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INVITADOS
e HUBU BURGOS. Servicio de Neumologia. Dra. Ana Abad RedELA
e Hospital C. Univ. SALAMANCA. Dr. Pelayo Rodriguez y yestigac!
Dra. Miriam Alvarez Alvarez
e Hospital Clinico Universitario de VALLADOLID. Serv.. Endocrinologia. : .
Dr.Juan José Lopez Gomez _.“:-I
e CONGRESO DIPUTADOS. Miembros de la Comision de Servicios '{'g\ /.-'
Sociales. Presencial y Virtual
e Consorcio europeo INVESTIGACION en tratamientos en ELA TRICAL's: E I_ A EE?ESESSIS
_ AMIOTROFICA

- H. U. Bellvitge (directora): Dra. Ménica Povedano Panadés
- LAGENBIO (F. Veterinaria UNIZAR): Dra. Ana Cristina Calvo Royo
- Lab. Inv. ELA Hosp. 12 Octubre (director): Dr. Alberto Garcia Redondo

- LAGENBIO (directora): Dra. Rosario Osta Pinzolas 1 2 A L 1 8 D E S E P T | E M B R E 2 O 2 2

e ELA Madrid. Consorcio investigacion ELA (CSIC / UCM / UAM / Hosp. 12 | -
S e cesidiEEeE - B, Are MErine Gl Centro de Referencia Estatal de Atencion a Personas

e Hospital Virgen Macarena. Dr. D. José Maria Benitez con Enfermedades Raras Yy sus familias

e Hospital Universitario La Paz Dra. Maria Varela Cerdeira Calle de Bernardino Obregén, 15, 09001, Burgos
e Ministerio DERECHOS SOCIALES: C ; \LJ
L W, “X

HCRITARLS D 15 TALNCy

Director General DISCAPACIDAD. D. Jesus Martin = *  GOBIERNO ETERIC CREBEI OOME  ga -l . .
Direccion General IMSERSO. pte confirmar = DE ESPANA DE DERECHOS SOCIALES - e
' ¥ AGENDA 2030 _@- iMserse  ‘AGENDA C ff.

2030 ... .


https://www.bing.com/local?lid=YN6306x13533100945322074584&id=YN6306x13533100945322074584&q=Centro+de+Referencia+Estatal+de+Enfermedades+Raras&name=Centro+de+Referencia+Estatal+de+Enfermedades+Raras&cp=42.33784866333008%7e-3.72063946723938&ppois=42.33784866333008_-3.72063946723938_Centro+de+Referencia+Estatal+de+Enfermedades+Raras
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LUNES 12

10:00 - 13:00
Llegada 'y
Alojamiento en
apartamentos

18:00
Visita por las
instalaciones de
Creer

19:15
Descanso y Paseo

por Parque “EL
PARRAL"

PRESENTACION
Acuerdo y
eleccidn

TEMAS INTERES,

FORMACION Y
DEBATE

MARTES 13

1:00 -12:00

TALLER DE TERAPIA
OCUPACIONAL

PROFESIONAL
CREER

12:30 - 13:30
SALUD_SERVICIOS
PALIATIVOS
DOMICILIO

Hospital Universitario
La Paz Madrid

18:00-19:30
SOLO PACIENTES
TALLER RELAJACION
PROFESIONAL CREER

18:00-19:30
SOLO CUIDADORES
Puesta en comun
INTERCAMBIO
¢EL CUIDADOR
UNICO?

OPINION Y DEBATE
PROCESO Y
ETAPAS
BAREMOS Y
ESCALAS
Ayudas Técnicas

MIERCOLES 14

JUEVES 15 VIERNES 16

8:30 A10:00 DESAYUNO EN APARTAMENTOS

11:00 - 11:45

COMISION
PARLAMENTARIA de

Congreso de Diputados

12:30 - 13:30
DISCAPACIDAD
versus
DEPENDENCIA
Coloquio

1:00 -12:00 11:00 -12:00

SALUD en GESTION | SALUD ESTUDIO PEG

RESPIRATORIA EN ELA
SERVICIOS SOCIALES | Respirador y Tosedor - Complejo Asistencial
Complejo HUBU Hosp. de Salamanca
12:30 -13:30 12:15 -13:15
Visita Monasterio ELA: HISTORIA y_
de las Huelgas RECUERDOS
de AFECTADOS
Acceso caminando Filmaciones, videos

14:00 A 15:00 COMIDA EN CAFETERIA

16:00 -18:00
Ocio por la ciudad

MUSEO DE LA
EVOLUCION HUMANA
Salida de vehiculos
adaptados desde el
Centro

Alternativa: VISITA
CARTUJA MIRAFLORES
No muy accesible

18:00 -19:00 18:00-19:00
SECUENCIAI GESTAS y HAZANAS
INVESTIGACION Presentacion de
Fund. F. Luzén Acontecimientos y
Candidatos.
19:15 - 20:15 19:00 + 20:00
SALUD ENTREGA de
ENDOCRINOLOGIA DIPLOMAS y
Supervision GALARDONES
Nutricional

20:30 A 21:30 CENA EN CAFETERIA

OPINION Y DEBATE
INVESTIGACION E
INFORMACION
ADIESTRAMIENTO

Patrimonio Protegido

OPINION Y DEBATE OPINION Y DEBATE
INVESTIGACION E

INFORMACION e
ADIESTRAMIENTO Presen’racillo :
Federacion
Extraccién de ConELA

Secreciones

SABADO 17

10:30 -11:30
TRICALS
Consorcio europeo
de investigacién en
tfratamientos

11:45 -12:45
Consorcio
INVESTIGACION
ELA-MADRID

12:45 -13:15
FOTO ANUAL
de Escalinata

16:00 -18:00

Reunidn interna
Asociaciones

16-18 TARDE LIBRE
EVENTO ELA

IX CROSS de
CARCEDO

OPINION Y DEBATE
Temas pendientes

Conclusiones

DOMINGO 18

10:00 - 11:00
Recogida y
Despedida.

Fin del
Encuentro


https://us02web.zoom.us/j/86470951167?pwd=UDBNei9WR3JmeU5wdVlVVE9sWDNFdz09
https://us02web.zoom.us/j/83124707884?pwd=d1c0VTdYRmJ0d3FxdTFOSEFzVlhJdz09
https://us02web.zoom.us/j/88979195558?pwd=dFo3SFAzRVBuaFZPQnNOR2R1ejJ2dz09
https://us02web.zoom.us/j/88979195558?pwd=dFo3SFAzRVBuaFZPQnNOR2R1ejJ2dz09
https://us02web.zoom.us/j/88979195558?pwd=dFo3SFAzRVBuaFZPQnNOR2R1ejJ2dz09
https://us02web.zoom.us/j/88979195558?pwd=dFo3SFAzRVBuaFZPQnNOR2R1ejJ2dz09
https://us02web.zoom.us/j/88979195558?pwd=dFo3SFAzRVBuaFZPQnNOR2R1ejJ2dz09
https://us02web.zoom.us/j/81078901012?pwd=UXhiMVdiaWhaNk9Gbnp1ZGdQMkQ0UT09https://us02web.zoom.us/j/81078901012?pwd=UXhiMVdiaWhaNk9Gbnp1ZGdQMkQ0UT09
https://us02web.zoom.us/j/81078901012?pwd=UXhiMVdiaWhaNk9Gbnp1ZGdQMkQ0UT09https://us02web.zoom.us/j/81078901012?pwd=UXhiMVdiaWhaNk9Gbnp1ZGdQMkQ0UT09
https://us02web.zoom.us/j/81078901012?pwd=UXhiMVdiaWhaNk9Gbnp1ZGdQMkQ0UT09https://us02web.zoom.us/j/81078901012?pwd=UXhiMVdiaWhaNk9Gbnp1ZGdQMkQ0UT09
https://us02web.zoom.us/j/81078901012?pwd=UXhiMVdiaWhaNk9Gbnp1ZGdQMkQ0UT09https://us02web.zoom.us/j/81078901012?pwd=UXhiMVdiaWhaNk9Gbnp1ZGdQMkQ0UT09
https://us02web.zoom.us/j/81078901012?pwd=UXhiMVdiaWhaNk9Gbnp1ZGdQMkQ0UT09https://us02web.zoom.us/j/81078901012?pwd=UXhiMVdiaWhaNk9Gbnp1ZGdQMkQ0UT09
https://us02web.zoom.us/j/81078901012?pwd=UXhiMVdiaWhaNk9Gbnp1ZGdQMkQ0UT09https://us02web.zoom.us/j/81078901012?pwd=UXhiMVdiaWhaNk9Gbnp1ZGdQMkQ0UT09
https://us02web.zoom.us/j/85466243712?pwd=aHJBYWY0K1FpT3MrSGN5VVdzV0VmUT09
https://us02web.zoom.us/j/88196593167?pwd=em9GUUY5dHhjRFp0RjU4YUJMcGtqdz09
https://us02web.zoom.us/j/88196593167?pwd=em9GUUY5dHhjRFp0RjU4YUJMcGtqdz09
https://us02web.zoom.us/j/88196593167?pwd=em9GUUY5dHhjRFp0RjU4YUJMcGtqdz09
https://us02web.zoom.us/j/87455780080?pwd=OUwxV0xyU28zMU8vbWI4OW9rNGxiQT09
https://us02web.zoom.us/j/87455780080?pwd=OUwxV0xyU28zMU8vbWI4OW9rNGxiQT09
https://us02web.zoom.us/j/87455780080?pwd=OUwxV0xyU28zMU8vbWI4OW9rNGxiQT09
https://us02web.zoom.us/j/87455780080?pwd=OUwxV0xyU28zMU8vbWI4OW9rNGxiQT09
https://us02web.zoom.us/j/89825180798?pwd=b1R3TVhjUEZHS0JTSkNWalNua245dz09
https://us02web.zoom.us/j/89825180798?pwd=b1R3TVhjUEZHS0JTSkNWalNua245dz09
https://us02web.zoom.us/j/89825180798?pwd=b1R3TVhjUEZHS0JTSkNWalNua245dz09
https://us02web.zoom.us/j/83878121666?pwd=eSszc1ZoRHAxWTluMlhta0pIS3p5Zz09
https://us02web.zoom.us/j/83878121666?pwd=eSszc1ZoRHAxWTluMlhta0pIS3p5Zz09
https://us02web.zoom.us/j/83878121666?pwd=eSszc1ZoRHAxWTluMlhta0pIS3p5Zz09
https://us02web.zoom.us/j/83362923960?pwd=dDQ5QW5MM2RWZlg2NHdBeVJGN1hQUT09
https://us02web.zoom.us/j/88094860061?pwd=OFI3alFJcGVKSnFiOU9CYkVXbXVhQT09
https://us02web.zoom.us/j/88094860061?pwd=OFI3alFJcGVKSnFiOU9CYkVXbXVhQT09
https://us02web.zoom.us/j/88094860061?pwd=OFI3alFJcGVKSnFiOU9CYkVXbXVhQT09
https://us02web.zoom.us/j/83362923960?pwd=dDQ5QW5MM2RWZlg2NHdBeVJGN1hQUT09
https://us02web.zoom.us/j/83265311702?pwd=STBiUVREdE9xVG1ORWJhT3kzVW1Hdz09
https://us02web.zoom.us/j/83265311702?pwd=STBiUVREdE9xVG1ORWJhT3kzVW1Hdz09
https://www.canva.com/design/DAEvheN5iTk/edit
https://www.canva.com/design/DAEvheN5iTk/edit
https://www.canva.com/design/DAEvheN5iTk/edit
https://us02web.zoom.us/j/82301570380?pwd=ZitYM2hNbGQ1NHoxTFBRdGFiT3lVdz09
https://us02web.zoom.us/j/87835662160?pwd=YTljdW4zL2RtYXU1NHNhdW9wM1NuUT09
https://us02web.zoom.us/j/87835662160?pwd=YTljdW4zL2RtYXU1NHNhdW9wM1NuUT09
https://us02web.zoom.us/meeting/register/tZAlcuyrrz0tHNdlm2MV6l4kh0usCwAjSCph
https://us02web.zoom.us/meeting/register/tZAlcuyrrz0tHNdlm2MV6l4kh0usCwAjSCph
https://us02web.zoom.us/j/85306951489?pwd=MEp6NG1DKzk5bzNnWmNZR1FIdGlWZz09
https://us02web.zoom.us/j/87393284297?pwd=UlVNc0haeVFIRVBSaDJaYVdKbmJvZz09
https://us02web.zoom.us/meeting/register/tZYlc-quqD8rHtIEEa_YSBuMHq61mLZJqOkJ
https://us02web.zoom.us/meeting/register/tZYlc-quqD8rHtIEEa_YSBuMHq61mLZJqOkJ
https://us02web.zoom.us/meeting/register/tZYlc-quqD8rHtIEEa_YSBuMHq61mLZJqOkJ
https://us02web.zoom.us/j/89655347245?pwd=R01JeWVrQ3BEdkF2ZVJ0d2lYblQ0dz09
https://us02web.zoom.us/j/86033851219?pwd=V0JYRnRZSjUzUVN2M1JicU9nVDJFQT09
https://us02web.zoom.us/j/86709043533?pwd=T2prMEZudzRVQU5nMDk5bGxTR0ZKdz09
https://us02web.zoom.us/j/86709043533?pwd=T2prMEZudzRVQU5nMDk5bGxTR0ZKdz09
https://us02web.zoom.us/j/86709043533?pwd=T2prMEZudzRVQU5nMDk5bGxTR0ZKdz09
https://us02web.zoom.us/j/86709043533?pwd=T2prMEZudzRVQU5nMDk5bGxTR0ZKdz09
https://us02web.zoom.us/j/86709043533?pwd=T2prMEZudzRVQU5nMDk5bGxTR0ZKdz09
https://us02web.zoom.us/j/86709043533?pwd=T2prMEZudzRVQU5nMDk5bGxTR0ZKdz09
https://us02web.zoom.us/j/87121539953?pwd=VUtkK0ZPT3FWa1RTbWZadm9jOFNadz09
https://us02web.zoom.us/j/82830934937?pwd=QWNKcXhVNSt4S012MlBBMjI5dXZYZz09
https://us02web.zoom.us/j/82830934937?pwd=QWNKcXhVNSt4S012MlBBMjI5dXZYZz09
https://us02web.zoom.us/j/82830934937?pwd=QWNKcXhVNSt4S012MlBBMjI5dXZYZz09
https://us02web.zoom.us/j/82830934937?pwd=QWNKcXhVNSt4S012MlBBMjI5dXZYZz09

