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Perspectiva de género sobre los
cuidados informales de las  niñas y
niños  con enfermedades raras

Gender perspective  on the  informal care  of
girls and boys with  rare  diseases

Sr.  Editor:

Como  réplica  a la carta  al editor  «Perspectiva  de género
sobre  los cuidados  informales  de  las  niñas  y niños  con  enfer-
medades  raras» queremos  indicar  nuestro  agradecimiento
por  su  reflexión  y especial  atención  a  la  figura  de  las  cuidado-
ras  tras  la  lectura  de  nuestro  trabajo  titulado  «Necesidades
sanitarias  y  socioeducativas  de  niños  con enfermedades
raras  de  tipo  metabólico  y  sus familias:  estudio  cualitativo
en  un  hospital  de  tercer  nivel»1.

Estos  autores  destacan  en  su carta  que,  a  pesar  del
desarrollo  social  y sanitario,  la  situación  de  las  diferencias
de  género  no  solo  se mantienen,  sino  que  probablemente
sean  mayores,  siendo  esta  situación  más  llamativa  cuando
los  pacientes  crónicos  son niños.  El cuidado  aún  no  se ha
visto  mermado  ya  que  las  cuidadoras  siguen  asumiendo  este
papel  cuando  no  hay  otras  opciones  disponibles2.  De hecho,
aportamos  aquí  nuevos  datos  de  nuestro  estudio  que  no
estaban  publicados,  y que  reflejan  con mayor  detalle  la
situación  que  viven  las  cuidadoras  de  estos  niños.  En  gene-
ral,  un  79%  de  las  encuestadas  fueron  mujeres,  aunque  la
elección  era  libre,  y  en su  mayoría  cuidadoras  principales  o
compartiendo  el  cuidado  con  el  padre  de  los  pacientes.  De
todos  ellos,  un  30,8%  muestran  una  actitud  de  disconformi-
dad  con  la situación  que  les  ha tocado  vivir  como  cuidadores,
por  lo  que  de  nuevo  debemos  destacar  que,  siendo  en  su
mayoría  mujeres,  ellas  no  han elegido  esta  figura  pero  han
tenido  que asumirla.  Incluso  con  esta percepción,  el  95%
no  ha  recibido  atención  psicológica  como  cuidador/a  princi-
pal.  Además,  en  el  caso  de  los pacientes  que  reciben  algún
tipo  de  ayuda  económica  pública,  prácticamente  ninguna  de
estas  concesiones  está  destinada  al  estado  de  cuidador  de
sus  familiares.  En  el  26%  de  los  casos  precisaban,  además,  de
un  cuidador  adicional,  y en  el  82%  fueron  familiares,  aunque
no  se  preguntó  por el  género  en este  caso.

En  conclusión,  es necesario  abordar  la  perspectiva  de
género  y variables  asociadas  a  los  estudios  que  contem-
plan  el  ámbito  sociosanitario,  y que  los  investigadores,
profesionales  de la  salud  y  generadores  de  políticas guber-
namentales,  la  tengamos  en consideración  para  buscar
soluciones  a estas  problemáticas  de desigualdad  de género
conscientemente  aceptadas  e invisibles.
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Asociación Española de Pediatŕıa. Este es un art́ıculo Open Access

bajo la licencia CC BY-NC-ND (http://creativecommons.org/

licenses/by-nc-nd/4.0/).

https://doi.org/
http://www.analesdepediatria.org
http://crossmark.crossref.org/dialog/?doi=10.1016/j.anpedi.2019.03.001&domain=pdf
https://doi.org/10.1016/j.anpedi.2018.03.003
https://doi.org/10.1016/j.anpedi.2018.03.003
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0025
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0030
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0030
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0030
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0030
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0030
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0030
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0030
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0030
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0030
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0030
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0030
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0030
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0030
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0030
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0030
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0030
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0030
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0030
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0030
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0030
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0030
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0030
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0030
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0030
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0030
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0030
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0030
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0030
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0030
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0030
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0030
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0030
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0030
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0030
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0030
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0030
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0030
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0030
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0030
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0035
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0035
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0035
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0035
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0035
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0035
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0035
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0035
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0035
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0035
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0035
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0035
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0035
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0035
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0035
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0035
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0035
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0035
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0035
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0035
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0035
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0035
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0035
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0035
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0035
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0035
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0035
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0035
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0035
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0035
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0035
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0035
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0035
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0035
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0035
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0035
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0035
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0035
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0035
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0035
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0040
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0040
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0040
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0040
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0040
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0040
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0040
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0040
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0040
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0040
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0040
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0040
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0040
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0040
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0040
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0040
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0040
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0040
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0040
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0040
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0040
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0040
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0040
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0040
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0040
mailto:inmaar@hotmail.com
https://doi.org/10.1016/j.anpedi.2019.03.001
http://creativecommons.org/licenses/by-nc-nd/4.0/
http://creativecommons.org/licenses/by-nc-nd/4.0/
http://creativecommons.org/licenses/by-nc-nd/4.0/
http://creativecommons.org/licenses/by-nc-nd/4.0/
http://creativecommons.org/licenses/by-nc-nd/4.0/
http://creativecommons.org/licenses/by-nc-nd/4.0/
http://creativecommons.org/licenses/by-nc-nd/4.0/
http://creativecommons.org/licenses/by-nc-nd/4.0/
http://creativecommons.org/licenses/by-nc-nd/4.0/
http://creativecommons.org/licenses/by-nc-nd/4.0/
http://crossmark.crossref.org/dialog/?doi=10.1016/j.anpedi.2019.03.007&domain=pdf
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0015
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0020
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0020
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0020
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0020
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0020
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0020
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0020
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0020
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0020
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0020
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0020
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0020
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0020
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0020
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0020
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0020
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0020
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0020
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0020
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0020
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0020
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0020
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0020
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0020
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0020
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0020
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0020
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0020
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0020
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0020
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0020
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0020
http://refhub.elsevier.com/S1695-4033(19)30147-X/sbref0020
mailto:mercedes_gil_campos@yahoo.es
https://doi.org/10.1016/j.anpedi.2019.03.007
http://creativecommons.org/licenses/by-nc-nd/4.0/
http://creativecommons.org/licenses/by-nc-nd/4.0/
http://creativecommons.org/licenses/by-nc-nd/4.0/
http://creativecommons.org/licenses/by-nc-nd/4.0/
http://creativecommons.org/licenses/by-nc-nd/4.0/
http://creativecommons.org/licenses/by-nc-nd/4.0/
http://creativecommons.org/licenses/by-nc-nd/4.0/
http://creativecommons.org/licenses/by-nc-nd/4.0/
http://creativecommons.org/licenses/by-nc-nd/4.0/
http://creativecommons.org/licenses/by-nc-nd/4.0/

	Perspectiva de género sobre los cuidados informales de las niñas y niños con enfermedades raras
	Bibliografía
	Perspectiva de genero sobre los cuidados informales de las nias y nios con enfermedades raras
	Bibliografía

