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KDIGO	  Controversies	  Conference	  on	  	  
Diagnosis	  and	  Management	  of	  Patients	  with	  

Fabry	  Nephropathy	  
	   	  

October	  15-‐17,	  2015	  
	  

-‐	  CONFERENCE	  AGENDA	  -‐	  
	  

	  

Thursday,	  October	  15	  
18:00	  –	  20:00	  hrs	  

	   	   	   	  
18:00	  hrs	   	   Welcome	  Reception	  
	   	   	   Location:	  Trinity	  Room	  1	  (Lower	  Ground	  Floor)	  
	  

-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐	  
	  

Friday,	  October	  16	  
09:00	  –	  18:30	  hrs	  

	   	   	   	  
07:00	  –	  09:00	  hrs	   Breakfast	  Available	  
	   	   	   Location:	  Gallery	  Restaurant	  (Lobby	  Level)	  
	  
Introduction:	  Meeting	  Overview	  
Location:	  Anna	  Livia	  Ballroom	  (First	  Floor)	   	  
	  
09:00	  –	  09:15	  hrs	   Conference	  Overview	  and	  Objectives	  

Presenters:	  Christoph	  Wanner	  &	  Raphael	  Schiffmann,	  Co-‐Chairs	  
	  
09:15	  –	  09:45	  hrs	  	  	   How	  does	  alpha	  galactosidase	  deficiency	  lead	  to	  cell	  damage	  &	  

how	  can	  it	  be	  repaired?	  
Presenter:	  Alberto	  Ortiz	  
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Plenary	  Session	  1:	  Screening	  &	  Diagnosis	  of	  Fabry	  Disease	  
Location:	  Anna	  Livia	  Ballroom	  (First	  Floor)	  

	  
09:45	  –	  10:00	  hrs	   Epidemiology	  and	  the	  Natural	  Course	  of	  Fabry	  Disease	  
	   	   	   Presenter:	  Raphael	  Schiffmann	  
	  
10:00	  –	  10:15	  hrs	   Newborn	  Screening	  for	  Fabry	  Disease	  
	   	   	   Presenter:	  Dietrich	  Matern	  
	  
10:15	  –	  10:30	  hrs	   Paediatric	  Management	  

Presenter:	  Uma Ramaswami	  	  
	  
10:30	  –	  10:45	  hrs	   Diagnosis	  and	  Biochemical	  Follow-‐up	  of	  Fabry	  Disease	  (including	  

Current	  Status	  of	  Kidney	  and	  Heart	  Biomarkers)	  
Presenter:	  Derralynn	  Hughes	  
	  

10:45	  –	  11:15	  hrs	   Q&A	  
	  
11:15	  –	  11:30	  hrs	   Break	  
	   	   	   Location:	  Foyer	  
	  

Plenary	  Session	  2:	  Management	  of	  Fabry	  Disease	  	  
Location:	  Anna	  Livia	  Ballroom	  (First	  Floor)	  
	  
11:30	  –	  11:45	  hrs	   Management	  of	  Patients	  with	  Renal	  Manifestations	  (including	  

adjunctive	  treatments)	  	  	  
Presenter:	  David	  Warnock	  

	  
11:45	  –	  12:00	  hrs	   Management	  of	  Patients	  with	  Cardiac	  Manifestations	  (including	  

adjunctive	  treatments)	  	  	  
Presenter:	  Aleš	  Linhart	  

	  
12:00	  –	  12:15	  hrs	   Management	  of	  Patients	  with	  Peripheral	  and	  Central	  Nervous	  

System	  Manifestations	  (including	  adjunctive	  treatments)	  	  	  	  
Presenter:	  Juan	  Politei	  	  
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12:15	  –	  13:15	  hrs	   Lunch	  	  
	   Location:	  Gallery	  Restaurant	  (Lobby	  Level)	  
	  
13:15	  –	  13:30	  hrs	   CFDI	  Update	  
	   	   	   Presenter:	  Michael	  West	  
	  
13:30	  -‐	  14:00	  hrs	   How	  can	  we	  build	  on	  existing	  registries?	  The	  FOS	  and	  Fabry	  Registries	  

Presenters:	  Atul	  Mehta	  &	  Stephen	  Waldek	  
	  
14:00	  –	  14:30	  hrs	   Q&A	  
	  
14:30	  –	  14:45	  hrs	   Breakout	  Session	  Overview	  &	  Remit	  
	   Presenter:	  Christoph	  Wanner	  
	  
Breakout	  Session	  1	  
	  
14:45	  –	  16:15	  hrs	   Group	  #1:	  Screening	  &	  Diagnosis	  

Discussion	  Leaders:	  Derralynn	  Hughes	  &	  Michael	  West	  
Location:	  Anna	  Livia	  Ballroom	  (First	  Floor)	  

	   	  
Group	  #2:	  Enzyme	  Replacement	  Therapy	  
Discussion	  Leaders:	  Gabor	  Linthorst	  &	  Alberto	  Ortiz	  
Location:	  Swift	  Room	  (First	  Floor)	  
	  
Group	  #3:	  Non-‐Specific	  Standards	  of	  Care	  
Discussion	  Leaders:	  Einar	  Svarstad	  &	  David	  Warnock	  
Location:	  Joyce	  Room	  (First	  Floor)	  

	  
16:15	  –	  16:30	  hrs	   Break	  
	   	   	   Location:	  Foyer	  
	  
Preliminary	  Breakout	  Group	  Reports	  &	  Discussion	  
Location:	  Anna	  Livia	  Ballroom	  (First	  Floor)	  
	  
16:30	  –	  17:00	  hrs	   Group	  #1:	  Screening	  &	  Diagnosis	  

Discussion	  Leaders:	  Derralynn	  Hughes	  &	  Michael	  West	  
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17:00	  –	  17:30	  hrs	   Group	  #2:	  Enzyme	  Replacement	  Therapy	  
Discussion	  Leaders:	  Gabor	  Linthorst	  &	  Alberto	  Ortiz	  

	  
17:30	  –	  18:00	  hrs	   Group	  #3:	  Non-‐Specific	  Standards	  of	  Care	  

Discussion	  Leaders:	  Einar	  Svarstad	  &	  David	  Warnock	  
	  
18:00	  –	  18:30	  hrs	   Wrap	  up	  
	  
20:00	  hrs	   	   Group	  Dinner	  at	  The	  Hot	  Stove	  
	   	   	   Meet	  in	  lobby	  at	  19:45	  to	  walk	  to	  restaurant	  
	  

-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐	  
Saturday,	  October	  17	  
09:00	  –	  15:00	  hrs	  

	   	   	   	   	   	   	   	   	   	   	  
07:00	  –	  09:00	  hrs	   Breakfast	  Available	  
	   	   	   Location:	  Gallery	  Restaurant	  (Lobby	  Level)	  
	  
09:00	  –	  09:15	  hrs	   Brief	  Opening	  Remarks	  
	   	   	   Location:	  Anna	  Livia	  Ballroom	  (First	  Floor)	  
	  
Breakout	  Session	  2	  
	  
09:15	  –	  11:00	  hrs	   Group	  #1:	  Screening	  &	  Diagnosis	  

Discussion	  Leaders:	  Derralynn	  Hughes	  &	  Michael	  West	  
Location:	  Anna	  Livia	  Ballroom	  (First	  Floor)	  

	   	  
Group	  #2:	  Enzyme	  Replacement	  Therapy	  
Discussion	  Leaders:	  Gabor	  Linthorst	  &	  Alberto	  Ortiz	  
Location:	  Swift	  Room	  (First	  Floor)	  
	  
Group	  #3:	  Non-‐Specific	  Standards	  of	  Care	  
Discussion	  Leaders:	  Einar	  Svarstad	  &	  David	  Warnock	  
Location:	  Joyce	  Room	  (First	  Floor)	  

	  
11:00	  –	  11:15	  hrs	   Break	  
	   	   	   Location:	  Foyer	  
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Final	  Breakout	  Group	  Reports	  &	  Discussion	  
Location:	  Anna	  Livia	  Ballroom	  (First	  Floor)	  
	  
11:15	  –	  11:45	  hrs	   Group	  #1:	  Screening	  &	  Diagnosis	  

Discussion	  Leaders:	  Derralynn	  Hughes	  &	  Michael	  West	  
	  
11:45	  –	  12:15	  hrs	   Group	  #2:	  Enzyme	  Replacement	  Therapy	  

Discussion	  Leaders:	  Gabor	  Linthorst	  &	  Alberto	  Ortiz	  
	  
12:15	  –	  12:45	  hrs	   Group	  #3:	  Non-‐Specific	  Standards	  of	  Care	  

Discussion	  Leaders:	  Einar	  Svarstad	  &	  David	  Warnock	  
	  
12:45	  –	  13:45	  hrs	   Lunch	  
	   Location:	  Gallery	  Restaurant	  (Lobby	  Level)	  
	   	   	   	  
13:45	  –	  14:30	  hrs	   Conference	  summation	  and	  next	  steps	  
	   	   	   	  
15:00	  hrs	   	   Adjourn	  
	  

	  


