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Abstract: Consumer health information is im-
portant in two respects. It helps individuals
improve their own health and creates pressure on
the healthcare system to produce higher quality
care. Initiatives to strengthen consumer health
information services are underway in many
public and private-sector organizations nation-
wide. This paper describes some trends in the
field and opportunities to spur further progress
nationally and at the community level over the
next few years.

Throughout the history of American
medicine until the late 1990s, public access
to medical information was very limited.
Detailed information about diseases, treat-
ments, and drugs lay almost entirely in the
province of clinicians and medical librar-
ies. That longstanding paradigm is under-
going a major transformation. Americans
are gaining access to vast amounts of
health information and are being urged to
use it proactively to improve their care.
Prescription drugs are now heavily adver-
tised on television." News media carry
frequent reports about advances in bio-
medical technology. Experts warn of wide-
spread errors in medical treatment. Most
Americans now have access to the Internet,
and millions are using it to get information
from thousands of health-related Web
sites.” With consumer out-of-pocket costs
rising and chronic diseases becoming more
prevalent, the public’s appetite for health
information will undoubtedly increase.

Given these trends, it is timely to assess
how well information services are meeting
consumer needs. Are people getting the
information they need when they need it
from sources they trust? Currently, many
“information seekers” are frustrated by
information overload and confused about
whether or not the information they find is
relevant, complete, and credible. Many

people who are not now “information seek-
ers” are deterred from getting and using the
information they need by barriers to access,
such as lack of information that is compre-
hensible and well-targeted to address their
personal concerns.

Developing new information strategies
to address these problems is vitally impor-
tant to achieving national goals for better
health, quality of care, and quality of life. The
recent Institute of Medicine report Crossing
the Quality Chasm calls for action to address
widespread failures of the healthcare system
to give individuals the information they
want and need. For example, people with
chronic diseases are at high risk of develop-
ing serious and costly complications if they
are not well informed about how to manage
their conditions on a daily basis. Treatment
of chronic conditions and associated compli-
cations now accounts for the majority of
healthcare costs nationally.’ The federal re-
port Healthy People 2010 underscores the
urgency of developing better health commu-
nications. It sets as a national goal to “use
information strategically to improve health
outcomes.”* National strategies to strengthen
consumer information services need to be a
key element of national efforts to improve
health status.

PROGRESS IN THE FIELD

Recent experience and research in the
field are helping to clarify consumer needs
and preferences concerning health informa-
tion services. For example, many consumers
want advice in addition to having reliable
information about their options when they
make important health decisions. Ideally,
services should help users connect to trusted
advisors (e.g., physicians, voluntary health
agencies, and individuals coping with simi-
lar problems) as well as providing informa-
tion that is well tailored to individual




circumstances. Appendix 1 outlines some
attributes of health information services that
experts suggest are highly desirable to meet
consumer needs.’

To many consumers, the concept of
having better information and assistance in
choosing among health plans, providers,
and treatments is foreign. Researchers who
convened 22 consumer focus groups to
examine the concept concluded that hav-
ing such decision support would be for
many consumers “something they will not
know they have been missing until it ar-
rives.”®

Because the concept is so new, expect-
ing consumers to seek and use health
information proactively requires that more
groundwork be laid with the public to
explain what information is important to
consider, where to find it, how to get assis-
tance in understanding and interpreting it,
and how it will benefit them directly in
their lives.”

Some public education efforts of this
type are occurring. The recent federal cam-
paign to inform the public about the “1-800
Medicare” information line is an excellent
example from the public sector. Another
example is the ongoing National Diabetes
Education Program launched by the Centers
for Disease Control and Prevention (CDC)
and the National Institutes of Health (NIH)
in 1997. It involves 200 collaborating organi-
zations nationwide.® Similarly, the National
Health Council is coordinating a public
education campaign with its member vol-
untary health agencies promoting the mes-
sage, “It's your health. You call the shots.”
The campaign materials give people practi-
cal advice about how to communicate better
with providers. Direct-to-consumer adver-
tising for prescription drugs is a prime ex-
ample of how effectively promotional cam-
paigns can motivate consumers to take ac-

tion when the campaigns are well targeted,
multi-dimensional, and sustained.’

Many public and private-sector organi-
zations (e.g., insurers, provider organiza-
tions, consumer groups, foundations, and
public sector agencies) are sponsoring major
initiatives to strengthen consumer health
information services. For example, some
insurers and provider organizations now
offer consumer-focused Web sites, preven-
tive care and disease management outreach
programs, and peer support programs for
patients and caregivers in their target popu-
lations. Some of the new peer support pro-
grams include meetings in person or online,
introducing patients to “buddies” who have
similar medical experiences, chat rooms,
bulletin boards, customized Web sites with
online tutorials and links to other relevant
Web sites, referral information to local re-
sources, e-mail access to experts and peers,
and computerized care management support
tools. Some purchasers give their beneficia-
ries self-care handbooks (such as those from
Healthwise, Inc.) that are linked to Web sites
for more in-depth information."

To help purchasers and consumers
choose among competing health mainte-
nance organizations (HMOs), the National
Committee on Quality Assurance (NCQA)
accredits HMOs and offers annual health
plan report cards." NCQA, the Foundation
for Accountability (FACCT), Medicare, the
California HealthCare Foundation, Pacific
Business Group on Health, and others are
experimenting with reports and online tools
to help consumers interpret qualitative infor-
mation about HMOs and, in some instances,
providers (e.g., hospitals, nursing homes,
and physician groups). This brief sampling
of consumer information initiatives could be
multiplied many-fold.

Nonetheless, there are important devel-
opment priorities nationally that various




public and private-sector organizations
cannot be expected to address individu-
ally. Either they lack the resources or can-
not justify the investments based on their
organizational missions and financial in-
terests. To address these priorities, addi-
tional strategies are needed that can be
shaped and funded collaboratively with
the organizations that provide consumer
information services.

NATIONAL STRATEGIES

Several strategies stand out as signifi-
cant and promising opportunities to spur
progress over the next few years. They
involve initiatives to (a) facilitate public
access to excellent information resources
that are responsive to individual needs, (b)
engage physicians in guiding patients to
appropriate information tools, (c) give
consumers better information to help them
select physicians and other providers, and
(d) combine innovative information strate-
gies in community experiments designed
to achieve targeted health outcomes.

Strategy 1: Facilitate public access to
excellent health information resources
that are responsive to individual needs

Consumers and providers nationwide
could benefit greatly from having easy ac-
cess to a resource base of credible, effective
consumer health information in the public
domain. It would give consumers the choice
of a consistently reliable starting place to
tind information on a wide variety of health
topics for themselves, family members, and
others, regardless of their physician rela-
tionships or insurance coverage. It would
give clinicians a simple means of prescrib-
ing free patient tutorials, decision support
information, and self-management tools
that have proven to be effective. Health
organizations could link to this national

resource base and draw useful information
from it into their own branded Web sites.
The resource base would be, in essence, a
national “information utility” serving the
public and the healthcare community."

The National Library of Medicine
(NLM) is a natural candidate to manage
such a resource base. NLM is the largest
medical library in the world and is an inte-
gral part of the National Institutes of Health
(NIH). Part of NLM’s mission is to translate
advances in biomedical knowledge to the
public and clinicians. Having NLM orga-
nize consumer health information resources
for online access by the public fits well with
that translation agenda. NLM has already
assembled and licensed a variety of high-
quality consumer-focused health informa-
tion resources, now available through its
MEDLINEplus Web site (www.medlineplus.
gov). The site is popular, drawing approxi-
mately 6 million users and 60 million page
hits in 2001, although it is not yet well
known to the public or even among health-
care professionals. User survey results indi-
cate high levels of satisfaction, and Con-
sumer Reports recently deemed the site the
best place for consumers to start Web
searches on medical information."

The envisioned national resource base
would provide in-depth information on
hundreds of medical conditions and in-
clude a wide array of materials to meet the
needs of diverse populations. The informa-
tion retrieval system would incorporate
expert systems to provide quick access to
information that is well tailored to individ-
ual user needs. The information would be
continuously updated to reflect advances in
medical knowledge and the site would be
continuously refined as new information
technology and communication methods
evolve. For example, a video library could
be developed with on-demand access pro-
vided through broadband technology. To
promote widespread use of the resources, a




public education campaign would be re-
quired to inform the public about the re-
source base, explain how to access it, and
promote the benefits of doing so.

Although few Americans over age 60
use the Internet yet, it would be a mistake to
underestimate their potential use of a so-
phisticated, online information resource
base in the public domain. About 52% of
individuals aged 50 to 55 already go online.
The Pew Internet and American Life Project
forecasts a “silver tsunami” of Internet use
by this age cohort as they retire."* Research
has shown that underserved populations,
including elderly and low-income popula-
tions, are very interested in and can benefit
from using technology such as the Internet
to address their health concerns.” For exam-
ple, the Comprehensive Health Enhance-
ment Support System (CHESS)—which
gives people access to customized Web sites
and online connectivity to experts and
peers—has been used successfully by el-
derly and low-income people to help them
cope with various conditions (e.g., diabetes,
breast cancer, and Alzheimer’s disease).'®
Public libraries, schools, and other commu-
nity facilities can serve as points of access
for individuals who do not have computers
at home or at work."”

A critical component of improving
public access to health information is to
develop new resources in languages other
than English and in media other than print
text. Meeting the health information needs
of diverse populations goes to the heart of
public policy goals for reducing health dis-
parities. Many people who are at high risk
of health problems are not highly literate in
English. Some of the newer educational
resources now available on the Web hint at
the potential to reach these populations.
Newer tutorials target specific subpopula-
tions; combine print, audio, and video com-
munication modes; and incorporate user-
friendly features, such as choice of subtopics

as well as control over the pace and order of
viewing them. One example is a set of video
clips on breast cancer topics by and for
women who are deaf. It features women
signing to one another (their principal lan-
guage) as well as voice and print subtitles. In
addition to being on a Web site, the video
has been aired on television more than once
because of its usefulness to the population
served."® Many more people are likely to
use health information when they can ac-
cess it on-demand through new media (e.g.,
archived video clips and web-casts) featur-
ing people of their own ethnicity discussing
their specific health concerns in their own
languages.

Development of such resources could
be accelerated through increased funding
and collaboration among organizations
with shared interests. If one or more gov-
ernment entities, foundations, or other
sponsors spearheaded the effort, it is likely
that they could leverage support from med-
ical specialty associations, pharmacy benefit
managers, purchasers, disease management
companies, pharmaceutical sponsors, vol-
untary health agencies and others to de-
velop a broad-based set of resources. All of
these organizations could contribute to
funding population needs assessments,
creation of resources, promotional efforts
and evaluation of their effectiveness. The
NLM could integrate the various types of
communication media and tools developed
in various languages into its information
retrieval system.

Strategy 2: Engage physicians in guid-
ing patients to appropriate information
tools

One of the best ways to encourage con-
sumers to use health information more pro-
actively, and to assure that it is relevant and
of high quality, is to engage their physicians
in supporting the effort. Recent survey




results show that more than 70% of consum-
ers have a high degree of trust in their phy-
sicians." Physicians are therefore extremely
well positioned to help patients and care-
givers interpret health information and
steer them to appropriate sources of infor-
mation to help them understand and cope
with their conditions, make more informed
choices about treatment, and improve their
self-care. However, many consumers report
that their physicians do not provide them
with adequate information, and physicians
reportedly make very limited use of new
information technologies that could be
tapped to help educate and support their
patients.”’ Patients often leave physician
offices with only the memory of what they
were told, possibly a prescription, and,
sometimes, written instructions or a bro-
chure about their condition.

Given how influential physicians are
in affecting patient behavior, enlisting
their support in referring patients to ad-
ditional sources of information is extreme-
ly important. It would be useful for na-
tional physician organizations to take the
lead in this area. Research and experimen-
tation are needed to identify system
changes that would lead physicians to
refer patients to information resources.
Physicians and their staffs need to be in-
formed about available resources, confi-
dent about their usefulness, and able to
make referrals easily. Physicians currently
face some of the same difficulties that pa-
tients do in dealing with the proliferation
of consumer health Web sites and evaluat-
ing content quality. One useful national
initiative to help overcome this obstacle in
the short term would be to educate physi-
cians about www.medlineplus.gov. Ideally,
physicians will soon have automated sup-
port systems for prescribing relevant infor
mation to patients as part of their normal
practices (such as giving physicians who
access drug information through hand-
held devices prompts suggesting Web site

locations to prescribe for their patients).
Research is also needed to examine how
market forces and financial incentives can
be structured to support physicians” guid-
ing their patients to appropriate informa-
tion sources and encouraging their use.

Strategy 3: Develop better information to
help consumers select physicians and
other providers

Consumers need more qualitative in-
formation on physicians and other provid-
ers in order to make well-informed choices
and to help fuel providers’ efforts to im-
prove quality of care. At present, most con-
sumers have difficulty finding reliable data
regarding even disciplinary actions taken
against individual providers at state levels,
much less data on measures of clinical prac-
tice or patient satisfaction.

As we are seeing in the education field,
building robust performance measurement
systems is controversial and difficult to do
well. In the health field, such systems need
to use significant, defensible measures that
consumers and physicians find useful. One
innovative model is the Provider Recogni-
tion Program developed by the American
Diabetes Association (ADA). Physicians
who want to participate submit medical
records documenting how they treat pa-
tients with diabetes. The physicians who
meet program standards receive certificates
for display in their offices and their names
are promoted by the ADA through its Web
site to consumers who seek guidance in
provider selection. The standards are based
on clinical performance measures that were
developed by experts as part of a collabora-
tive project known as the Diabetes Quality
Improvement Program that is sponsored by
the Centers for Medicare and Medicaid
Services, ADA, FACCT, NCQA, the Amer-
ican Academy of Physicians, the American
College of Physicians-American Society of




Internal Medicine, and the Veterans Ad-
ministration.?!

Developing better information on
physicians and other providers is a major
undertaking, similar to the undertaking by
NCQA and others to build the HMO ac-
creditation system and comparative re-
ports on HMO performance over the past
decade. The effort will require similar
support from major purchasers, insurers
and physician leaders to develop mea-
sures, standardize and aggregate data, and
overcome fears and opposition. Medicare
could play an important role along with
other purchasers in promoting system
development. In addition to its very large
database of provider claims, the program
has a large population of beneficiaries who
could offer valuable feedback on their
treatment experiences. Medicare is already
offering comparative data on HMOs, nurs-
ing homes, and renal dialysis centers.

Many industry leaders now view con-
sumer access to data on physicians and
other providers as a necessary corollary to
expecting consumers to take more personal
and financial responsibility for decisions
about their care. New communication and
information system technology are begin-
ning to make data aggregation and analysis
more feasible and cost effective than in the
past. Creative efforts by leaders from the
public and private sector are needed to steer
progress in this direction.

Strategy 4: Combine innovative infor-
mation strategies in community experi-
ments designed to achieve targeted
health outcomes

Many new information services have
been developed in separate organizational
silos, and some of the new approaches that
have been developed collaboratively at the
national level have not been well funded

for implementation and evaluation at local
levels. The idea of investing more in com-
munity experiments is that, by fostering
collaboration among local organizations to
address specific community health prob-
lems, we may reach a “tipping point” in
terms of achieving greater impact on con-
sumer empowerment and quality improve-
ment in areas of concern than has previ-
ously been possible.”? Well-designed experi-
ments at the local level can yield invaluable
insights about information resources and
communication methods that would be
useful to many organizations across the
nation that work with similar target popu-
lations and health issues.

Local leadership and collaboration are
critical to designing solutions to community
health problems. Local solutions may entail
new combinations of communication tech-
niques, health promotion strategies, na-
tional and local information resources, and
quality improvement tools developed in the
public and private sectors. They may in-
volve new information flows among local
organizations. Availability of more funding
for experimentation could spark productive
new collaborations, for example, among
healthcare providers, consumer organiza-
tions, local businesses, government agen-
cies, and television and radio channels.

At the federal level, sponsors for such
experiments could include CDC, NIH, the
Agency for Healthcare Research and Quality,
and the Centers for Medicare and Medicaid
Services. Any of these entities could support
projects or co-sponsor them on the model of
the National Diabetes Education Program.
From the private sector, foundations could
provide invaluable leadership and funding
in this area. Drug companies and insurers,
which have expertise in communications and
large investments in consumer and physician
relations, might also be persuaded to partner
in such experiments. The experiments could
be focused on high-risk populations and




health problems identified in Healthy People
2010 as critical targets for improvement.

FEASIBILITY AND FUNDING

Although funding constraints loom as
potential obstacles to implementing major
new national initiatives, each of the strate-
gies described can be approached through
modest initial investments in feasibility
testing and “proof of concept” demonstra-
tions. Decisions about major investments
can be reserved until more is known from
detailed needs assessments and pilot tests.
The strategies outlined—improving public
access to excellent information resources,
supporting physicians in prescribing infor-
mation, giving consumers better data on
physicians and other providers, and com-
bining health information strategies in
community-based experiments—all build
on recent advances in the field and address
important development priorities to im-
prove health and health care. Because the
strategies are complementary and support-
ive to organizations that are involved in the
field, pursuing the strategies in tandem and
collaboratively is desirable. They offer a rich
opportunity to advance effective uses of
consumer health information nationwide.
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Appendix 1
Desirable Attributes of Consumer Health Information Services

Encourage individuals to be proactive in managing their health care and help
them locate relevant information and assistance.

Feature practical advice on how to navigate the healthcare system.
Answer the questions people have when their information needs arise.

Accommodate differing communication needs and norms (for example, not just
English text).

Address health and coping issues that individuals and their families face in
various phases of their lives—including independent living, long-term care, and
end-of-life.

Give consumers access to their medical records anytime from anywhere and
ability to authorize access by others.

Promote information sharing among individuals, clinicians, families, and
caretakers.

Offer easily accessible and understandable information from sources people
trust.

Promote access to experts who can help consumers understand their choices and
interpret the relevance of information to their concerns.

Consider values and preferences (for example, acceptability of side effects) as
well as evidence of clinical effectiveness in presenting information about
alternatives.

Include expert systems that will customize consumer risk profiles, preventive
care alerts, and information about treatment options to account for individual
factors such as genetic predisposition and medical history.

Offer standardized performance data to help consumers select providers and
plans.

Design information services based on detailed needs assessments for targeted
subpopulations and address obstacles to access (for example, computer access
and training).

Evaluate and refine the services systematically to meet defined objectives.
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