
Austria	
  
Neuropediatric Familycamps for RS Patients 

 

2001	
  –	
  2005	
   
•  5	
  days,	
  3-­‐4	
  RS	
  Pa2ents	
  +	
  Caregiver	
  (parents,	
  sibling,..)	
  
•  Department	
  of	
  Pediatrics	
  and	
  Adolescent	
  Medicine	
  at	
  the	
  

Medical	
  University	
  Vienna	
  
•  Dr.	
  Freilinger,	
  Dr.	
  Bernert,	
  Dr.	
  Hauser	
  



Ø  Parent	
  discussion	
  ,	
  sibling	
  ac2vi2es	
  
Ø  orthopediatric	
  diagnos2c,	
  counseling	
  
Ø  Speech	
  therapy	
  	
  
Ø  Occupa2onal	
  therapy	
  
Ø  Psychologists,	
  	
  
Ø  Osteopathie,	
  KinderTuina,	
  Music	
  Therapy,…	
  
Ø  Custodial	
  assistance	
  	
  
Ø  Nutri2on,	
  dietary	
  counceling	
  
Ø  Sleep	
  monitoring	
  
Ø  Gastroenterology	
  
Ø  Blood	
  exams	
  –	
  incl.	
  gene2c	
  
Ø  EEG,	
  EKG	
  
Ø  Behavioural	
  assessments	
  

support	
  



Child	
  Neurology	
  
Department	
  of	
  Paediatrics	
  and	
  Adolescent	
  Medicine	
  
Medical	
  University	
  Vienna/	
  Vienna	
  General	
  Hospital	
  

	
  

Michael	
  FREILINGER,	
  MD	
  
!!

Pediatric	
  Neurology	
  
	
  Special	
  Interest	
  in	
  Re2	
  Syndrome	
  
	
  Clinical	
  work	
  

–  55	
  Re]	
  Pa2ents	
  2004	
  –	
  2014	
  
–  Regular	
  Checkup	
  2	
  Re]	
  Pa2ents	
  per	
  week	
  
–  Clinical	
  Coopera2ons:	
  

	
  	
  

Child	
  
Neurology	
  

Orthopedi
cs	
  

Sleep/PSG	
  

Physiotherapie,	
  
Speech	
  therapy,	
  
Occupa2onal	
  
Therapy,	
  ...	
  

Gene2cs	
  

GI	
  -­‐	
  
Nutri2on	
  



Results	
  –	
  Birth	
  prevalence	
  in	
  10-­‐year	
  periods	
  

Diplomarbeit,	
  Frau	
  Dr.med.	
  Sarah	
  Braun,	
  2013	
  
Re#	
  syndrome	
  in	
  Austria:	
  From	
  the	
  first	
  descrip7on	
  in	
  1966	
  up	
  to	
  present	
  

≈	
  3	
  new	
  RTT	
  girls	
  per	
  year	
  in	
  Austria	
  



Child	
  Neurology	
  
Department	
  of	
  Paediatrics	
  and	
  Adolescent	
  Medicine	
  
Medical	
  University	
  Vienna/	
  Vienna	
  General	
  Hospital	
  

	
  

Michael	
  FREILINGER,	
  MD	
  
!!

Scien;fic	
  Interest	
  
	
  Coopera2ons	
  

–  ÖRSG	
  
	
  

–  Helen	
  Leonard	
  &	
  Jenny	
  Downs,	
  Perth,	
  AUS	
  
	
  

–  Peter	
  Marschik,	
  Graz,	
  Austria	
  

	
  
	
  Publica2ons	
  

–  Freilinger	
  M,	
  Böhm	
  M,	
  Lanator	
  I,	
  Vergesslich-­‐Rothschild	
  K,	
  ...,	
  Downs	
  J,	
  Leonard	
  L.	
  
	
  The	
  prevalence,	
  clinical	
  inves2ga2on	
  and	
  management	
  of	
  gall	
  bladder	
  dysfunc2on	
  in	
  Re]	
  syndrome.	
  
	
  Dev	
  Med	
  Child	
  Neurol	
  2014;	
  56:	
  756-­‐62.	
  

–  Freilinger	
  M,	
  Lanator	
  I,	
  Item	
  CB,	
  Dunkler	
  D,	
  Mühl	
  A,	
  Fowler	
  B,	
  Bodamer	
  OA.	
  
	
  Effects	
  of	
  crea2ne	
  supplementa2on	
  in	
  Re]	
  Syndrome:	
  a	
  randomized	
  controlled	
  trial.	
  J	
  
	
  Dev	
  Behav	
  Pediatr	
  2011;	
  32:	
  454-­‐60.	
  

–  Freilinger	
  M,	
  Bebbington	
  A,	
  Lanator	
  I,	
  de	
  Klerk	
  N,	
  Dunkler	
  D,	
  Seidl	
  R,	
  Leonard	
  H,	
  Ronen	
  GM.	
  
Survival	
  with	
  Re]	
  syndrome:	
  comparing	
  Re]´s	
  original	
  sample	
  with	
  data	
  from	
  the	
  Australian	
  Re]	
  
Syndrome	
  Database	
  
Dev	
  Med	
  Child	
  Neurol	
  2010;	
  52:	
  962-­‐5.	
  



Re]	
  Syndrome	
  once	
  and	
  today	
  (M	
  Freilinger)	
  
Gabriel	
  Ronen/CA	
  
Eric	
  E.J.	
  Smeets/NL	
  
Walter	
  Kaufmann/US	
  




