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Orphanet http://www.orpha.net

ORPHANET is a relational 
database of rare diseases and 
orphan drugs for the general 
public. It aims to improve 
diagnosis, management and 
treatment of rare diseases.

English, French, 
Italian, Spanish, 
Portuguese, German

patients, 
professionals, 
public none

database on rare 
diseases

database on 
orphan drugs with 
search feature

info on association 
organisations and links to 
other sites

newsgroups, info on 
patient support groups, 
clinics, research projects, 
clinical signs

search for 
specialists for 
treatment or 
consultation

database on rare 
diseases with 
search feature none no

NEPHIRD http://www.cnmr.iss.it/

a Network of Public Health 
Institutions on Rare Diseases, 
funded by the European 
Commission to study the situation 
on rare diseases and to encourage 
collaboration between 
governments and institutions English

associations, 
organisations, 
professionals none none none

list of participating 
organisations and links to 
associations dealing with 
rare diseases

info on legislation related 
to action in the field of 
rare diseases none none Word docs no

National Alliances

Organisation website address type and aim of organisation languages
main target 
audience(s)

member 
section

info about rare 
diseases

info about orphan 
drugs info about organisations other content search database downloadable docs sitemap

Alliance Maladies Rares 
http://www.alliance-maladies-
rares.org

French alliance of organisations 
dedicated to providing info on rare 
diseases French professionals

password 
protected

information for 
isolated patients 
list of rare diseases none

lists of members on rare 
diseases

newsletters, organisation 
of event no no PDFs no

FEDER http://www.minoritarias.com
Spanish alliance of organisations 
dealing with rare diseases

Spanish, English to 
come

Associations, 
patients none

glossary and list of 
disorders and 
organisations 
related to the care 
or treatment of the 
disorders none lists of organisations

info on actions, events, 
newsletter, news no no PDFs no

VSOP http://www.vsop.nl/

Dutch alliance of national 
organisations concerned with 
genetic and non-genetic 
congenital disorders Dutch, limited English

patients, 
professionals, 
associations none

access to 
information about 
diseases through 
web pages of 
member 
organisations none

list of member 
organisations none

search for 
general info on 
site none none yes

KMS http://www.kms-danmark.dk/
Danish alliance of organisations 
dealing with rare diseases Danish

patients, families, 
and associations

password 
protected

list of diseases and 
the companies that 
specialise in the 
treatment or 
research of these 
diseases none short list of associations

description of 
organisation, newsletters, 
password protected area, 
links to other resources none none PDFs no

Rare Disorders Belgium http://www.rd-b.be/

Belgian Alliance for People 
suffering from Rare Disorders 
providing info on rare diseases

website in French, but 
Dutch, English, 
German sections 
planned

patients, families, 
and associations none

searchable 
database on rare 
disorders none

database on associations 
searchable by disease none

search available 
for associations 
by name of 
disease or by 
name of 
secretary or 
contact

database on rare 
disorders with 
search feature none no

RDA.UK
http://www.cafamily.org.uk/rda-
uk.html

national alliance, part of the 
"Contact a Family" website, a 
resource of info on children's' 
disabilities and rare disorders English

parents, families 
and professionals none

list of rare diseases 
in alphabetical 
order none

list of organisations and 
contact information

information on various 
topics such as patterns of 
inheritance,  screening

search feature for 
general info on 
site none yes no

Sällsynta diagnoser http://www.sallsyntadiagnoser.nu/
Swedish alliance of organisations 
dealing with rare diseases

Swedish, limited 
English

patients, families, 
and associations none

searchable 
database on rare 
disorders none short list of associations none

search for rare 
diseases

database on rare 
diseases none no

Other Organisations

Organisation website address type and aim of organisation languages
main target 
audience(s)

member 
section

info about rare 
diseases

info about orphan 
drugs info about organisations other content search database downloadable docs sitemap

Erfocentrum http://www.erfelijkheid.nl/
information centre linked to Dutch 
national alliance Dutch

professionals, 
associations, 
patients, families none

database on 
genetic diseases, 
including rare 
diseases none

links to organisations 
dealing with rare disorders forum, flash movies

search for 
general info on 
site

database on 
literature related 
to rare diseases none yes

Fondation Groupama http://www.fondation-groupama.com

organisation established to 
encourage the broadcasting of the 
information on the rare diseases 
to contribute to break the isolation 
of the patients and of their families French

patients, families, 
associations, 
volunteers, 
professionals none

associations, 
special section for 
isolated patients, 
links for sites with 
info on disabilities none

list of organisations that 
specialise in the treatment 
or research of disorders

support of projects around 
rare disorders, list of 
related events, 
recruitment of volunteers

search for 
general info on 
site none none yes

Centro Nazionale Malattie 
Rare http://www.cnmr.iss.it/index.htm resource of info on rare diseases Italian

public, 
professionals, 
associations none

extensive database 
on rare disorders

links to websites 
containing orphan 
drugs

list of non-profit 
organisations in Europe 
that specialise in rare 
disorders training sessions, forum

search feature for 
database for rare 
diseases

database on rare 
diseases PDFs yes

Institute Mario Negri http://www.irfmn.mnegri.it/

scientific organisation for research 
and education in the biomedical 
field

English, Italian, and 
Spanish

associations, 
industry, 
professionals, 
patients none

registry and Italian 
legislation on rare 
diseases, search 
for links of rare 
diseases none list of Italian associations ???

search for links 
on rare diseases, 
institute 
publications

members' email 
address 
database PDFs no

CSH http://www.csh.dk/ Danish Center for rare diseases Danish
patients, families, 
and associations none

database on rare 
disorders none list of associations various articles

search for 
documents on 
site rare diseases Word docs no

Agrenska http://www.agrenska.se

adolescents with different types of 
disabilities arranges activities for 
young people with various 
disabilities Swedish, English

patients, children, 
adolescents, 
families, public none

links for info on 
disabilities none

list of Swedish disability 
organisations

section for children with 
games and information none none none no
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EMEA http://www.emea.eu.int/

agency for the evaluation of 
medicinal products to provide info 
on orphan drugs English

Associations, 
public, industry, 
professionals none none

procedure for 
orphan 
designation, 
orphan incentives, 
work of committee 
for orphan 
medicinal products, 
list of orphan drugs 
and positive or 
negative rating none

lists of press releases, 
current events related to 
the world of medicine

search for 
documents on 
site, or the entire 
web none PDFs yes

EPPOSI http://www.epposi.org

partnership of associations 
working on health care policies
towards treatment and prevention 
of serious diseases

Dutch, French, 
German, Italian, 
English

Associations, 
patients, public, 
industry, 
professionals none none

list of orphan drugs 
with brief 
description of each links to associations 

press releases, 
publications none none Word docs and PDFs yes

European Commission/DG 
Health - 

http://www.europa.eu.int/comm/healt
h/ph/programmes/rare/index_en.htm

community action programme on 
rare diseases established by the 
European Commission providing 
access to health protection in 
relation to rare diseases English

Associations, 
professionals, 
public none none none

list of representatives on 
the rare diseases 
committee

info on funded projects, 
annual work of the 
association

search for info on 
site none none yes

European Commission/DG 
Research http://europa.eu.int/comm/research/

commission on research 
established as part of the 
European Commission containing 
info on the research areas, 
policies and activities promoted by 
the European Union

English and 10 other 
languages

public, 
professionals, 
associations none none none none

info on research, press 
releases, current events

simple search for 
info on website none none yes

European Commission/DG 
Enterprise/Pharmaceutical
s/

http://pharmacos.eudra.org/F2/registe
r/orphreg.htm

Register of designated Orphan 
Medicinal Products with 
information on status of marketing 
authorisation English

public, 
professionals, 
associations none none yes -register none yes yes yes no

EFPMA / EBE http://www.ebe-efpia.org

biopharmaceutical company that 
promotes the right scientific, 
competitive and regulatory 
environment for healthcare 
companies English

Associations, 
professionals

password 
protected

none, but has list 
of medical 
terminology none

list of companies engaged 
in medical research none none PDFs no

Outside Europe
Websites dedicated to rare diseases / orphan drugs

National Alliances

Organisation website address type and aim of organisation languages
main target 
audience(s)

member 
section

info about rare 
diseases

info about orphan 
drugs info about organisations other content search database downloadable docs sitemap

CORD http://www.cord.ca

Canadian organiwation on rare 
disorders that provides info about 
rare disorders and links 
individuals/families
together with the same rare 
disorder English

Associations, 
professionals none none none

list of rare disease 
support organisations none none none no

NORD http://www.rarediseases.org/

National organisation on rare 
disorders that provides info on 
rare diseases, orphan drugs and 
associations English

Associations, 
public, industry, 
professionals

password 
protected

extensive index 
and database on 
rare diseases with 
search options

orphan drug 
database with 
search options

list of member 
organisations as well as 
links to other associations

customisable 
search for Nord 
database 
available online

databases on 
rare diseases, 
organisations, 
and orphan drugs none no

Associations

Organisation website address type and aim of organisation languages
main target 
audience(s)

member 
section

info about rare 
diseases

info about orphan 
drugs info about organisations other content search database downloadable docs sitemap

PH Central http://www.phcentral.org
Resource on Pulmonary 
Hypertension English

Public, patients, 
families, 
associations, 
professionals none

information on PH 
and index of 
medical 
terminology none

links to caregivers who 
specialise in PH

quick search and 
customisable 
search for info on 
website none none yes

IAPO http://www.iapo-pts.org.uk/

Organisations, providing a 
network of patients' organisations 
and promoting patient 
participation in health care 
decision making English

Associations, 
professionals, 
public none none none

links to IAPO networkers 
and searchable directory 
of patient organisations

search available 
for directory of 
patient 
organisations

database on 
patient 
organisations none no
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USA NIH Office for Rare 
Diseases (USA) http://rarediseases.info.nih.gov/

, p g
info on rare diseases and 
associations including current 
research, publications from 
scientific and medical journals, 
completed research, ongoing 
studies, and patient support 
groups English

Public, 
associations, 
professionals none

links to sites with 
info on rare 
diseases, as well 
as an extensive 
searchable 
database none

links to patient support 
groups none

link to external 
database 
containing info 
on rare diseases none yes

FDA Office of Orphan 
Products Development http://www.fda.gov/orphan

Office of orphan products 
development, providing 
identification on orphan products English

Public, 
professionals, 
industry none none

lists on orphan 
drugs and status of 
approval by FDA

links to organisations 
dealing with rare disorders

Google powered 
search for info on 
website or on 
entire web none RTFs yes

Association of Cancer 
Online Resources http://www.acor.org 

offers access to mailing lists that 
provide support, information, and 
community to everyone affected 
by cancer and related disorders. English

patients, public, 
families none

info about various 
types of cancer

lists of orphan 
drugs and info 
about FDA status

info on partnerships and 
funding

search available 
for general info 
and searchable 
databases

cancer, orphan 
drugs and 
medical 
terminology yes yes

World Health Organization
http://www.who.int/chronic_conditions
/en/ 

development of information, 
methods and tools to help improve 
health care for chronic conditions

English, French, 
Spanish

patients, public, 
families, 
professionals none

info on symptoms 
and medical 
terminology

articles written 
about various 
topics on orphan 
drugs contained on 
site

links to a large number of 
organisations and 
associations in the 
medical field

info on legislation related 
to action in the field of 
rare diseases

search available 
for general info 
on site

database on care 
of chronic 
conditions Word docs, PDFs yes
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