PAHO/WHO
Pan American Health Organization
World Health Organization

Working Session on Health Information and Virtual Media
Congress CRICS VI - BIREME
Puebla - Mexico

May 8, 2003

Organized by
Information Knowledge Management Area IKM, PAHO/WHO

Pan American Health Organization
525 Twenty-third Street, NW
Washington, D.C., 20037




Quality of Online Health Information

A Critical Ingredient for the Use of the Internet
In Health

May 2003
Pueblo, Mexico

Helga E. Rippen, MD, PhD, MPH
Director, Science and Technology Policy Institute, RAND
Rippen@rand.org




Why be Concerned About Quality?

- Cancer Treatments from Western Herb & Dietary Products, Inc. - Metscape
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To promote a quality

Internet health
experience...



...and protect against

a bad experience H ’
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How Can We Ensure Success?

o Ethics

e Excdlence
e Education

e Enforcement




Four Reasons:
e Protect from harm Y
e Create ethical environm -
e Pride, not embarrassment J
e Fairness/Synergy .

Source: Tom Murray



Purpose

“...Thegoal of the"e-Health Code of Ethics'
ISto ensure that all people worldwide can
confidently, and without risk, realize the full
benefits of the Internet to improve their
health.”




eHealth Code of Ethics

e Eight Principles

— Candor . S

— Professionalism in
- Hone.sty Online Health Care
— Quality — Responsible
— Informed Consent Partnering
— Privacy — Accountability




Background: Initiatives

e elrust

e Health On the Net Foundation
e Hi-Ethics

e Internet Healthcare Coalition




Code of Ethics

eHealth Code

Trandation &
| mplementation

E— s

Self-Regulation Domain Name Restrictions
URAC, HON, Hi-Ethics, AMA WHO (dot.health)

Regulation
FTC, FDA...+




How Can We Ensure Success?

e Ethics

8 Excedllence
e Education

e Enforcement




The Starting Point:
Defining Excellence

e Quality Criteriafor Internet Health
Information

— Developed by the Health Summit
Working Group representing all
stakeholders




What is Quality?

e Gold standard — peer-review?
e Does it Include outcome/effectiveness?




Key
= Uniform Set of Criteria
= |mplementation Vehicle

Focus of the Health Summit
Working Group

=




Quality Criteria

e Basic criteria

— Health Summit Working Group
http://hitiweb.mitretek.org/hswg
Policy paper available
Internet based educational tool (beta) available

e Additional criteriafor risk assessments




Health Summit Working Group
What makes this effort unique??

e All stakeholders

— health care providers, international,
pharmacists, consumers, librarians,
academicians, government (FTC, NLM, NCI, ODPHP,
oAam), IHC, AMIA, HON, Science Panel

e International scope

— White paper and pollcy paper translat
numerous lan




Health Summit Working Group
What makes this effort unique??

e Developed through consensus

e |mplemented

— Policy Paper broad endorsements
—1Q Tool




Quality Criteria

Health Summit Working Group
e Credibility e Design
e Content e |nteractivity
e Disclosure e Caveats

e Links




Quality Criteria:

Criteria Specific to Health Assessments

e Source of algorithm
e Testing of algorithm
e Algorithm availability
e Privacy and security
e Appropriate questions
e Appropriate results




Interactive Applications:
Evaluation

valuation Reporting Template For Interactive Health Communication Applications,

Http://www.sCIpICh.0rg [
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How Can We Ensure Success?

e Ethics

e Excdlence
8 Education

e Enforcement




Education

e Educate Internet Website developers on
what “quality and ethics’ mean

e Educate site evaluators on what to look for

e Educate the consumer on what to look for







ealth Summit Working Group - Main - Metscape

File Edit “iew Go Communicator Help

e 2 A D o m o &

Back Reload Horme Search  Metzcape Print Security

,qi " Bookmarks ,f Location: |http:.-’a’hitiweb.mitretek.urgfhswgf

MireTEKC

= Iunovative i"rl'.lrrj-eh'rl:.:l.l inn Hie Pechlic Dnberest Site Guide !

ﬂ EHEJ’&LTH SUMMIT
m EWDRHEHG GROUP

ENDORSEMENTS & SUPPORT

ABOUT LS

 Assessing the Quality -
ﬂffﬂferﬂ.ﬁ"f Hgafth CONTACT US

DOCUMENTS

Iﬂfﬂrmtlliﬂﬂ SUMMIT MEETINGS

MEMEERS OMNLY
1Q TOOL

Health Summit Working Group

Flease mail any questions or comments to
hitigmitretek. or

Document: Done




3 HSWG - 1Q Tool - Netscape
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Address:

General Questions

Ihﬂp HKidsHealth.argfp arent’he althyfever.html

Ifthis 18 promotional site selling a product, click here.
If this 15 promotional site selling a service, click here.

Note: Scrolf down to see more questions. If & question s not appf.'cabi
question, chick on the @ button beside the question. To comment on .

1. I5 the author identified in the article?
O Yes & Mo

2. When the author refers to another source, are appropriate references
C Yes € No

3. If the authar is not referring to a source, does hefshe clearly state th:
C Yes € No

4. Are the site author's credentials listed?
 Yes L

5. Does the site author's credentials relate to the knowledge of the field
C Yes € No
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+'F-— Burming Up: Facts About Your Child's Fever - Helscape

File Edit “iew Go Communicator Help
Sl g'w w G
¢ w A4 4 =2 .
Hiash Fonward  Reload Home Search Metzcape Frirnl

W!v Bookmarks & Ln:n::atin:-n:It;"healthys’fever.html j @TWhat s Related

,g%lnstanthdessage Irterret D" Lookup |’_‘|" M ewdCool

=

Lxpert Information from The Nemowurs Foundati

Burning Up: Facts About Your Ch

Are fevers dangerous? What should
vou do when your child has a fever?
duFont Hospital for Children -
pediatncian David West, WD |
explans the basics.

1
[ |

|Docurment: Done




T
PRt
File Edit “iew Go Communicator Help

4 » 94 B = MM S

Back Reload Home Search  Metscape Print Security

=10l x|

wévBookmarks )t Location:|http:.-".-"hitiweb.mitretek.org.-"iq.-"iqframes.asp

&InstantMessage @ Internet Ci Lookup Ci MNewiCool

ﬂ @' what's Related

w E’-IEF.LTH SUMMIT

HSWG Information Quality

m E'u‘l”JRﬂIHL‘ GRAUP

Summary of responses: {jump to score)

Positive

Author was identified

Negative

LEFT BLANK: No source references given

Author's credentials listed
Credentials are related ]
B
Ezperiences relevant to topic

Contact mformation prowided

Sponsorship identified

Conflict or bias explamned

http://KidsHealth.org/parent/healthy/fever.html Assessment =

LEFT BLANK: Did not state that non-reference information was opinion
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Final Score: 76.80% -

Return to the [0} Working Area

Tour assessment of the site has been saved. The computed score does not necessanly reflect the overall assessment
outcome of a particular site.

Details of negative or missing criteria:

o If'asource iz not cited, then it should clearly state that the mformation 15 only based on opinton and not
necesarily based on sound research.

o If'a site 15 honest about where it gets its money or why it 15 biazed, it helps you to determine how to use the
wformation given. It iz difficult to believe information found on a site f these conflicts or biases are not
explaned.

o Ifa contributors or sponsors have control over the content of a website, the mformation 15 more than lcely
biased.

o An explanation of what will be done with your information 15 very wnportant. If you do not know what
wformation and being gathered and what it will be used for, BE CAREFTILI

= do 4ln T4 Yool A

Document: Done



|Q - One Tool for Education

e Reminder - Internet presence does not give
automatic credibility

e |ntroduce and reinforce attributes of quality
e Foster common vocabulary




How Can We Ensure Success?

e Ethics

e Excdlence
e Education

8 Enforcement




Enforcement

e Already established law in the US.
e \What about the international community?




The Critical Pieces

Country specific

laws (FTC, FDA);

| nter national Regulation
law/agr eements & Law

URAC/Hi-Ethics
Accreditation

AMA, HON, Hi-

Ethics, HSWG Definitions

eHealth Code of
Ethics (IHC) Code of Ethics



Excellence, Ethics, Education and
Enforcement:
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