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Part 1

A complex definition for quality



e The definition of the term

* The specificity of health information

* The different actors



The definition of quality

e Content
 Original documents
» Up-to-date information

* Website organization
e Design
» Accessibility

e Search Engine Optimization
e Transparency

» Quality of a website / Quality of an information



The specificity of Internet health information

e Internet unrequlated

e Different levels of information

 Sensitivity of health information



Different actors

e \Websites

e Search engines

* Internet users



Initiatives for a better quality

« Catalogues

— Information selected, organized, updated
— MedlinePlus (National Library of Medicine) '&‘Med"”ep'ui

The health of the caregiver
is |mportant too
i for yourse

» Guidelines
— Quality criteria ® Trust it or Trash It?

o of
A2l=0
[rust it or Trash it
ru S I O r raS I 1 Who said it? What is Trust It or Trash It?
This is a tool to help you thirik critically
~y . N = about the quality of health information

A i fch R (includi sites outs, booklets

etc) © il 7 Vhen dicth

NoW? to guid

- Drugs & Supplements

- Videos & Cool Tools



Part 2

HONCode (from Health On the Net)




Quality labels

e + 100 rating tools
— Internet Health Coalition

— Discern
— Medcertain
— Netscoring

— HON



HONCode

e Health On the Net
— Swiss foundation
— 1996

* 8 000 health websites

 Eight principles




Authority

Indicate the qualifications of the authors

Who develops and reviews the content on Genetics Home Reference?

— > enetics Home Eeference 13 developed by a Staff that includes genetic counselors, biologists, and computer

and information scientists. Expert Eewewers petf8rm a comprehensive review of each condition, gene, gene
tarraly, and chromosome summary befSte it 15 posted to Genetics Home Eeterence, and wath each substantial
revision thereafter. Experts for Genetics Home Eefefence do not review gene mtormation that was extracted
automnatically from onhine scientific databases\The date of the last comprehensive rewiew 15 noted i each

SUMTIHATY.



Complementarity

Information should support, not replace, the doctor -

patient relationship

5:?. it About Zite Map Contact Us
=404 50 Genetics Home Reference !
= ° Your Guide to Understanding Genetic Conditions
5

A getrvice of the U.S. Wational Library of Medicine ]

What's New Genetic Dhisorders A to Z Concepts & Tools
TRAFS and related genes and chromosomes for understanding lnuman genetics
ChI- ANV Genetic Conditions _ Handbook
Patkes Weber ayndrome . = ) ) ) . IIQ
More. . The genetics of more than 600 health £ Learn about mutations, inheritance, genetic -
condtions, diseases, and syndromes. : counseling, genetic testing, genomic research, and

Newboin Screening

ote.
Dietecting genetic disorders Genes

i
for parly treatment Idore than 850 genes, health effects of Glossary ‘}JE
In the Spotlight genetic differences, and gene families. Idedical and genetics definitions. 5
Leatning A ctivities
Information R |
What is direct- . . 4 . o . BN
Chromeosomes, mitochondnal DA, and f Links to other genetics information and

to-consumer genetic ’ o L
testing? asgeciated health condifions. CrgarZations.

Cenetics Home Reference prowvides consumer-friendly nformation about the effects of genetic variations on human health.

- The resources on this site should not be uzed as a substitute for professional medical care or adwice. Ueers seeking information about a
personal genetic disease, syndrome, or condition should consult with a qualified healthcare professional See How can T find a genetics




Privacy

Respect the privacy and confidentiality of personal

data submitted to the site by the visitor

Contact NLM

U.S. National Library of Medicine
National Institutes of Heal_th

| Databases | Find, Read, Learn | Explore NLM | Research at NLM | NLM for You The World's Largest Medig
i Libra

MNLM Privacy Policy

The Mational Library of Medicine (MLM) provides this Web site as a public service, We do not collect any personally identifiable
inforration (PII) about vou when yvou visit our Web sites unless you choose to provide that information to us, We do collect same
data about your visit to our Web site to help us better understand how the public uses the site and how to make it more helpful, M



Attribution

Cite the source(s) of published information and its date

Who develops and reviews the cont on Genetics Home Reference?

Genetics Home Eeference\is developed by a Staff that includes genetic counselors, biclogists, and computer
and mformation scientists. Expert Eewiewers perform a comprehensive review of each condibion, gene, gene
farmily, and chromeosome summary before it 12 posted to Genetics Home Eeference, and with each substantial
resision thereafter Experts for Genetics Home Eeference do not review gene information that was extracted
autoratically from onhne scientific databaszes. The date of the last comprehensive review ig noted in each
Surnary.




Justifiability

Any information on a specific treatment will be

supported by the source of information

Where can I find information about diagnosis. management, or treatinent of Fabry
disease?

These resources address the diagnosis or management of Fabry disease and may mclude treatment
providers.

® Gene Bewview: Fabry Dizease =

<

o gene Tests: Fabry Disease =




Transparency

Possibility to contact the webmaster for more compl ete
Information

& "o About SiteMap Contact Us
=17 2" Genetics Home Reference |
= ° Your Guide to Understanding Genetic Condifions
o 3

A gervice of the 115, National Library of Medicine®

What's New Genetic Disorders A to Z Concepts & Tools
TRAFS atid related genes and chromosomes for understanding huaman genetics
CM-AVML Genetic Conditions _ Handbook .
Patkes Weber syndrome ] ain ] . ] ] ! ¥ !
Liote. The genetics of more than 600 health < Learn about mutations, imhentance, genetic -
conditions, dizeazes, and syndromes. : counseling, genetic testing, gencmic research, and

Newhoim Screening

TOrE.
Detecting genetic disorders Genes

iy
for early treatment More than 830 genes, health effects of Glossary \“-‘sﬁ‘ _
In the Spothght genetic differences, and gene families. Wedical and genetics definitions. =
Learning Activities
Information x i |
What is direct- . _ /g _ o . s
Chromosomes, tutochondnal DA and ) Links to other genetics information and

to-consumer genetic ; o L
testing? associated health conditions. orgamzrations.




Financial disclosure

Provide details on funding

Who sponsors Genetics Home Reference?

iFenetics Home Eeference 15 a serwice of the 115, Mational Library of Medicine, part of the Mational

Institutes of Health, an ent of Health and Humnan Services.

ere 1z no advertising on this site, nor does Genetics Home Eeference endorse any company or product.



Advertising policy

Clearly distinguish advertising from editorial cont ent

Who sponsors Genetics Home Reference?

iFenetics Home Eeference 15 a serwice of the 115, Mational Library of Medicine, part of the Mational
Inztitutes of Health, an agency of the Department of Health and Human Serwces.

There 15 no advertising on this site, nor does Genetics Home Eeference endorse any company or product.



i ry Genetics Home Reference
o= Your Guide to Understanding Genetic Conditions

What's New

Genetic Disorders A to Z
atud related genes and chromosomes

About Site Map Contact Us

| Soarch

of the U5, Natonal Library of Medicine®

Concepts & Tools
for understanding human genetics

TRAPS
CM-ATI Genetic Conditions . _ .
Patkes Weber syndrome ] A ] . . ] EQ
IMore . The geneticz of more than 600 health £ Learn about mutations, mhertance, genetic =
conditions, diseases, and syndromes. counseling, genetic testing, genomic research, and
Newhoin Screening more
Dietecting genetic disorders e
for eatly treatment #\ﬁ‘x
Idore than 850 genes, health effects of S5
In the Spothght genetic differences, and gene families. Ifedical and genetics definitions. .
Learning & ctivities
Information R | |
What is direct- . . & . o . "N
ta-consumer genetic Chromosomes, mitc-ch@drlal DA, and ] Links Ito cher genetics information and
testing? associated health conditions. orgatizations.

iFenetics Home Eeference prowvides consumer-friendly information about the effects of genetic vanations on human health.

The resources on this site should not be used as a substitute for professional medical care or advice. TTsers seeking information about a
personal genetic disease, syndrome, or condifion should consult wath a qualfied healthcare professional See How can I find a genetics

profezsional m my area? n the Handbool

Fublished: August 8 2011

Lister Hill Mational Center for Biommedical Comiranications 1=
T3, Mational Library of Idedicine 1%, Mational Institutes of Health r
Department of Health & Human Services 1=, T34 gov %

Freedom of Information Act 1+ Copyright 1+ Privacy 12 &ccessibility 1=

% [ndicates a page outside Genetics Home Reference.
Links to web sites outside the Federal Government do not constitute an endorsement.
See Selection Criteria for Web Links.
T PDF resources may require a FDF reader.

CERTIFIED
o2/2011

Thiz zite complies with the HONeode standard for trastwortheyr health information: verify here.




Limitations of HONCode

e Content not evaluated

e Ever-changing electronic documents

e Quality seals vs user’s critical judgment
— Educated consumers
— A set of quality criteria



Part 3

Some quality guidelines for
Internet health information




Who runs the website ?

‘ Wiha we are Wihat we do
—~T
Q& Eyﬁgﬁgﬁ The Voice of Rare Disease

Genetic Alliance

About Orphanet | Quality charter
Register your activity

Muckle-Wells syndrome
rarediseases.info.nib. gow/ GARDY. . /MuckleWells_syndrorme.aspx - Cached
A S Departme Health and Hurnan Service project providing information on ...

Marfan Syndrome
weanwy. kume. edufgecsuppart/marfan html - Cached

arfan Syndrome information and resources, links to national and international support
groups, clinics with genetic counselors and geneticists.




Who pays for the website ?

EURORDIS IS GRATEFUL FOR THE FINANCIAL
> - rroRTOF

p Execulive
7 Agency for
-"_fA.l 'Ul ' Health and
‘“ “'“1‘;‘ Consumers
L% E | | \
e R

aeneSkin LeeM

(0.0

a website dedicated to rare genetic skin diseases

Funding

The Geneskin project and this website are funded by the European Commission (DG Research —_
http: Aweww cordis europa.eu.int - grant Mo LSHM-CT-2005-512117)

“Drugscom

Drugs AtoZ ~ Pill ldentifier Interactions C

Drugs by Condition  Side Effects Dosage  Pregnancy Mewy Drugs

Drugs.cam is NOT affiliated with any pharmaceutical companies. The only funding we receve
w1, pharmaceLtical companies is by way of advertisements that appear on the Drugs.com

website. This advertising in no way affects the content of the drug infarmation we supply.



How Is the information documented ?

ORPHANET JOURNAL
OF RARE DISEASES

OJRD

Search thiz journal ¥ for

Horme Articles About this journal irphanet Journal of Fare Dis

Review Highly accessed 0 : 3
Top Fabry disease -
aominique P Germain
thstract
g0 Correspondence: Dominique P Germain dominigue. germain@rpc.aphp.fr
Byiew .
» Author Affiliations ¥i
University of Yersailles - St Quentin en rvelines (UVSQ), Faculté de Médecine Paris - Ile de d
France Quest (PIFO), 78035 Yersailles, France I
Division of Medical Genetics, CHU Rayrond Poincaré (Assistance Publique - Hipitaux de l
Paris), 92380 Garches, France a
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==* Rare Disease Communities © DE|EN|ES|FR|IT Sign in | Register | <

O Join thiz community

Search this community

- Epidermolysis Bullosa community

what? meet! learn.

learn to live with the disease discuss with other patients information and resources

Epidermolysis Bullosa (EB) is a group of rare, inherited disorders
that affects skin and mucous membranes. The clinical picture
ranges from mild to severe. Below, you'll find testimonies from
patients who live with this genetic disease.

=« Back to the Articles list

) Orphanet article: Epidermolysis Bullosa
(201 0) cg" DebPA International

Patient groups

Wiritten by Prof, J-D Fine, published 8 months ago. 4, DebRA Belgium
debra
Sumimary o i DebRA Croatia

s DebRA UK

Inherited epidermolysis bullosa (EB) encompasses a number of disorders characterized by

recurrent blister farmation as the result of structural fragility within the skin and selected other 2 DebRA Austria
fissues. All types and subtypes of EB are rare; the overall incidence and prevalence of the debro

disease within the United States are approximately 1553,000 live births and 111248 000,



What are the qualifications of the authors ?

Genetics of Osteogenesis Imperfecta & Print
Author: Horacio Platking MOy, FAAP; Chiet Editar; Bruce Buehler, MDD more...
Overview Presentation DD Workup Treatment Medication Follow-up
Author

Horacio Plotkin, MD, FAAP Adjunct Associate Professor of Pediatrics and Orthopedic Surgery,
University of Mebraska School of Medicine

Haracio Plotkin, WD, FAAR is a member of the fallowing medical societies: American Acadermy of
FPediatrics and American Society of Human Genetics

Disclosure: Genzyme Corporation Salary Management position

Publ&eciguu | PubMed vl[plotkin h osteogenesis imperfecty|  ~m—— |

H;i::;ifﬂﬂ:if LE‘::L"‘“E '-,_,] RS5  Save search Limits  Advanced
Dizplay Seftings: Summary, 20 per page, Sorted by Recently Added Send to: Filter your results:
All (143
See Osteogenesis Imperfecta in GeneReviews =

Free Full Tex (8)
Dsteagenesis imperfecta (O is a group of disorders characterized by fractures with minimal or absent trauma, dentinogenesis imp“ Review (2)
(D0, and, in adultyears, hearing loss.

Management | Genetic Counseling

Results: 14 <m——

[0 Surgical treatment of osteogenesis imperfecta current concepts.

2 free full-text articles in Puk
Central

Ee=nd Syvndromes with congenital

1. Esposito P, Plotkin H. [BMC
Curr Opin Pediatr. 2008 Feb;20013:52-7. Reviaw. The effects of intravenous pamidran:
PID:; 18197035 [Fubied - indexed for MEDLIME] bone tissue af children and ad [J Clil

Eelated citations

[0 Reliability of the gross motor function measure for children with osteogenesis imperfecta.

- L T T o T T T S B T




How Is the information reviewed

edscape Drugs, Diseases EEEEE] Search Me

REFEAENGE & Procedures
BROWSE BY SPECIALTY e aLosY Dermatology Articles Adticles in.. -

Medicine

Allergy and Immunology Genamic Medicing
AnaEtomy Hematalooy
Cardiology Infectious Diseases
Clinical Procedures hedical Devices

Critical Care Mephralogy
Dermatology Meuralogy

Emergency Medicine ObstetricsiGynecology
Endocrinalogy Oncolagy
Gastroenterology

Surgery

Pathology
Petioperstive Care

Physical Medicin i Rehabilitation

Rheumatology
Spotts Medicing

Clinical Procedures Crthopedic Surgery Transplartation
General Surgery Cholaryngology snd Fagial Plastic Surgery Trawma

Medical Devices Plastic Surgery Urology
Meurosurgsry Thoracic Surgery “azcular Surgery
Optthalmolocy

Pediatrics

Cardisc Disease & Critical Care Medicineg
Developmental & Behavioral
General Medicing

EDITORIAL BOARD

Jonathan Adler, MI, Emergency Medicine,
Harvard Medical School

Bruce Buehler, MDy, Pediatrics, University of
Mebraska Medical Center

David Chelmow, MD, Obstetrics & Gynecology,
Yirginia Commonwesalth University Medical Center

John Geibel, MD, DSc, MA, Surgery, Yale Liniersity
School of Medicine

Harris Gellman. MD, Orthopedic Surgery, University
of Miarni School of Medicine

George T Griffing, MD, Internal Medicine, 5t Louis
University School of Medicine

Jules E Harris, MDy, Cncalogy, University of Arizona

Genetics & Metabolic Disease
Surgery

Rick Kulkarni, MD, Editor-in-Chief and Clinical
Procedures, Harvard Medical School

Eugene C Lin, MD, Radiology, Virginia Mason
Medical Center

Consuelo T Lorenzo, MD, Physical Medicine &
Rehahilitation, Immanuel Rehabilitation Center
Helmi L Lutsep, MD, Meurology, ©regon Health
and Science University

David J Maron, MD. FACC, FAHA, Cardiology,
wanderhilt University School of Medicine

Arlen D Meyers, MD, MBA, Otolarvngology and
Facial Plastic Surgery, University of Colorado
School of Medicine

Allergy and Immunalogy
Bacterial Infections

Benign Heoplasms

Bullous Diseases
Connestive Tissue Diseases
Cosmetics

Diseases of Figmentation
Diseases of the Adnexa
Diseases of the Demis
Diseases of the Oral Mucosa

Diseases of the
Subeutaneous Tissue

Dizeases of the Wessels

Environmental

Fungal Infections

Internal Medicine

Lymphoma &nd Related
Processes

Malignant Heoplasms

Metabolic Diseases

Mycobacterial Infections

Hailz

Fapulosquamaus Diseases

Parasitic Infections

Pediatric Diseases

Sort: Alphabetically | by Section

ALLERGY AND IMMUNOLOGY
Actjuired Angioederna
Allergic Contact Dermatitis
Anginedema
Atopic Dermatitis
Atopic Dermatitis in Emergency Medicing
Bruton Agammaglobulinemia
Chaolinergic Urticaria
Chronic Urticaria
Comman Yariable Immunodeficiency
Cornplement Receptar Deficiency
Contact Urticaria Syndrorme
Dermatologic Manifestations of Graft Versus Host Disease
Detmatologic Manifestations of Hereditary Angioederna
Dermatologic Manifestations of Hypereosinophilic Syndrome
Dermatologic Manifestations of Joh Syndrome
Dermatologic Manifestations of Severe Cornbined Immunodeficiency
Dermographism Urticaria
Drug Eruptions
Drug-Induced Photosensitivity
Exfoliative Detrmatitis
Fixed Drug Eruptions
Id Reaction (Autoeczematization)
Irritant Contact Dermatitis
Papular Utticaria
Pressure Utticaria
Protein Contact Dermatitis
Schnitzler Syndrame
Solar Urticaria

BACTERIAL INFECTIONS
Actoderratitis Chronica Atraphicans

Medscape Reference 'Instant Lookup' is now
available site-wide from the search box above

Industry Spotlight

WebMD

PROFESSIONAL

Explore the
latest treatment

options and drug
information from Industry

Visit Topic InfoSites

EDITORS & BOARDS

EDITOR-IN-CHIEF
‘William O James, MD
CHIEF EDITORS

Dirk M Elston, MD
William D James, MD

MANAGING EDITORS

John G Albeing, MO
Jefirey P Callen, MD
Echward F Chan, MD
Drore Eisen, MD, DDS
Rosalie Elentsas, MD
Mary Farley, MO
Warren R Heymann, kD
Camila K Janniger, MO
Paul Krusinski, MO
Lester F Libow, MD
Danigl S Loo, MD
Jetirey Mettert, MD



How Is the information updated ?

genome.gov

il geno :
WNW National Human Genome Research Institute

National Institutes of Health

Research Funding | Research at NHGRI QEEEIGE Fducation | Issues in Genefics | MNewsroom | Careers 8 Training ‘ About | For ¥

Home * Heatth » Genetics and Genomics for Patierts and the Public * Genetic Disorders, Genomics and Healthcare *» Specific Genetic Dizorders * Learning About Achondre

Learning About Achondroplasia

@ What is act@rualasia? See Also
o w are the symptoms of achondroplasia? Talking Gl

of Genetic
@ How is achondroplasia diagnosed? Definition:

@ What is the treatment for achondroplasia? terms use
& Is achondroplasia inherited?

The information on this page was adapted from the following resources:

o Genetics Home Reference [ahr.nlm.nib.goy]

s GeneTests [nchi.nlm.nibgoy]
Topsf page

Last Undated: Novernber 26, 2010



Be cautious with hyperlinks

www.medical.gov

WWW. &30.com

oO

WWW. @ é"e<.0rg



Accessibility

TVl \Veb Accessibility F
!

initiative

W3C Home

Web Accessibility Initiative (WAI) Home

Getting Started

Designing for Inclusion

Guidelines & Technigues

Planning & Implementing

Evaluating Accessibility

Presentations & Tutorials

Getting Invalved with WAl

Discover new resources for people
with dizabilities, policy makers,
managers, and you!

ABEETO6 Translations

“The power of the Web is in its
universality, Access by evenyone
regardless of dizability iz an essential
aspect.”

-- Tirm Rarnarc.l aa W3 Mirartor and

For Review: ATAG 1.0 and Implementing ATAG 2.0
Working Drafts
Authoring Tool Accessibility Guidelines [ATAG] 2.0 is relevant to you if
you use tools to produce web content — tools such as blogs, wikis, social
networking websites, content management systems [CMS), HTML
editars, or others. ATAG defines how thesze tools should help you make
your blog posts, websites, and other web content accessible — and how
the tools themselves should be accessible so that people with dizabilities
can use them, 5ee:

e Call for Beview: ATAG 2.0 Updated Working Drafts e-mail,

e Authoring Tool Accessibility Guidelines [ATAG] Overview,

[2011-July-21)

Please send comments by 15 September 2011,

For Review: UAAG 1.0 and Implementing UAAG 1.0
Working Drafts

WAl has published updated Working Drafts of User Agent Accessibility
Guidelines [UAAG] 2.0 and Implementing UAAG 2.0, UAAG defines how
browsers, media players, and other "user agents" should support
accessibility for people with disabilities and waork with assistive
technologies. Updates in this draft include: arganization of the
principles, focus behaviour and indication, and requirements for media.

ible to peoplewith disabilities

WAl develops...

B guidelines widely regarded as the
international standard for Web
acocessibility

B :zupport materials to help understand and
implernant Web accessibility

B resources, through international
collaboration

WAl welcomes...

B participation from around the world

B volunteers to review, implement, and
promote guidelines

B dedicated participants inworking groups

Announcements

E Open position: Web Accessibility
Engineer
B Follow WAl on Twitter or identi.ca

Events, Meetings, Presentations

B At HighEdWeb in Austin, TX, USA, on
24 October 2011 Keynote with Shawn
B At W3IC TRAC in Santa Clara, ChA, USA,
betvween 31 October - 4 Movember
2011
B ALWG [Authoring Tool Accessibility
Guidelines Warking Group) Meeting:



Other criteria

 Information
— Complete, exhaustive
— Readable
— Useful

* Websites
— Organization
— Search engine optimization
— Design

« Users’critical judgment



