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Primary specialty for MDs / 4 year training  

Physicians  Laboratory specialists 

Primary specialty PhDs / 4 year training  



40 Departments / practices throughout the country  

1 geneticist per cca 100,000 individuals, genetic services are fully reimbursed, 
including cytogenetics and molecular genetics from general health insurance 



Private centres  



GHC Genetics  

Direct marketting in the media 
Unsubstantiated claims of benefit 
Direct marketting to practitioners 
Testing of minors   

Legal  threat to Czech  Medical Genetics Society 
 



¡  Československá	
  pediatrie	
  2008,	
  63(4)	
  179-­‐181	
  
and	
  4	
  other	
  major	
  domestic	
  medical	
  journals.	
  	
  

¡  Paper	
  coauthored	
  by	
  head	
  of	
  the	
  Ethics	
  
Committee	
  of	
  the	
  Czech	
  Ministry	
  of	
  Health	
  

¡  However,	
  limited	
  campaign	
  possibilities	
  in	
  
the	
  media	
  	
  



http://www.slg.cz 

Czech Society for Medical Genetics 

Czech Medical Society  

http://www.cls.cz 



CZDDNAL - Czech Directory of DNA laboratories 

http://www.uhkt.cz/nrl/db 



Institute for postgraduate education – IPVZ  

http://www.ipvz.cz 



Coordination centre of DNA laboratories 
Best practice guidelines, conferences, training  

http://www.uhkt.cz/nrl/nrl-dna/blp 



¡  Act	
  on	
  the	
  health	
  of	
  the	
  nation	
  (20/1966)	
  
§  Old	
  legislation	
  with	
  numerous	
  ammendments	
  
§  No	
  specific	
  regulation	
  on	
  genetic	
  testing	
  

¡  As	
  a	
  provisional	
  solution	
  for	
  missing	
  legal	
  
regulation-­‐selfimposed	
  regulation	
  

¡  A	
  non-­‐legally	
  binding	
  Recommendation	
  on	
  
genetic	
  testing	
  issued	
  by	
  the	
  Czech	
  Society	
  of	
  
Medical	
  Genetics	
  in	
  2008	
  in	
  relation	
  to	
  
informed	
  consent	
  procedures	
  	
  	
  



¡  Based	
  on	
  adoption	
  of	
  the	
  Oviedo	
  convention	
  (Act	
  
96/2001	
  Sb.)	
  and	
  the	
  2008	
  Council	
  of	
  Europe	
  –	
  
„Additional	
  Protocol	
  to	
  the	
  Convention	
  on	
  Human	
  
Rights	
  and	
  Biomedicine,	
  concerning	
  Genetic	
  
Testing	
  for	
  Health	
  Purposes“	
  	
  http://conventions.coe.int/
Treaty/en/Treaties/html/203.htm	
  

¡  Based	
  on	
  collaboration	
  with	
  ESHG.org,	
  including	
  
partner	
  EU	
  human	
  genetic	
  societies	
  and	
  their	
  
recent	
  compilation	
  of	
  legal	
  regulations	
  

	
  	
  	
  	
  	
  https://www.eshg.org/270.0.html	
  	
  	
  





¡  Act	
  on	
  health	
  care	
  services	
  
¡  Act	
  on	
  specific	
  health	
  care	
  services	
  (includes	
  
genetic	
  testing,	
  chapter	
  8)	
  

¡  Passed	
  in	
  	
  the	
  Chamber	
  of	
  Deputies	
  on	
  
September	
  7,	
  2011	
  (reg	
  No	
  407)	
  

¡  To	
  be	
  voted	
  upon	
  in	
  the	
  Senate	
  during	
  the	
  
12th	
  Assembly	
  (reg	
  No	
  185,	
  scheduled	
  for	
  
October	
  12,2011)	
  



¡  Act	
  proposed	
  by	
  the	
  Ministry	
  of	
  Health	
  -­‐2011	
  
¡  Extensively	
  revised	
  by	
  the	
  Czech	
  Medical	
  
Society	
  considering	
  international	
  treaties	
  and	
  
recommendations	
  

¡  Final	
  revision	
  cross-­‐checked	
  with	
  the	
  Ministry	
  
of	
  Health	
  

¡  Only	
  minor	
  modifications	
  by	
  the	
  Chamber	
  of	
  
Deputies	
  



¡  Genetic	
  laboratory	
  testing	
  may	
  be	
  performed	
  only	
  
in	
  accredited	
  laboratories	
  

¡  Genetic	
  testing	
  may	
  be	
  offered/performed	
  only	
  for	
  	
  
§  Health	
  care	
  purposes	
  
§  Biomedical	
  research	
  related	
  to	
  health	
  

¡  The	
  patient	
  must	
  be	
  informed	
  about	
  the	
  purpose,	
  
nature	
  and	
  risks	
  of	
  the	
  testing	
  and	
  written	
  
informed	
  consesnt	
  must	
  be	
  obtained.	
  

¡  If	
  the	
  testing	
  has	
  reproductive	
  consequences	
  a	
  
consultation	
  with	
  qualified	
  medical	
  geneticist	
  is	
  
recommended	
  both	
  before	
  and	
  after	
  the	
  testing.	
  



Genetic	
  testing	
  in	
  health	
  care	
  may	
  be	
  offered	
  for:	
  
§  Preimplantation	
  diagnosis	
  
§  Diagnosis	
  of	
  genetic	
  diseases	
  and	
  developmental	
  
defects	
  

§  Determination	
  of	
  the	
  degree	
  of	
  predisposition	
  to	
  
diseases	
  

§  Determination	
  of	
  carriership	
  for	
  genetic	
  variants	
  
causing	
  illness	
  

§  Targeted	
  newborn	
  screening	
  
§  Optimizing	
  treatment	
  

	
  



¡  No	
  testing	
  of	
  biological	
  material	
  from	
  a	
  
deceased	
  person	
  without	
  previous	
  approval	
  
or	
  without	
  consent	
  of	
  his/her	
  relatives.	
  	
  

¡  No	
  financial	
  or	
  other	
  compensation	
  to	
  the	
  
patient.	
  

¡  No	
  sale	
  or	
  transfer	
  of	
  results	
  to	
  third	
  parties.	
  
¡  No	
  testing	
  of	
  human	
  embryo	
  or	
  fetus	
  but	
  for	
  
health	
  purposes;	
  only	
  after	
  genetic	
  
counseling	
  and	
  with	
  approval	
  of	
  the	
  mother.	
  



¡  No	
  intervention	
  to	
  modify	
  the	
  genome,	
  but	
  
for	
  therapeutic	
  purposes	
  in	
  serious	
  genetic	
  
diseases;	
  intervention	
  can	
  only	
  target	
  
somatic	
  cells.	
  

¡  Procedures	
  to	
  create	
  human	
  beings	
  with	
  
identical	
  human	
  genome	
  are	
  prohibited.	
  

¡  Transfer	
  of	
  human	
  genome	
  into	
  other	
  species	
  
and	
  vice	
  versa	
  is	
  prohibited.	
  	
  



¡ Modern	
  legal	
  regulation	
  	
  of	
  genetic	
  testing	
  
for	
  health	
  care	
  purposes,	
  in	
  accordance	
  with	
  
current	
  EU	
  /	
  CoE	
  recommendations	
  

¡  Hope	
  for	
  medically	
  sound	
  use	
  of	
  genetics	
  
¡  Preventing	
  erosion	
  of	
  public	
  trust	
  towards	
  
genetics	
  

¡  International	
  collaboration	
  e.g.	
  with	
  
Eurogentest.org,	
  Orpha.net,	
  EMQN.org	
  and	
  	
  

	
  	
  	
  	
  ESHG.org	
  is	
  important	
  	
  


