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26 agosto 2021

                                    
                                                  
                                                        
                                      

IN PRIMO PIANO

          

Malattie rare senza nome: il piccolo Diego è in cerca di una diagnosi

                                    
                                                  
                                                        
              

LE ULTIME NEWS

                                
     

                  

L'avventura di Luca, ciclista emofilico: 

  

350 km con una protesi al ginocchio

          

Amiloidosi cardiaca: 

 1 / 6

https://customer16815.musvc2.net/e/t?q=3%3dAcLQE%26I%3dI%26D%3dBdGX%26y%3daNXIg%269%3d84Q4I_2xgp_C8_6qcw_F6_2xgp_BCAM7.L7IoO014L69yJoBkQ89oOoHo.F8_Hazd_RpKsM3_OesZ_YtI4L69o_O1k8oesZ_YtQGdEW-w8z14Qw5-2865-3B2Pk-K3Co-Fz-Fs0qEvL-r9oD3-5-sK-q520o-4s-R21-nFo7xL79%26n%3dJ9I60F.DoQ%26wI%3dBXJRC&amp;mupckp=mupAtu4m8OiX0wt
https://customer16815.musvc2.net/e/t?q=7%3dKVVUO%26B%3dS%26H%3dLWQb%269%3dTXbSZ%26I%3dBDJDM_Bqqt_M1_Fump_P0_Bqqt_L6KQG.EGMyHJ5DEFC9CyFuJHCyHyLy.9H_Lksn_VzCyFuJHCy-HyLy_Howj_R497E4C693_Lksn_VzQUaKR-0-5FL3HDKF5-x9-0Ow1-1CwB7MD1-3G967F33C-WOZ-9G-wEB-O81-DL9J3M3-10-A3DC7w87I%26x%3dCI5u1yMF3P.HyJ%267M%3dLQTVM&amp;mupckp=mupAtu4m8OiX0wt
https://customer16815.musvc2.net/e/t?q=8%3dCdEVG%26J%3dB%26I%3dDe0c%261%3dbGcKh%262%3dC6RwN_4yZu_E9_yvex_9A_4yZu_DD4R9.MzNqP366MyD1KhGmR1DqPhMq.G1_Mc1W_WrKhGmR1Dq-PhMq_PXxb_Zm0yMmDxGl_Mc1W_WrYDbCZ-s-68TlI6Sy6-pG-sPo9-jDoJpN69-lH1DpGuAv-XGh-rH-oMu-Pz9-wM1RlNu-9s-BuLv8oFpJ%26p%3dK26m9hN8A9.IqR%26pN%3dDYCWE&amp;mupckp=mupAtu4m8OiX0wt
https://customer16815.musvc2.net/e/t?q=5%3d9VQSC%26B%3dN%26F%3d0WLZ%26w%3dTSZGZ%26D%3d02J9K_zqlr_A1_Asap_K8_zqlr_06FO5.EBKmHE32EAAwCtDiJCAmHtJm.9C_JYsi_TnCtDiJCAm-HtJm_HjuX_Ry3u95Gq48Kq-3tJl9t5i_HjuX_RySEWKV-iC2Dw9wG19-v3z423k1-2D-k1A6qE5GoE-x-71IxF89tDm-FxJ-1K97z1A7-q-C8EmDC3i1tA-l9y8q32Dq%264%3d6M1LvT.v5C%26A1%3dRJX0S&amp;mupckp=mupAtu4m8OiX0wt


OMaR - Osservatorio Malattie Rare
Giovedì 26 Agosto 2021 21:49 - 

  

il cardiologo è essenziale per superare i momenti difficili

          

Porfiria epatica acuta: 

  

troppe persone affette non sanno di esserlo

          

Iperossaluria: 

  

salvato un bimbo di 4 anni con un rene trapiantato sul pancreas

                                                            
                                                  
                                                        
              

LA RICERCA SCIENTIFICA
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Malattie neurologiche rare: 

  

tra medici e pazienti diversa prospettiva sulle priorità della ricerca

          

Terapia fotodinamica: 

  

un&rsquo;opportunità per la malattia di Hailey-Hailey

          

Angioedema ereditario: 

  

il COVID-19 non sembra influire sull&rsquo;andamento della patologia

          

Anemia falciforme: 

  

ripartono gli studi clinici sulla terapia genica bb1111

          

Deficit di AADC: 

  

al via uno studio internazionale sulla patologia

                                                            
                                                  
                                                        
              

TUMORI RARI
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Leucemia mieloide acuta: 

  

per lo sviluppo di nuove terapie è utile studiare il microambiente tumorale

          

Leucemie: 

  

armare il sistema immunitario per combatterle

                                                            
                                                  
                                                        
                                      

APPUNTAMENTI

                                  

10 Settembre 2021. 

  

L&rsquo;importanza della telemedicina nell&rsquo;emofilia, il progetto Remote. Il valore della
cura e dell&rsquo;assistenza nell&rsquo;emofilia, un anno dopo

                      

10-11 Settembre 2021. 

  

Sharing Breath 2021 - Diamo Respiro all'Italia
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10-11 Settembre 2021, Bonn (Germania). 

  

&ldquo;SCN8A &amp; SCN2A - Conference &amp; Family Gathering&rdquo;

                                                            
                                                  
                                                        
              

Per le altre notizie visita il sito www.osservatoriomalattierare.it

  

   

                                    
                                                  
                                                        
                                  Contatti               Comitato Scientifico               Sportello Legale          

 
 
L'Esperto Risponde
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https://customer16815.musvc2.net/e/t?q=9%3dCcOWG%26I%3dL%26J%3dDdJd%261%3daQdKg%26B%3dD6Q7O_4xjv_E8_9wew_IB_4xjv_DCDS9.L0OqOC76L9E1JrHmQAEqOrNq.FA_Nczg_Xr87L7KA7yB5Pu_Ohyb_Yw7m8rWIdQb-Cg-HW-5BAPqJsNq-YQXC-96Jz-DvNy85Em-PtJJ8-09zYr-91KwA4B59q-CrIuIF-CmQyA4F5C%26p%3dJBO80I.JqQ%26zO%3dDXMXE&amp;mupckp=mupAtu4m8OiX0wt
https://customer16815.musvc2.net/e/t?q=0%3dFdDXJ%26J%3dA%26K%3dGe9e%264%3dbFeNh%261%3d8p9gE9Rv_Of1V_Zp_PWze_Zl_Of1V_YuU3T.4QyB7TgQ4PoL29r89RoB79xB.xR%26j%3dJ0Q20G.LkQ%26xQ%3d8XKZ9&amp;mupckp=mupAtu4m8OiX0wt
https://customer16815.musvc2.net/e/t?q=9%3d2c8W6%26I%3d5%26J%3d3d3d%26p%3da0d0g%26u%3dDuQpO_sxSv_48_rwTw_2B_sxSv_3CwSx.LsOfOv7uLrEpJaHbQtEfOaNf.Ft_NRzP_Xg0oJu8tPj%26A%3dmQtScX.oB7b8at%26Et%3dY1b3Z&amp;mupckp=mupAtu4m8OiX0wt
https://customer16815.musvc2.net/e/t?q=9%3dCVAWG%26B%3d8%26J%3dDW6d%261%3dTCdKZ%26x%3dD6JsO_4qVv_E1_uwep_5B_4qVv_D6zS9.EvOqHy76EuE1CdHmJwEqHdNq.9w_NcsS_Xr3rIuJdP1-IfEqDwEr9fK7m1d%26p%3dCxO835.JqJ%26lO%3dDQ9XE&amp;mupckp=mupAtu4m8OiX0wt
https://customer16815.musvc2.net/e/t?q=0%3dDXLXH%26D%3dI%26K%3dEYGe%262%3dVNeLb%269%3dE7L4P_5sgw_F3_6xfr_FC_5sgw_E8AT0.G7PrJ087G6F2EoInL8FrJoOr.A8_Odud_YsA-2L6L6F-676SvRw_Odu8n3od_YsK4L5LsIyG-zBt3zB-2EoO-q3zIn-HoO77-rBv-JoOv%266%3d1R6NqY.178%26F6%3dTEcEU&amp;mupckp=mupAtu4m8OiX0wt
https://customer16815.musvc2.net/e/t?q=8%3dCVGVG%26B%3dD%26I%3dDWBc%261%3dTIcKZ%264%3dC6JyN_4qbu_E1_1vep_AA_4qbu_D66R9.E2NqH566E1D1CjGmJ3DqHjMq.93_McsY_Wr52KqH3J492K1Dm0%26p%3dC46m1jN83A.IqJ%26rN%3dDQEWE&amp;mupckp=mupAtu4m8OiX0wt
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