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Unmet Medical Needs

Sounds good

+RZHY HU «

The mission and mantra of the

pharmaceutical industry is to address
"XQPHW PHGLFDO QHHGV u D
that represents the best and highest
aspirations of drug developers.

Despite decades of time and many

billions of $$ of investments in basic and
applied research, tech development and
changes in management and

organizational structures, it still takes 10- 15
years and $500 million to $2 billion to
develop a new drug.
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CHAPTER

Online Health Information Retrieval
by Consumers and the Challenge of
Personal Genomics

Mark S. Boguski

——
INTRODUCTION

In an age of personalized medicine; nothing represents the
zeitgelst more than individual consumers using the Internet
ard Wordd Wide Web to seek medical and health information.
According to surveys by the Jupiter organization and Harrig
Interactive, 71% of people who use the Interner also used it to
seek health information tn 2007, and this percentage, which rep-
resents an estimated 160 million people in the United States, had
inereased by 37% since 2005 (Ancaymous, 2007k; Levy, 2007).
Consumers perform health informaton search (HIS) and
retrieval (HIR) for themselves as well as for friends and family.
Studies have shown that maost of these consumers do not later
discuss the information with a health-care provider and thar,
for many people, the Internet may be the primary or even sale
source of health information, (Fox and Fallows, 2003). Seveney
percent of people who obtain health informaton online say that

it has influenced a decision about their treatment.

Clearly, 1t is importane for health care professionals o
understand how their patients find hea
patfalls associated with this activiny. Indeed, given the challenges
that consumers face in obtaining quality health care information
from Internet sources, health-care providers will inereasingly be

nformation and the

in a position where they have to act as reviewers of information

e antdl Pervonalized ol set
& Cringbug

and as educators of patients who bring this information to their
attention.

CHARACTERISTICS OF CONSUMER
SEARCHES FOR HEALTH
INFORMATION

A 2007 study by the Pew Internet & American Life Project
(Fox, 2006) showed thae the top 10 reasons American aduls
search online for health information are:

a specific disease or medical condinon;

a particular medical treatment or procedure;
dier, nutrition and supplements;

exercise or flines;

prescription and non-preseription drugs;

a particular doctor or hospital;

alternative medicing or treatinents;

health insurance;

mental health isues and

envirommental health hazards.

Zeng and Tse (Zeng and Tse, 2006} reparted thar, in per-
forming searches, consumers use query terms thae consist of

Copyrighe & 2005, Marle 5. Boguls
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Participatory Medicine

71, enabled, etc.
WR RI WKH P-pavdiie:Hh@W "H

DQ KHOS XV KHDO KHDOWKHF

ate Dr. Tom Ferguson in 2007
most famous e-patient today is
Dave de Bronkhart
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LAUGH, SING,
AND EAT
KE A PIG

“e-Patient Dave"

&Eronkart

W an empowere: dp( lh tStg !V
(an d what healthcare can learn from t)

Introductory essays by Dr. Danny Sands, Paul F. Levy, and Matthew Hoit

‘In my list of greatest

personal reads”
— James B. Corm-v Institute for Healthcare Improvement
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If You're Reading This, You May Be a "Slack-jawed
Yokel"

By. Michele R. Berman, MD | December 02, 2010

Dan 2lds from Beaverton, Oregon characterized those of us who are
interested in popular culture as “slack-jawed yakels®™ in a recent interview
with Zharon Gaudin in Computenyord.

2lds’ characterization was based on the factthat, in 2010, seven of the
top 10 searches on Yahoo! were about celebrities:
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Mr. ©lds concluded that the Internet is not a serious tool forinformation dissemination because this Yahoo! Top
10 list did not include searches about the global economic crisis, the earthguake in Haiti, ar the mid-term
elections inthe LS.

Could it be that us yokels simply get our “hard news™ by going directly to sites that specialize in this information
(.. CNN, The Mew York Times, Wall Street Journal, The Economist, etc.?) rather than using search engines to
find it?
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Celebrity: History

Walter Winchell
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Celebrity: Cultural Functions

Understanding

CELEBRITY
y ®

itioners of Advertising »
DW FHOHEULWLHY SOI 1 {OH -V
yeuristic form of Celebrlty
DLQPHQW « sells

fly fulfills an extremely important WANISH PRINGLE
& development function for them as
Mviduals and for society at large.

People use celebrities as role models and
JXLGHV p
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Teachable Moments

PSS
OH PRPHQW

ple moments for health
Patient Educ Couns .

JJHVW WKDW WKH WHDFKELC
e or simply a convergence of
Fit prompt behavior change but
Bble creation of a teachable moment
an- SDWLHQW LQWHUDFWLRQ u
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Teachable Moments & How they work

Affective \

Response

Cueing Acquisition
Event of knowl_edge
or skills

elf-efficacy

Dable Motivation

Behavioral
Change

AN

Published work implies that cueing events must be
such as an office visit or hospitalization, notification of abnormal test results or a disease /
diagnosis and implies that the

~

We believe that teachable moments can be created using cueing events from
popular culture and that cueing events can be



Theory & Practice of Health
Behavior Change

0]
0 Univ. of Virginia Curry
Education lonal design
Pt change
0 Mseling 56(1):3-15, 2005
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Framework Step Our Implementation

1. Gain attention

2. Present stimulus material

3. Provide learning guidance

4. Elicit performance & provide feedback

5. Enhance retention & transfer

)DPR XV S H R@&klidconditions in the news
Information on specific conditions

Links to more information

Surveys, blog comments, tweets/retweets

Different celebrities can have the same disease;
repetition enhances retention. Normal social
discourse transfers knowledge to others.

Y.
ResoungingHealth
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Celebrity Diagnosis®
Teachable Moments in Medicine®
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The Goody-
Gaga Effect:
Jade Gooady

D. Metcalfe et al.
J Public Health (Oxfo

2010




The Goody-
Gaga Effect:
Laely Gaga

Google ranking of
VHDUFK TXHU\ "OXSXVu
correlated with
Gaga diagnosis




The Goody-Gaga Effect

Sharp Inecrease In volume of search engine iraiiie
for speclic diseases or medical conaliiions
ihar corelares witlh @ celelrity association with
har disease or condliiion



"$PHULFDQV SXUVXLW RI KHDOWK WDNHY SODFH ZLWKLQ
network of both online and offline sources. Whereas someone

may have in the past called a health professional, their Mom,”

or a good friend, they now are also reading blogs, listening to

podcasts, updatmg their social network profile, and ppsﬁng

comments. And many people, once they find health-

LQIRUPDWLRQ RQOLQH WDON ZLWK VRPHRQH DERXW LW R

When lllness Goes Public

The public increased their knowled@ of medical topics and
conditions, not because they were seeking health information
but rather as a consequence of their primary interest in
FHOHEULWLHYV: LYHV

Media coverage of celebrities contains little material that

FRQ \V XVHIXO KHDOWK LQIRUPDWLRQ :H FRQFOXGH WI
attention to such newsworthy events is a missed opportunity

WKDW FDQ DQG VKRXOG EH DGGUHVVHG



Call to Action
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medGadq/et Weblog Award

Vote for our sites and
we will donate any winnings to charity
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