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Part 1

Characteristics of databases




Database definition

Collection of information,

concerning a defined domain,
organized ,

described with precise and specific
keywords ( indexed)
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Organisation and indexation of a database

Fabry disease

k&

Alpha-galactosidase A
deficiency

Anderson-Fabry disease

Angiokeratoma, diffuse

Orphanet

Clinics

Diagnosis

Research programs

Persons

Clinical trials

y

Location

Drugs
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Organisation and indexation of a database

Pubmed

Editor

Title T
Journal

Date '\

Prophylaxis in bleeding

Author(s) disorders.
Oldenburg J.
l Thromb Res. 2011 Jan;127 Keywords
(topics)
Location(s)
Abstract i
Subheadings

Primary prophylaxis with coagulation factor
concentrates has become the standard of care
for children with hemophilia to reduce the risk of
bleeding and related morbidity ... N
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Google Databases

1,000 billion pages

Selected resources

collected
Full text Keywords
+ Full text
Variable quality Validated
Information
Free Fees
Ads

Various types / kinds
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Bibliographic databases

Journal,
Date, Title,
Authors

Best Pract Res Clin Rheumatol. 2008 Oct, 2205)863-52.
Hypereosinophilic syndromes.
Kahn JE, Blétry O, Guillevin L.

French Eosinophil Metwark, Department of mmunology, CHRU de Lille, Université Lille, Lille, France.

Abstract <
Hypereosinophilia (=0.9x1009%0L) is a comman clinical finding that can be secondary to a large variety of diseases (helminth infections
allergic diseases, drug reactions, specific organ disease, malignancies, systemic diseases). When a complete evaluation of a chroni
hypereosinophilia fails to reveal an underiving disease, the diagnosis of hypereasinaphilic syndrome (HESY or Churg-Strauss syndrar
(5550 is sugoested.

PMID: 19028368 [PubMed - indexed for MEDLIMNE]

=) Publication Types, MeSH Terms

Publication Types
Review

MeSH Terms

Churg-Strauss Syndromefcomplications
Churg-Strauss Syndromepathology
Churg-Strauss Syndromeftherapy
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Directory (factual) databases

Disease name Gaucher disease
0OK
Country All countries >
Designsted centres of ]
expertize

(&) Medical management only () Acult clinic
() Genetic counselling () Child clinic

SL @ Al

. - Reference centre for lysosomal diseases (Coordinator: Dr Nadia BELMATOUG)

Service de médecine interne Phone . 330001 40 87 52 86 Age range For Adults aed Children
Hopital Beaujon Additional = Typeis) c Medical management
100 Boulevard du Général Lecl Fhone ]
oulevard du Genéral Leclerc

99118 CLICHY Cades: Fax : J3 (01 4087 44 34
FRAMNCE Wiehsite [ ]
hdore information Contact

secretary  : samira.zebiche@bin.a
Head of clinic: Dr Madia BELMATOLUG th.fr

Orpha DORPHAETE0Z

number :

.|
CDNSULTANT{S) . . N
Dr Nadia BELMATOLIG Additional information
Further information on this clinic 1
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Numeric databases

Mational Cancer Institute ).5. Mational Institutes of Health | www.cancer.gow
RE) Surveillance Epidemiology and End Results Search | |[go
o o providing information on istics to help red the burden of this dizease on the U_S. population

G Home | About SEER JENTII=T@N GBI =0 Datasels & Sofiware | Publications Information for Cancer Registrars

Home > Cancer Statistics » Cancer Stat Fact Sheets > Cancer of the Urina Bladder . -
Cancer Statistics e [ lEmail l= Frint Page }&] ®lossarny

SEER Stat Fact Sheets: Bladder

Available Statistics
= Zancer Stat Fact Sheets

E Cancer Statistics Review Cancer: | Bladder ~|[ ca |
* Fast Stats . R . . q . q g

D Nforality data forthe corment data vregriz oot et suailable e w dedzils) Ubdgbed Nebiare dol 2rd cancer estinrade
- Cancer Query Systems statistics forthe cument data vear iF soolicanle) will nat be availasle wntll! the modality dats is eleased.

= State Cancer Profiles

Itis estimmated that 70,530 men and woarnmen {52,760 men and 17,770 woarmen) will be diagnosed with and
Resources 14,680 men and wormen will die of cancer of the urinary bladder in 2010 '

*+ Twpes of Statistics

The following information is based on MCI's SEER Cancer Statistics Review_f_.l._.lse the links on this page

= EZoftware Llsedto Generate to learn maore about each statistic type:
Staticstics

= Incidence & Mortality
= Survival & Stage

= Lifetime Risk

= Prevalence

= References

Incidence & Mortality
SEER Incidence

From 2004-2008, the median age at diagnosis for cancer ofthe urinary bladder was 732 vears Dfage_?_.
Approximately 0.1 % were diagnosed under age 20; 0.4% bebtween 20 and 24; 1.7% between 35 and 44;
7.4% between 45 and 54; 18.0% between 55 and 64; 27.2% between 65 and 74; 322.0% between 75 and
284, and 13.2% 85+ years of age.

The age-adjusted incidence rate was 21.1 per 100,000 men and wormen peryvear. These rates are based
on cases diaghosed in 2004-2008 from 17 SEER geodgraphic areas.

Incidence Rates by Race

Race/Ethnicity Male Female
All Races 3¥.8 per100,000 men | 9.2 per 100,000 wormen
wWhite 40.6 per 100,000 men | 9.8 per 100,000 wormen
Black 21.6 per 100,000 men | F.6 per 100,000 wormen
AsianfPacific Islander 16.23 per 100,000 men | 4.0 per 100,000 wormen

Armerican Indianislaska Native 2 | 14.0 per 100,000 men | 2.6 per 100,000 wamen
9 Hispanicb- 16.9 per 100,000 men | 4.8 per 100,000 wormen S
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Full text databases

La retinite pigmentaire
Rod-cone dystrophie _
Retinitis pigmentosa . Madame, Monsieur,

.................................................. Cette fiche est destinée 3 vous informer sur la rétinite
pigmentaire. Elle ne se substitue pas a une consulta-

. tion médicale. Elle a pour but de favoriser le dialogue

Lla maladie avec votre médecin. Whésitez pas 3 lui faire préciser

Le diagnostic

les points gqui ne vous paraitraient pas suffisamment
clairs et a demander des informations supplémentaires

Les_ﬂsw sur votre cas particulier. En effet, certaines informa-
Le traitement, la prise en charge, la prévention L S Conis s eie B PR e D s
M adaptées & votre cas : il faut se rappeler que chaque
En savoir plus . patient est particulier. Seul le médecin peut donner

une information individualisée et adapte.

- La maladie

Qu'est-ce que la rétinite pigmentaire ?

La retinite pigmentaire (RP) est une maladie genetique degéneérative de l'ceil qui se ca- b
ractérise par une perte progressive et graduelle de la vision évoluant généralement vers la v
10 cecité. la RP est encare annelée rod-cone dustronhie ou retinitis niamentosa. sunonvmes conlDIS
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Rare disease databases
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Maljor resources

12

Orphanet

NORD Rare disease database

Genetics Home Reference

Gene Reviews

OMIM

Medscape Reference

i
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Portal

6,000 diseases

6 languages

Directory of services

Online encyclopaedia
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Languages: FF ES | DE | IT | PT

orphanet

The portal for rare diseases and orphan drugs Rare diseases are rare. but Ahout Qrphanet

!/ Inserm =* B3 rare disease patients are momerous Cuntallz—'tELzE

o e e L W
R s
L2

Homepage

Access our Services Search a disease NEWS|E“EI’

Inventory, classification and Directory of ongoing research projects, Read the last newsletter
encyclopeadia of rare diseases, with clinical trials, registries and biobanks Read previous issues
genes involved : : R
Directory of patient organisations Sign up to receive the newsletter
Assistance-to-diagnosis tool _ .
Directory of professionals and
Emergency guidelines institutions Other documents
Irventory of arphan drugs Mewsletter '
Council Recommendation on an action in the field of =
Directory of medical laboratories Collection of thematic reports: rare diseases [7]
providing diagnostic tests Orphanet Reports Series —
Ell Cross-Border Healtheare Directive [7] =

Mirertnre nf pxoem cenfres

&
14 EURORDIS

Rare Diseases Europe




Major resources

15

NORD Rare disease database

Genetics Home Reference

Gene Reviews

OMIM

i
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Major resources

* Medscape Reference _
&
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Part 3

Orphan drug information

K
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Designation and Marketing authorization

* Orphan drugs
« Prevalence <1/ 2,000 people

* Designation
= Criteria

* EMA (European Medicines Agency)
« COMP (Committee for Orphan Medical Products)

* Marketing authorization
= Central authorization procedure

e U.S,, Australia, Japan,...
18
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Orphan drugs

 List of orphan drugs

= European Medicines Agency (EMA)

Orphanet

i
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Orphan drugs

e Orphan drug databases

= Eudrapharm

= Orphanet .,
&
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* Eudrapharm (EMA)

Drugs with marketing authorization

Europe
Centralized procedure -

1995

Summary of Product Characteristics
— European languages

— characteristics as agreed during the assessment pro cess

— for health professionals
— available for general public.

i
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\ Languages : Francais |[English [Espafiol |Deutsch[ITtalianc |Portugués

Homepage

Orphgnctmp s Comatt i

diseases and orphan

% Inserm =~ - drugs
Rare Drphan Expert . Diagnostic : Research . Patient - Directory of : Other
diseases drugs centres ests : andtrials :organisations: resources : information
Search List of Orphan List of Orphan List of List of Drugs Register | Update
Designations Drugs with MA Substances your activity

Homepage » Giphan drugs » Search Salactionner une Iangue_v| Frint =
Fourri par Google™ Traduire

SEARCH BY SUBSTANCE/TRADENAME OTHER SEARCH OPTION(S)

| | Substance / Tradename OK > Search by disease name

%) wead atory feld = Search by ATC category

> Search by Sponsor / MA holder

* QOrphanet
« Orphan designation in Europe
« Marketing authorization
— Europe
— United States
— Japan, Australia,...
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Part 4

Clinical trial databases

&
23 EURORDIS

Diseases Europe




Clinical trials

 Research study

= New drug, new indication

= Medical device

o Safety
o Efficacy

i
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CT Home - ClinicalTrials.goy

ClinicalTrials.gov

Bzervice of the L5, National Institutes of Health

Home Search Study Topics Glossary

|| Search

ClinicalTrials.gov is a reqistry and results database of federally and privately supported clinical trials conductad
in the Lnited States and around the world. ClinicalTrials gov gives you information about a trial's purpose, who
may participate, locations, and phone numbers for more details. This information should be used in conjunction
with advice from health care professionals. Read more...

B Search for Clinical Trials

Find trials for a specific medical condition or ather criteria inthe ClinicalTrials. gov registry. ClinicalTrials. goy
currently has 108 646 trials with locations in 174 countries.

P Investigator Instructions

Getinstructions for clinical trial investigators/sponsors about how to register trials in ClinicalTrials gov. Leam
about mandatory registration and results reporting reguirements and US Public Law 110-85 (FDAAA).

P Background Information

Learn about clinical trials and how to use ClinicalTrials gov, or access other consumer health information from
the LS Mational Institutes of Health.

Resources:

Understanding Clinical Trials

What's New

Glossary

Study Topics:

List stuilies by Condition

List studies by D Intervention

List studies by Sponsot

List stuiies by | ocation

This site complies with
the HOMcode standard
for trustwarthy health

CERTIFIED

taizatt | jnformation; verify here.

Contact Help Desk
Lizter Hill Hational Center for Biomedical Communications, .5, Mational Librany of Medicine,
U.5. Mational Institutes of Health, WS, Depadment of Health & Human Sendces,
USA.gow, Copyright, Frivacy, Accessibility, Freedom of Information Act

O

EURURDI>

Rare Diseases Europe



