their health 

status, and the course of their illness.”
FACCT



20,000 journals

17,000 new books

6,000,000 references

400,000 new entries

Ready access to reliable information:  there are so many more treatment 
decisions to be made by patients and physicians because of the 

explosion in the development of new scientific knowledge, 
pharmaceuticals and technology!
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“Everybody 
wants 
everything.”

Ready access to trustworthy information: consumers must make more 
health care decisions because of DTC advertising and media coverage 

and 
they have increasing expectations for access to medical care 

interventions and for the outcomes of care.

Direct to Consumer 
Advertising
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““Make an Appointment for Your UltraMake an Appointment for Your Ultra--fast fast 
Electron Beam Tomography Today!”Electron Beam Tomography Today!”

New Challenge:  Internet Direct to Consumer New Challenge:  Internet Direct to Consumer 
Advertising of Medical Devices and Genetic TestsAdvertising of Medical Devices and Genetic Tests

“Would you like to know if you
have the genetic predisposition
to abuse drugs and alcohol?
Does your child have the 
genetic trait that leads to 
disruptive personalities?”

Increasingly the Internet is used to advertise complex and 
expensive health care services and products directly to consumers.



“Misinformation and biased information leads to 
overuse and inappropriate use of drugs.”

• Stories often 
overemphasize
the benefits of drugs

• Many articles don’t
adequately address risks

• Over 2/3 of stories did 
not mention side effects

• Contraindication were 
mentioned in 4% of 
cases; financial ties
of these cases to 
manufacturers were not 
disclosed

There are Serious Concerns with the Quality of 
Information Available for Consumer Decision-Making



Therefore:  consumers should have ready access to evidence-
based information that helps them to make decisions about what 

works and what doesn’t work in health care.



Ready access to actionable information that can help 
prevent errors:  consumers are increasingly attentive to 

the safety and quality of health care delivery.
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Therefore:  consumers should have access to 
information about which hospitals are safest.

CPOE

Hospital 
volume for 
special 
procedures

ICU staffing 
by trained 
Intensivists



$1.4T

Ready access to decisionable information:  
consumers will be increasingly expected to 

make decisions that put their financial “skin 
in the game” as employers struggle with 

escalating health care costs. 

The $ bottom line

Payors
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Therefore:  consumers should  have access to 
information that reliably compares the cost of care and 

the quality of hospitals and physicians.



I still have 
questions, can 
someone help

me to make the 
right decisions 

for ME?

Onlin
e

Live Nurse Chat

In addition:  consumers should  have an information 
infrastructure that supports them in making decisions 

based on reliable and trustworthy data.



Ready access to urgent information:  consumers and public 
health officials require “real time” access to information about

biological and other related threats.
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…in essence, the steams of data coming into health
insurance plans – phone calls to nurse help lines and
doctors’ diagnoses - are sifted by computer programs
to look for disease and symptom patterns sorted by zip code.”

NATIONAL JOURNAL 4/19/03

24-hour
‘nurse line’ 

call in 
anonymized

data

Organized by 
symptoms and
demographics

Timely case 
investigation

Applied 
against 
disease 

surveillance 
analytics

Disseminated to 
public health 
agencies

Therefore:  consumer derived data should be 
available and used to support responsible public 

health analysis and information alerts.



““The Health Care System is Highly Fragmented and Lacks The Health Care System is Highly Fragmented and Lacks 
Even Rudimentary Clinical Information Capabilities.” Even Rudimentary Clinical Information Capabilities.” 

Institute of MedicineInstitute of Medicine

PhysicianPhysician
GroupsGroupsHospitalsHospitals

OtherOther
HealthHealth

Professionals Professionals 
and Support and Support 

TeamsTeams

Health Health 
Plans and Plans and 

PurchasersPurchasers

Patient’s 
condition

Medical Medical 
historyhistory

Comprehensive Comprehensive 
services provided services provided 

elsewhereelsewhere

Complete Complete 
medication medication 

historyhistory

Nursing  Nursing  
Home and Home and 

Home Home 
Health Health 

SettingsSettings

Radiology andRadiology and
laboratory datalaboratory data

If Consumers are to be Well Served by Their Health Care 
Team:  Information Must Flow Across Health Care Settings



This is especially important for older people and those with  
chronic diseases who require coordination of comprehensive 

medical and supportive services!

If Consumers are to be Well Served by Their Health Care 
Team:  Information Must Flow Across Health Care Settings



Why is it that this works for money and not for health care?!

The challenge is to acquire, package, and The challenge is to acquire, package, and 
disseminate data across health care settings disseminate data across health care settings 

as a foundation for health system change.as a foundation for health system change.



If Consumers are to Participate Effectively 
with Their Health Care Team:  They Must Have 
Access to Their Own Health Information

Electronic health records like
this one from FACCT collect,
update and integrate the
conditions,  tests, medications
and interventions that form a
person’s health history.



If Consumers are to Participate Effectively with 
Their Health Care Team:   They Must be Supported 
in Putting Information into Action

Consumers need 
support in taking 
control and using 

health 
information to 

interact 
successfully

with their 
physicians and 

health care team. National Health Council



“The American health care delivery system is in need of 
fundamental change.  The current care systems cannot 
do the job.  Trying harder will not work.  Changing 
systems of care will.”

“The Institute of Medicine’s Committee on Quality Health Care in America”

The Interest of Consumers are Essential to the The Interest of Consumers are Essential to the 
Design of a Robust Health Information InfrastructureDesign of a Robust Health Information Infrastructure

It is time to knock down the barriers that frustrate 
the flow and translation of information and data 
that are necessary for better quality and safer 

medical care decisions and outcomes.


