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European rar e disease patient federation condemnsthe use
of genetic testing to establish racial origins

PRESS RELEASE - June 28, 2012. The European Ogjanmisfor Rare Disease&£(URORDI
condemns the use of genetic testing to establisialrarigins for political purposes and deems it
unacceptable. The condemnation echoesptkes release issued by the European Society wiaHu
Geneticsafter a member of parliament from the Hungariarrifght Jobbik party used a genetic test to
attempt to prove he did not have a Roma or Jewhsfiebackground.

A genetic-diagnostic company called Nagy Gén scarii@epositions in the MP’s genome for variants
that it said were characteristic of Roma and Jewikhic groups and concluded that Roma and Jewish
ancestry could be ruled out.

Hungary’s Medical Research Council (ETT), which iads the government on health policy, has
asked public prosecutors to investigate Nagy Gém emncluded that the genetic test violates
Hungarian law, which allows such testing only fealth purposes.

"This sad case happening in Hungary today coulg&min any other European country. Collectively,
patients and families as well as all stakeholdansl more broadly all policy makers and indeed all
citizens, we need to raise our level of vigilanodsprevent any potential genetic discriminatiomlb
sorts and avoid misuse of scientific advancemaertended to improve patients care" says Yann Le
Cam, Chief Executive Officer of EURORDIS.

"This is appalling. EURORDIS, in consultation wHUFERDIS, theHungarian Rare Disease Patient
Alliance, strongly endorses ESHG's position" declares Tiekkelersen, President of EURORDIS.

“This is totally unacceptable exploitation of bigloal materials which represent useful information
for patients,” argues Flaminia Macchia, EU Publitafs Director at EURORDIS.

Genetic testing is of particular importance to thee disease community since it can be used to
establish early diagnosis and prevention, timedgtinent, as well as to give genetic counsellintp¢o
patient and the family at large and to raise anesgmmongst couples in age to procreate.
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About EURORDIS

The European Organisation for Rare Diseases (EURSR®Bpresents more than 500 rare disease
organisations in 48 countries, covering more th@0Q rare diseases. It is the voice of the estidhate
30 million patients affected by rare diseases thhout Europe.

EURORDIS is a non-governmental patient-driveraaltie of patient organisations and individuals
active in the field of rare diseases, dedicatachfiroving the quality of life of all people livingith
rare diseases in Europe. It is supported by its Ineesnand by the French Muscular Dystrophy
Association (AFM), the European Commission, angbomate foundations and the health industry.
EURORDIS was founded in 1997. More information wmw.eurordis.org

About Rare Diseases

A disease is considered as rare when it affecssthes) one in 2000 people. Rare diseases are
chronically debilitating or life-threatening. Thaseno cure today for the 6000 — 8000 rare diseases
identified, of which 75% affect children. Due teethrarity, information is scarce and research is
insufficient. People affected by rare diseases facemon challenges such as diagnosis delay,
misdiagnosis, psychological burden and lack of gorakcsupport for everyday life. About 30 million
people suffer from a rare disease in Europe today.



