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10 giugno 2021

                                    
                                                  
                                                        
                                      

IN PRIMO PIANO

        Malattie rare, le famiglie chiedono una Giornata Nazionale per i rare sibling               
          
        
                                                  
                                                        
              

LE ULTIME NEWS

                                
     

                  

Malattia di Huntington: 

  

non bisogna temere di parlarne

          

Angioedema ereditario: 
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https://customer16815.musvc2.net/e/t?q=A%3d8WVYB%26C%3dS%26L%3d9XOa%26v%3dUXfFa%26I%3dF1KDQ_yrqx_02_FyZq_PD_yrqx_97KU4.FGQlIJ91FFGvDyJhKHGlIyPl.0H_PXtn_ZmE3Uz_Io1W_S491KI9s0H9_yrqx_97OeBSX-KhCyR103-PhI3-Jl-7yKp80Gl-46Gl5CLv-LB9-n0CPu2H9-u2NGvEyJl-G3P-p-IyPl-J70s0BE%26k%3dDIQ34P.L9h2ylK%267Q%3d9aSZ0
https://customer16815.musvc2.net/e/t?q=8%3dNZDVR%26F%3dA%26I%3dOa7X%26B%3dXFcVd%261%3dCGNvN_EuYu_P5_xvpt_8A_EuYu_O03RJ.IyN2L26GIxDBGgGxNzD2LgM2.Cz_MnwV_W3GgGxNzD2-LgM2_LWxm_VlHxFgOGCg-96-B1IGCtBGIt_MnwV_W3UCZNY-s695zO65-jD-5OtO6HmOBH-tJA-6oNBAt6-G9s0E9-jD-C5xGxLt0%261%3dG1NI78.I26x5gN%26oN%3dOdAWP
https://customer16815.musvc2.net/e/t?q=6%3dEXRTI%26D%3dO%26G%3dFYKV%263%3dVTaMb%26E%3dA8L0L_6sms_G3_Btgr_L9_6sms_F8GPA.GCLsJF48GBB3EuEoLDBsJuKs.AD_Keuj_UtEuEoLDBs-JuKs_Jkvd_TzFoDuM8Au-7w-0EG8A808G8_Keuj_UtSQXEW-74z3DMw3-xB-vM8MwF1M3F-8H2-43L3984-877867-xB-43BEoJ88%26r%3dEEL05L.Gs4o3uL%263L%3dFbOUG
https://customer16815.musvc2.net/e/t?q=0%3dFbDXJ%26H%3dA%26K%3dGc7Z%264%3dZFeNf%261%3dE9PvP_7wYw_H7_xxhv_8C_7wYw_GB3TB.KyPtN289KxF4IgIpPzFtNgOt.Ez_OfyV_YuIgIpPzFt-NgOt_NWze_Xl83CoLt0kJp-AxBsEz87Eu_OfyV_YuWCbFc-gKvEuBsAs8-tNkAxPgOxK-rB-sElCx9uI97-jB1Hg-Ax7mK4Oo%26A%3d2QySrX.tB9%26Ey8p7g%3dYOa8Z
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le difficoltà della diagnosi

          

SLA: 

  

una petizione indirizzata ai vertici delle istituzioni europee

                                                            
                                                  
                                                        
              

LA RICERCA SCIENTIFICA

                                
     

                  

Distrofia muscolare: 

  

una proteina modificata riduce l&rsquo;infiammazione e promuove la rigenerazione di tessuti
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https://customer16815.musvc2.net/e/t?q=9%3dLXKWP%26D%3dH%26J%3dMYDY%260%3dVMdTb%268%3dDEL3O_Csfv_N3_5wnr_EB_Csfv_M80SH.G6OzJ97EG5E0EnHvL7EzJnNz.A7_Nluc_X1EnHvL7Ez-JnNz_Jdyk_Ts799vKz6rIv-75AyA77CA2_Nluc_X1SJaLY-nJ2A2Ay7z7-zJr04LnN4G-yA-yAsB452HE3-qA7Dn-043tJ0Kv%260%3d8M6RxT.1AE%26A67v3n%3dXUWEY
https://customer16815.musvc2.net/e/t?q=6%3d9a8TC%26G%3d5%26G%3d0b1V%26w%3dY0aGe%26u%3dA2OpL_zvSs_A6_rtau_29_zvSs_0AwP5.JsLmMv42JrBwHaEiOtBmMaKm.Dt_KYxP_UnHaEiOtBm-MaKm_MQvX_WfLt6_rtau_299b5TH-Nl4-3Ia-ImOiSqJn8-qIdBzDzSiOa-4q-QeK2DcB-l0lEm-DsMqOuSqJnB-mPrHx0e%267%3duPsOkW.n82%26Ds%3dU4i6aHZ2V
https://customer16815.musvc2.net/e/t?q=0%3dGZOXK%26F%3dL%26K%3dHaHZ%265%3dXQeOd%26B%3dE0N7P_8ujw_I5_9xit_IC_8ujw_H0DTC.I0PuLC80I9F5GrIqNAFuLrOu.CA_Ogwg_YvGrIqNAFu-LrOu_Lhzf_VwP25_9xit_ICGaLXP-M38-AHr-MuNzWyI5B-yHuF8CGWqNr-8y-PvO0CtF-t93Iu-C0QyNBWyI5F-uO9L69v%26A%3d3O0SsV.5B0%26C0%3dY8q5rPYIZ
https://customer16815.musvc2.net/e/t?q=0%3dDbRXH%26H%3dO%26K%3dEcKZ%262%3dZTeLf%26E%3dE7P0P_5wmw_F7_Bxfv_LC_5wmw_EBGT0.KCPrNF87KBF2IuInPDFrNuOr.ED_Odyj_YsJyT6_Nkzc_XzOv9yOp7-C0vA8QvB30n_Nkzc_XzXJaKX-qECQ5KzFn-IEPpK685A-EKn-LBL7A3Kn-I9AvB30nPu-Ov0E0r-H-3KsEuJz7JF2Jy-B-3N9J8KFB8n7u-y7-BFtA8B57JF2Jy-Av-PyP6QDF%26q%3dIEP99L.KrP%263P%3dEfOYF
https://customer16815.musvc2.net/e/t?q=5%3dAZQSE%26F%3dN%26F%3dBaJU%26y%3dXSZId%26D%3d04N9K_2ulr_C5_Asct_K8_2ulr_B0FO7.IBKoLE34IAAyGtDkNCAoLtJo.CC_Jawi_TpHxO3_LjuZ_VyJs7xJm5-B5s97Ls025k_LjuZ_VySGYJS-nCBL2IyAk-GDKmI5329-DFk-JAG492Fk-G86s025kNt-Js8D5o-F-2FpCtEw5IAyHx-7-zL8E5IE73k5t-v5-AAq97725IAyHx-6s-NxK3OCA%26n%3dGDK67K.FoN%262K%3dBdNTC
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Sindrome da stanchezza cronica: 

  

uno studio italiano valuta possibili alterazioni del microbiota

                                                            
                                                  
                                                        
              

FARMACI ORFANI

                                
     

                  

Fenilchetonuria: 

  

PTC923 riceve designazione di farmaco orfano da FDA e CE

                                                            
                                                  
                                                        
              

TUMORI RARI

                                
     

                  

Tumori in stadio avanzato: 
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https://customer16815.musvc2.net/e/t?q=A%3dEWHYI%26C%3dE%26L%3dFXAa%263%3dUJfMa%265%3dF8KzQ_6rcx_G2_2ygq_BD_6rcx_F77UA.F3QsI698F2G3DkJoK4GsIkPs.04_PetZ_ZtDkJoK4Gs-IkPs_Ia1d_SpQ82xAv60Xo-42M20m9-70xB6FwC-r2_2ygq_BDEXEYF-JsLrIyKs-5k-Q82xAv60Xo-42M20m9-9Ey-Q8LnG3-049z0kL3-MkJ9Kk9o2k-N3J3Gp0vG-oC4C620G3Es-BsC-wGqIy0wF49%26r%3dD5Q04B.LsK%26sQ%3dFaEZG
https://customer16815.musvc2.net/e/t?q=0%3d1ZLX5%26F%3dI%26K%3d2aEZ%26o%3dXNe9d%269%3dEtN4P_rugw_35_6xSt_FC_rugw_20ATw.I7PeL08tI6FoGoIaN8FeLoOe.C8_OQwd_YfGoIaN8Fe-LoOe_LezP_VtPt520h9DWa-76LnCq8-sC2ArI1B-d5_6xSt_FC1aIX2-MwKdL3Je-8o-Pt520h9DWa-76LnCq8-uH3-PtOrFo-C88lCoKo-PoIuNo8a5o-MoM7FbCzF-aF8Br5DFoHw-AeF-1FcL39iI88%26d%3dG9Pv7F.KeN%26wP%3d2dIY3
https://customer16815.musvc2.net/e/t?q=A%3dGZRYK%26F%3dO%26L%3dHaKa%265%3dXTfOd%26E%3dF0N0Q_8umx_I5_Byit_LD_8umx_H0GUC.ICQuLF90IBG5GuJqNDGuLuPu.CD_Pgwj_ZvGuJqNDGu-LuPu_Lk1f_VzDuH3JsByR5HEPy5-0IA_Lk1f_VzYMYTg-v98G272C0I8S8Cu-N07SZI-L3AuPy-BuM3E45JG5Hy-By-0uP35wM-5Lz94I-x9-v8u-9q5uC-s9%26x%3dKAMFAH.HyR%26yM%3dLhKVM
https://customer16815.musvc2.net/e/t?q=9%3d5VVW9%26B%3dS%26J%3d6WOY%26s%3dTXdCZ%26I%3dDxJDO_vqqv_71_FwWp_PB_vqqv_66KS1.EGOiHJ7xEFEsCyHeJHEiHyNi.9H_NUsn_XjCyHeJHEi-HyNi_HoyT_R4BiD7Hg83PsDINm1-DGy_HoyT_R4WAUXe-j5BEp36AxEBQv9y-Lx3WX7-H79iL3-0iI7Cr1NEsD3-0m-6yNq11K-sH47rE-27-j4y-7e1yA-g5%262%3dIyIJ96.D3P%26mI%3dPf9RQ
https://customer16815.musvc2.net/e/t?q=3%3dIWDQM%26C%3dA%26D%3dJX7S%267%3dUFXQa%261%3d8BKvI_0rYp_K2_xqkq_86_0rYp_J73ME.FyIwI21BFx97DgBsKz9wIgHw.0z_HitV_Rx0-zK5Fx9-02x9_0rYp_J7gBBIo-JCDuH1-IgH1_IWsh_SlQOV7V-BLsE00-oD-AKg41F-gLsE61BF-i550vB1Dg2-7Kz9wEk-47Gv97-GgHwIk-F7JoJ1Mu-4s1s2gC-i85G%26j%3dCCJ23J.EkJ%261J%3d8ZMS9
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cemiplimab ottiene doppio parere positivo dal CHMP

          

Leucemia linfoblastica acuta di tipo T: 

  

un anticorpo sentinella è in grado di riconoscere le cellule tumorali

                                                            
                                                  
                                                        
                                      

APPUNTAMENTI

                                  

16 Giugno 2021. 

  

Webinar di presentazione dei Registri Pazienti Spina Bifida e Idrocefalo

                      

17 Giugno 2021. 

  

RaccontAMY &ndash; Chi vive l&rsquo;amiloidosi cardiaca ha qualcosa da dirti

                      

19 Giugno 2021. 

  

XIX Seminario di Primavera FFC
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https://customer16815.musvc2.net/e/t?q=0%3dOdFXS%26J%3dC%26K%3dPe9Z%26C%3dbHeWh%263%3dEHRxP_Fyaw_Q9_zxqx_0C_Fyaw_PD5TK.M1P3P48HMzFCKiIyR2F3PiO3.G2_Oo1X_Y4G-2RAMzF-F9zF_Fyaw_PDiIHPq-QIKwO7-PiO7_PYzn_ZnXUc9c-HSuLFG-qK-GRiA7M-iSyL88HM-kBAGxI7Ki9-CR2F3Lm-ACNxFC-NiO3Pm-MCQqQ7Tw-Ay8y9iJ-kEAN%26l%3dJIQ40P.LmQ%267Q%3d0gSZA
https://customer16815.musvc2.net/e/t?q=7%3dEaRUI%26G%3dO%26H%3dFbKW%263%3dYTbMe%26E%3dB8O0M_6vmt_G6_Bugu_L0_6vmt_FAGQA.JCMsMF58JBC3HuFoODCsMuLs.DD_Lexj_VtD-DO1JBC-66BC_6vmt_FA6998yGw6-6C2A96z6CNw8u-5qPD5-zGu_Lexj_VtVQYEY-6998yGw6-6C2A96z6CNw8u-5qPD5-rD-DC4J-D-O2-68Nw89L4J-C925o6uO3HsG65-s-D8-A66xI-rD-BCqJ8I78yLs-Gy-7sG6Oz0-DO1JB5zD%26x%3dG9NF7F.IyN%26wN%3dLdIWM
https://customer16815.musvc2.net/e/t?q=4%3d3XSR7%26D%3dP%26E%3d4YLT%26q%3dVUYAb%26F%3d9vLAJ_tsnq_53_CrUr_M7_tsnq_48HNy.GDJgJG2vGC0qEvCcLE0gJvIg.AE_ISuk_ShA-ELoGC0-t3C0_tsnq_4876w5zDk3-70p803n3DKk5v-2eME2-nDv_ISuk_ShSRV3V-76w5zDk3-70p803n3DKk5v-2eME2-fA-E0rG-E-Lp-39Kk50IrG-D6p2c3vL4EgD72-g-A9-8t3yF-fA-C0eG9Fu5zIg-Dz-4gD7Ln7-ELoGC2nA%26y%3dDwKG44.FzK%26kK%3dMa7TN
https://customer16815.musvc2.net/e/t?q=4%3d2aHR6%26G%3dE%26E%3d3bAT%26p%3dYJY0e%265%3d9uOzJ_svcq_46_2rTu_B7_svcq_3A7Nx.J3JfM62uJ20pHkCbO40fMkIf.D4_IRxZ_Sg6zGvI42n0xKj_MatQ_WpR8ZJX-2a-q0vBxF-3eBR-x0l0o62-5j-K26t0xKbUsFo0-n6j-Mo8jN4Ij-KkQj0xKj-Nz0o6-l0gDn2-f-DnIp8o7bGy%265%3dnP3MdW2b6k.x6u%26D3%3dSAZBT
https://customer16815.musvc2.net/e/t?q=7%3dBbAUF%26H%3d8%26H%3dCc4W%26z%3dZCbJf%26x%3dB5PsM_3wVt_D7_uudv_50_3wVt_CBzQ8.KvMpNy55KuCzIdFlPwCpNdLp.Ew_LbyS_Vq7sJ6Jw5xAqNt_NTwa_XiUHaCa-Bb-jC6CqI-Cf5U-8AeCy7u-8t-Lu94AqNlVlIyA-g9t-NhAtOwLt-LdTtAqNt-OsCy7-eCqEg5-p-EgLz9h0lHr%268%3dxQvPnX5l7d.q95%26Ev%3dVKa5W
https://customer16815.musvc2.net/e/t?q=A%3d1VAY5%26B%3d8%26L%3d2W4a%26o%3dTCf9Z%26x%3dFtJsQ_rqVx_31_uySp_5D_rqVx_26zUw.EvQeHy9tEuGoCdJaJwGeHdPe.9w_PQsS_Zf1sNuDw9m5qRi_HT1P_RiY7U5b-1W-jGu7qM-2Z5Y-r1fAoDw9mO-fFi-LlTe-B-dKiBrGdEvG-c1uBi1f9-h1-tSaBfMs1-g9-d9uRi%264%3dpSsLfZ.n5w%26Gs%3dRC9a1dc2S
https://customer16815.musvc2.net/e/t?q=6%3dAZ0TE%26F%3d7%26G%3dBa3V%26y%3dXBaId%26w%3dA4NrL_2uUs_C5_ttct_49_2uUs_B0yP7.IuLoLx44ItByGcEkNvBoLcKo.Cv_KawR_Up5rI5Hv4w9pMs_LSvZ_VhTGY4W-Aa-iB5ApH-Bd4T-25e6yHv4wS-eAs-PkOo-F-cFsFqBnIuB-m5t7s5e4-r5-sNkFeH35-f4-nCtMs%268%3doN3PeU.x9v%26B3%3dVB4k5cXBW
https://customer16815.musvc2.net/e/t?q=0%3dOY9XS%26E%3d6%26K%3dPZ2Z%26C%3dWAeWc%26v%3dEHMqP_FtTw_Q4_sxqs_3C_FtTw_P9xTK.HtP3Kw8HHsFCFbIyMuF3KbO3.Bu_OovQ_Y44qMIGu8A8oQ7_KRzn_Ug8y4bXUXAY-Ob-hFI0oL-Pc3X-LBy-P3FjKyKjL-2B-qO7FbS3Kb-C46%26e%3dJILw0P.GfQ%267L%3d3gSU4
https://customer16815.musvc2.net/e/t?q=A%3d7bBYA%26H%3d9%26L%3d8c5a%26u%3dZDfEf%26y%3dFzPtQ_xwWx_97_vyYv_6D_xwWx_8B1U3.KwQkNz9zKvGuIeJgPxGkNePk.Ex_PWyT_Zl7tN1Jx9sArRo_NU1V_Xj9g7eYCaDZ-7e-kG1CrM-8f6Y-4E2-QkImLgNmM-jE-tPoIeTkNe-Dl9%26h%3dK1OzA8.JiR%26oO%3d6hAX7
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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=4%3dAaFRE%26G%3dC%26E%3dBb9T%26y%3dYHYIe%263%3d2k6i94Ox_IaxX_Tk_MYtZ_Wn_IaxX_SpR5N.yN162QiKyMqFw6t24Oq626z6.sO%26l%3dD5N44B.ImK%26sN%3d0aEWA
https://customer16815.musvc2.net/e/t?q=3%3dJaMQN%26G%3dJ%26D%3dKbFS%268%3dYOXRe%260%3d8CO5I_Avhp_L6_7qlu_G6_Avhp_KABMF.J8IxMA1CJ798HpBtO99xMpHx.D9_Hjxe_Ry84DC69J2%269%3d2KBQrR.701t6p9%269B%3dWOUKX
https://customer16815.musvc2.net/e/t?q=3%3d5cDQ9%26I%3dA%26D%3d6d7S%26s%3daFXCg%261%3d8xQvI_vxYp_78_xqWw_86_vxYp_6C3M1.LyIiO21xLx9sJgBeQz9iOgHi.Fz_HUzV_Rj0uCmQgJs-Pi9iKz9jFiE1e8g%26h%3dJ1Iz08.DiQ%26oI%3d6gAR7
https://customer16815.musvc2.net/e/t?q=5%3d8bMSB%26H%3dJ%26F%3d9cFU%26v%3dZOZFf%260%3d01P5K_ywhr_07_7sZv_G8_ywhr_9BBO4.K8KlNA31K7AvIpDhP9AlNpJl.E9_JXye_TmE-3GzP7A-zA7NpVx_JXy3h7pe_TmO5GyPtDsK-17n717-vIpJ-k71Dh-LpJ1A-s7p-NpJp%260%3d2MzRrT.uA9%26Az%3dXOW9Y
https://customer16815.musvc2.net/e/t?q=3%3dMYPQQ%26E%3dM%26D%3dNZIS%26A%3dWRXUc%26C%3d8FM8I_Dtkp_O4_0qos_J6_Dtkp_N9EMI.HAI1KD1FH09AFsBwMB91KsH1.BB_Hmvh_R28AF1KBEDBAFAGv5%26z%3dFC1w4sIH6J.D1M%261I%3dNcMRO
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