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“The Internet saved my life!”







Christos Christos KitsosKitsos: In : In 
Greece we go to the Greece we go to the 
doctor, maybe 2 or 3 doctor, maybe 2 or 3 
doctors.doctors.



Janice (and Ray) Adams, UK: “I asked our doctor if I 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.”



AssaAssa Reichert: Reichert: ““I I 
dondon’’t need it. Well, t need it. Well, 
maybe I used it a maybe I used it a 
few times to few times to 
reassure myself.reassure myself.””



80% of American Internet users have 
searched for health information



In these tough economic times, In these tough economic times, 
reliance on Internet is growingreliance 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



Nancy Nancy FlournoiFlournoi: : ““I I 
looked up side effects looked up side effects 
for my husbandfor my husband’’s s 
medication and one medication and one 
was was ‘‘stops breathingstops breathing’’. . 
The doctor didnThe doctor didn’’t t 
bother to tell him that.bother to tell him that.””



Patients are using the 
Internet as a first opinion

• 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



ZoranZoran BekicBekic: : ““After my After my 
doctor told me I have doctor told me I have 
high blood pressure, I high blood pressure, I 
went online to have a went online to have a 
more broad picture of more broad picture of 
how others see the how others see the 
situationsituation…… hard to follow hard to follow 
who is right and who is who is right and who is 
not.not.””



Patients have different views 
about using the Internet for health



Carol Carol KlyverKlyver
I was preI was pre--med med 
so know so know 
which sites to which sites to 
turn to and turn to and 
how to use how to use 
what I find.what I find.



Iva Iva JarecJarec: : ““All the All the 
time. I use before time. I use before 
and after going to and after going to 
the doctor.the doctor.””



Ron Perkins, Design PerspectivesRon Perkins, Design Perspectives
““I donI don’’t find credible t find credible 
sources. Maybe theysources. Maybe they’’re re 
all sponsored by the all sponsored by the 
drug companies?drug companies?””





The barriers are almost non‐existent



Quackery has a rich history
• Quackery is short for quacksalver
which derives from two Middle Dutch 
terms meaning healing with unguents

• Quackenmeans to boast, so a 
kwakzalvermight 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
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Traveling medicine shows became Traveling medicine shows became 
popular in the late 19popular in the late 19thth centurycentury

•• Dr. Kilmer's Swamp RootDr. Kilmer's Swamp Root

•• Dr. Pierce's Golden Medical Dr. Pierce's Golden Medical 
DiscoveryDiscovery

•• Dr. Pierce's Nasal DoucheDr. Pierce's Nasal Douche

•• Kickapoo Indian Kickapoo Indian SagwaSagwa

•• Dr. Hercules Dr. Hercules Sanche'sSanche's OxydonorOxydonor

•• Anodyne CordialsAnodyne Cordials

•• Balm of GileadBalm of Gilead

•• Princess Lotus Blossom's Vital Princess Lotus Blossom's Vital 
Sparks "from the Sparks "from the QualiQuali QuahQuah
pouch of the pouch of the KupKup KiKi See See 
Chinese Turtle"Chinese Turtle"

•• Rattlesnake OilRattlesnake Oil

•• Pulvermacher'sPulvermacher's ElectroElectro‐‐
Galvanic ChainGalvanic Chain

•• Pink Pills for Pale PeoplePink Pills for Pale People

•• King of PainKing of Pain

•• LithontripticLithontriptic

•• Men's SecretMen's Secret

•• Galvanic Love PowderGalvanic Love Powder

•• The Invalid's Friend and HopeThe Invalid's Friend and Hope

•• WilsoniaWilsonia Magnetic GarmentsMagnetic Garments

•• Dr. Dr. Fahnstock'sFahnstock's Celebrated Celebrated 
VermifugeVermifuge



Popularity increasedPopularity increased
•• Patent medicine popularity was fueled by a Patent medicine popularity was fueled by a 
barrage of legitimate discoveries by scientific barrage of legitimate discoveries by scientific 
luminaries like Edison, Bell, and Curieluminaries like Edison, Bell, and Curie



Patent medicines offered cures
• Few contained the ingredients 
they claimed to have

• Vital Sparks promised to 
revitalize virility
– made by rolling rock candy in 
powdered aloe

• Tiger Fat was a cure‐all balm 
rendered from Royal Bengal 
tigers
– concocted of Vaseline, 
camphor, menthol, eucalyptus 
oil, turpentine, and paraffin



SalesmanshipSalesmanship

•• All it took was charisma and a horseAll it took was charisma and a horse

•• A shill in the audience would buy a bottle, A shill in the audience would buy a bottle, 
sample it, and proclaim himself cured, sample it, and proclaim himself cured, 
demanding another bottledemanding another bottle

•• Salesmen would carry a few bottles so that they Salesmen would carry a few bottles so that they 
could holler, could holler, ““All sold out, Doctor!All sold out, Doctor!”” to incite to incite 
frenzied buyingfrenzied buying



Laws for protectionLaws for protection

•• 1906 US Federal Pure Food and Drug Act led 1906 US Federal Pure Food and Drug Act led 
to ingredients listedto ingredients listed

•• 1938 passage of US Federal Food, Drug, and 1938 passage of US Federal Food, Drug, and 
Cosmetic ActCosmetic Act

•• According to the FDA, a treatment is quackery According to the FDA, a treatment is quackery 
if it is worthless or dangerousif it is worthless or dangerous



Popularity fueled by testimonials
• Many individuals testify to the miraculous healing 
they receive from devices, chemicals, and foods

• 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

• US$25 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

• Poor quality and deceptive information is 
abundant

• Search results don’t reflect quality

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

• Valid information can be misused

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



Leonard Hearne: After Leonard Hearne: After 
my friend was diagnosed my friend was diagnosed 
““he is on the Internet he is on the Internet 
reading everything about reading everything about 
prostate cancer and all prostate cancer and all 
possible treatments. For possible treatments. For 
5 years, that5 years, that’’s all he s all he 
does.does.””



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!

• Mary Ann didn’t tell the nurse practitioner about 
her diagnosis

• 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
– Don’t ask about Web 
sites used or questions 
that arose

– Don’t recommend Web 
sites to newly diagnosed 
patients

– Worry about “reams of 
printouts”

– Worry about losing 
control of consultations 

• Patients
– Don’t present “first opinion”

– Don’t talk about Web use 
prior to visit

– Test their doctor’s 
knowledge

– Test their doctor’s 
diagnostic skills

– Don’t ask for Web site 
recommendations



Good patient‐physician 
communication is essential



Prof. Volker Prof. Volker WulfWulf, University of , University of 
SiegenSiegen

“The expert 
(the doctor) 
doesn’t have 
direct access 
to the data.”



AnjaAnja HabasHabas--KorbarKorbar: : ““It It 
was easier to get was easier to get 
information from the information from the 
Internet than from Internet than from 
doctorsdoctors…… being in pain being in pain 
is motivating.is motivating.””



Gregory House, MD may not care Gregory House, MD may not care 
what patients do onlinewhat patients do online



Doctors need to talk to their patients

• Medical school doesn’t teach about the Internet

• Acknowledge that their patients likely went 
online before, and will go online after, a visit

• Ask about Web sites used and any questions or 
concerns that arose

• Recommend Web sites 

• Improve patient health literacy skills

• But all this takes time…



Wendy Kellogg, PhD, Wendy Kellogg, PhD, 
IBM ResearchIBM Research

As my motherAs my mother’’s s 
patient advocate, patient advocate, 
the doctor didnthe doctor didn’’t t 
have time for my have time for my 
questionsquestions



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



Prof. Hiroshi Ishii, MIT Media LabProf. Hiroshi Ishii, MIT Media Lab

I want an I want an 
integrated integrated 
portal like I get portal like I get 
for financefor finance



Ron Perkins, Design PerspectivesRon Perkins, Design Perspectives
I want to have trusted I want to have trusted 
sources to turn to sources to turn to 
before I need thembefore I need them





Popularity 
= quality?



Accreditation

• Works when 
– Accreditation exists

– Processes are transparent

– Processes are not criticized

– Healthcare consumers know to look

• Happens in other domains



Branding



Many people start here…



And even more start here



What can Christos, Vesna, and you do?

• 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

• More complex than most user experience design

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

• 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

• 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



Elizabeth Elizabeth BuieBuie, PhD, , PhD, LuminanzeLuminanze ConsultingConsulting
““A doctor has expertise A doctor has expertise 
in medicine and a in medicine and a 
patient has expertise in patient has expertise in 
his or her own his or her own 
experience of a experience of a 
condition. A partnership condition. A partnership 
involves both sides involves both sides 
respecting the otherrespecting the other’’s s 
expertise and taking it expertise and taking it 
seriously.seriously.””



VesnaVesna LuzarLuzar--
StifflerStiffler: I use the : I use the 
Internet to check Internet to check 
on my doctoron my doctor’’s s 
recommendationrecommendation



Healthcare is changing

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

• 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 
colleagues

• Libby Bradshaw, MD
– Academic Director of the Pain Research, Education, 
and Policy Program at TUSM

• Sue Gallagher, MPH
– Director of Health Communication Program, TUSM

• Bruce Auerbach, MD
– Past‐President of Massachusetts Medical Society

• People I interviewed



Scott Bateman and Adrian Scott Bateman and Adrian ReetzReetz, , 
University of SaskatchewanUniversity of Saskatchewan



ScottScott’’s feets feet
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