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“The Internet saved my life!”
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Janice (and Ray) Adams, UK: “l asked our doctor if | should look
something up on the Internet and he said, ‘No. Come and ask me;
It's too frightening if you read the wrong things.” And we do.”
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Assa Refchert: |
don't need it. Well,
maybe | used it a
few times to
reassure myself.”




80% of American Internet users have
searched for health information

Fercent Who Have Looked

Demographic Group for Health Information Online

Online women 82%
Onlineg men I
Internet users age 18-29 79
Internet users age 30-49 84
Internet users age 50-64 78
Internet users age 65+ 68
Internet users with a high school diploma or less 71
Internet users with some college education 80
Internet users with a college degree 89
Internet users with 2-3 years of online experence 62
Internet users with 6+ years of online experience 86
Internet users with a dial-up connection at home 75
Internet users with a broadband connection at home (als]

Source: Pew Intemet & Amencan Life Project August 2006 Survey (N=1,530). Margin of error for the entire
sample of intemet users is +- 3%. Margins of error for comparison of subgroups are higher.



reliance on Internet is growing



Patients have unprecedented
access to health information

Immediacy of access

Information available about all topics
24/7 availability

No co-pay

Greater knowledge results

Biggest stakeholders



p o~ Nancy Flournoi: “l

‘*” Iooked up side effects
ﬁir my husband’s
f 2dication and one
as ‘stops breathing’.~
* IThe doctor didn’t—"
bother to tell him that.”




Patients are using the
Internet as a first opinion

e Several days into a cold, Saul’s leg began to
swell up and hurt. An online symptom checker
recommended he seek immediate medical
attention, which he did, despite his fear that
the doctor would chastise him for being
overweight. He was diagnosed with cellulitis,
an infection that can rapidly turn life-
threatening when not treated.




Patients also use the Internet
after receiving a new diagnosis
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Patients have different views
about using the Internet for health



Carol Klyver
,

| was pre-med |
so know

which sites to
turn to and
how to use
what | find.
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lva Jarec: “All the
time. | use before
and after going to
the doctor.”



" Ron Perkins, Design Perspectives

5 r N \ “I don’t find credible

~ |, sources. Maybe they’re
.1 all sponsored by the
¢ ' drug companies?”




PretraZivanje

* aktualno  vijesti

F Prehrana kOd Malo vina za duzi Zivot?

hiperkolesterolem em

ije - sto i kako  Wullarci ki piju dopoa e i

dnevno Zive u prosjeku 5 godina

\,- ‘ jESti duZe, sugerira ...

Promjene Zivotnih, posebice prehrambenih navika
esto su prva terapija koja se savjetuje osobama
koje imaju povisenu razinu kolesterola u krvi. Tek
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The barriers are almost non-existent

MNanogenonline
nanogenonline com

We are constantly
developing and
improving MNanafibres to
offer unrivalled
perfomance in a range of
erviromental conditions.
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.—;-;-'I Quackery has a rich history

* Quackery is short for quacksalver
which derives from two Middle Dutch
terms meaning healing with unguents

Quacken means to boast, so a
kwakzalver might be a healer who
boasts

“Cures” and patent medicine came to
prominence during the 17th and 18th
centuries in Britain and the British
colonies and often contained alcohol,
opium, or morphine



http://images.google.com/imgres?imgurl=http://www.glswrk-auction.com/WebPics/025.03.jpg&imgrefurl=http://www.glswrk-auction.com/025.htm&usg=__neWualDYemHI3eZAHq-yWGTExMY=&h=497&w=239&sz=44&hl=en&start=35&sig2=M8_auH4DyMIcyjhtwz-9BA&tbnid=2YE7lSN9H0ffLM:&tbnh=130&tbnw=63&prev=/images%3Fq%3Dpatent%2Bmedicine%26gbv%3D2%26ndsp%3D20%26hl%3Den%26sa%3DN%26start%3D20&ei=IZ8_SvzeD4-Z_Ab41PzdAQ

Traveling medicine shows became
popular in the late 19t century

Dr. Kilmer's Swamp Root

Dr. Pierce's Golden Medical
Discovery

Dr. Pierce's Nasal Douche
Kickapoo Indian Sagwa

Dr. Hercules Sanche's Oxydonor
Anodyne Cordials

Balm of Gilead

Princess Lotus Blossom's Vital
Sparks "fromthe Quali Quah
pouch of the Kup Ki See
Chinese Turtle"

Rattlesnake Qil

Pulvermacher's Electro-
Galvanic Chain

Pink Pills for Pale People

King of Pain

Lithontriptic

Men's Secret

Galvanic Love Powder

The Invalid's Friend and Hope
Wilsonia-Magnetic Garments

Dr. Fahnstock's Celebrated
Vermifuge
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Patent medicines offered cures
‘;ﬁﬂoﬂmbasﬁ;ﬁ

DR.KILMER'S
(*

e o * Vital Sparks promised to
g | - revitalize virility
— made by rolling rock candy in
powdered aloe
e Tiger Fat was a cure-all balm
rendered from Royal Bengal
tigers
— concocted of Vaseline,
camphor, menthol, eucalyptus
oil, turpentine, and paraffin

 Few contained the ingredients
they claimed to have
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LS. Department of Health & Human Services £y www.hhs.gov
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Popularity fueled by testimonials

e Many individuals testify to the miraculous healing
they receive from devices, chemicals, and foods

e The late actor Steve McQueen believed coffee
enemas would cure his cancer

 The late actor Peter Sellers engaged "psychic
surgeons'" in the Philippines, finally resorting to

legitimate physicians




Diets especially popularized

 Master Cleanse diet allowed only lemon juice,
cayenne pepper and maple syrup; 70 years
after it was developed, Beyoncé used it to
shed pounds for her role in Dreamgirls



Alternative medicine

USS25 billion industry

Very few such therapies have been shown to
conclusively work

Despite the lack of data, medical schools and
hospitals are integrating therapies ranging from
Reiki massage to Ayurvedic medicine

Some patients are refusing or delaying proven
treatments in favor of alternative medicine, and
may be harming themselves as a result



The use of invalid or misinterpreted
information has consequences

e Poor quality and deceptive information is
abundant

e Search results don’t reflect quality

e Patients don’t check for quality indicators or
distinguish between expert- and user-generated
content

e Valid information can be misused

e Fears can arise due to lack of medical knowledge,
inexperience, or limited perspectives



Leonard Hearne: After
my friend was diagnosed
“he is on the Internet
reading everything abou
prostate cancer and all

: “
possible treatments. |
5 years, that's all he
does.”

(i



Not talking to medical professionals
has consequences too

 Mary Ann’s 10-year-old daughter had a
persistent cough. She looked online for home
remedies, where she discovered that the
symptoms matched whooping cough. Even the
audio clip sounded the same!

e Mary Ann didn’t tell the nurse practitioner about
her diaghosis

 She missed an opportunity to learn more about
the diagnostic process and to trust the process



Doctors don’t ask and
patients don’t tell

* Doctors * Patients

— Don’t ask about Web — Don’t present “first opinion”
sites used or questions — Don’t talk about Web use
that arose prior to visit

— Don’t recommend Web — Test their doctor’s
sites to newly diagnosed knowledge
patients — Test their doctor’s

— Worry about “reams of diagnostic skills
printouts”

— Don’t ask for Web site

— Worry about losing recommendations
control of consultations



Good patient-physician
#_communication is essential

S




Brof. Volker Wulf Umversﬂy of
Slegen
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“The expert
(the doctor)
doesn’t have
direct access
to the data.”




Anja Habas-Korbar: “It

was easier to get

information from the

Internet than from

doctors... being in pain
mis motivating.”




Gregory House, MDf'may not care
“what pati ““Eo on{me o
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Doctors need to talk to their patients

e Medical school doesn’t teach about the Internet

e AC
on

e As

<nowledge that their patients likely went
ine before, and will go online after, a visit

< about Web sites used and any questions or

concerns that arose

e Re
e Im
e Bu

commend Web sites
prove patient health literacy skills
t all this takes time...



Vefidy Kellogg, PhD.

As my mother’s
patientadvocate,
the doctor didn’t
nave time for my
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Patients need help from
medical professionals

Find appropriate and reliable information
Know how to use it

Learn the best way to communicate about
Web site use

Refine their health literacy skills



IT and HCI professionals are key
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" Ron Perkins, Design Perspectives

5 r ™ ‘\ | want to have trusted

ﬂ ? sources to turn to
) before | need them
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Accreditation  URg [(CNTRUSTe  liog

CODE
ACCAEDITED CERTIFIED
HEALTH WEE ZITE 10 2008

e Works when
— Accreditation exists
— Processes are transparent
— Processes are not criticized
— Healthcare consumers know to look

e Happens in other domains
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Many people start here...
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And even more start here

Google

Hrvatska

Mapredno pretrazivanje

Fostevie

Google pretrazivanje || Prati me sreca | i akal

PretraZi: @ web (' stranice na hrvatskom jeziku ' stranice iz zemlje: Hrvatska

PromidZzbeni program - Sve o Googleu - Google_.com in English
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What can Christos, Vesna, and you do?

e How can we engender trust when the
information and how it is used is critical?

— Indicators of quality such as seals from accrediting
agencies
— Use of specialized search engines

e More complex than most user experience design

 Consider the context of usage and the patient
experience in the design of health Web sites

e Test with real patients representing the range of
health literacy




Look at secondary users,
not just patients
Accommodate the role of doctors as the

secondary users of health Web sites

They are impacted by

— Accurate patient knowledge
— The lack of patient knowledge
— Patient misconceptions

They need to guide patient Internet use
New specialized roles may be necessary



Conclusions

e Patients use “Dr. Google” for a first opinion

 Doctors are unknowingly relegated to the second
opinion

 While there are few known instances of extreme
negative outcomes, many dangers exist from

— Poor use of good information and use of poor quality
information

— Not bridging the disconnect that exists to become
partners in care



EIizabeth%M,lth, Luminanze Consulting
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Healthcare is changing

e Use of the Internet for healthcare directly
impacts far more people today than electronic
medical records (EMRs)

e Impact of concierge medicine, shared medical
appointments (SMAs), ...



Toward new consumer health websites

 Problem not with the consumers but with the
producers and with the lack of education

* New and refined approaches to health Web site
design and usability are needed
— Mobile devices

— Context and affect

 Enhance patient-physician communication about
Internet use



@ Thanks to my
UNIVERSITY C()”eagues

e Libby Bradshaw, MD

— Academic Director of the Pain Research, Education,
and Policy Program at TUSM

e Sue Gallagher, MPH

— Director of Health Communication Program, TUSM
e Bruce Auerbach, MD

— Past-President of Massachusetts Medical Society

 People |l interviewed
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