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A D V O C A C Y  
P A T I E N T S  A N D  F A M I L I E S

P r e s i d e n t
N o n p r o f i t

PRESIDENT AND VOLUNTEER

PAEDIATRIC HOSPITAL "BAMBINO GESU'  in Rome, Italy

PAEDIATRIC HOSPITAL in Toulouse, France

Management, recruitment and training of a team of specialised volunteers for the
Neurosurgery, Neurology, Neuro-Oncology, ICU and Palliative Care Paediatric Units to support
the families of hospitalised children and young people.

O S C A R ' S  A N G E L S  F R A N C E   |  D E C E M B E R  1 9 9 8  -  P R E S E N T

O S C A R ' S  A N G E L S  I T A L I A  |  J A N U A R Y  2 0 1 7  -  P R E S E N T

PRESIDENT

Patients and Families' Representative/Advocate 
Active participation in the elaboration of National and Local Health Policies, Strategies and
Plans 

P A T I E N T S  A N D  F A M I L I E S  A D V I S O R Y  C O U N C I L
T O U L O U S E  U N I V E R S I T Y  H O S P I T A L S ,  F R A N C E
J A N U A R Y  2 0 2 0  -  P R E S E N T

C o n t a c t

I n f o

IBTA, INTERNATIONAL BRAIN TUMOR ALLIANCE

Institutional Advocate for Pediatric Neuro-Oncology

S E N I O R  A D V I S O R  F O R  P E D I A T R I C  B R A I N  T U M O R S -  L O N D O N ,  U K
J A N U A R Y  2 0 1 2  -  P R E S E N T

"ECOS" AND "PAF" TRAINING PROGRAMS
MEMBER OF THE PEDAGOGICAL COUNCILS
TOULOUSE UNIVERSITY HOSPITALS, FRANCE
DECEMBER 2017 - PRESENT

ECOS: program for the participation of Carers and Patients in the teaching and evaluation of health
care professionals in the context of the Certificate of Clinical Skills by simulation training.
conception and creation of the role of PAF, Patients/Carers Trainer, who participates in the ECOS
project.

FONDATION INSTITUT SAINT JACQUES
B O A R D  M E M B E R
T O U L O U S E  U N I V E R S I T Y  H O S P I T A L S ,  F R A N C E
J U L Y  2 0 2 0  -  P R E S E N T
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MMR, MORTALITY AND MORBIDITY REVIEWS
PATIENTS AND FAMILIES ADVOCATE

Participation in the retrospective reviews among health care professionals of mortality and 
       morbidity cases for the improvement of systems and processes of care.

T O U L O U S E  M A T E R N I T Y  H O S P I T A L  " P A U L  D E  V I G U I E R " ,  F R A N C E
J A N U A R Y  2 0 1 8  -  P R E S E N T

“PATIENTS AND CAREGIVERS UNIVERSITY DEGREE”
PATIENTS AND FAMILIES ADVOCATE 
MEMBER OF THE PEDAGOGICAL COUNCIL

The Patients’ and Carers University is an innovative pedagogical approach whose goal is integrating 
patients, carers and nonprofits' volunteers as active partners in the health-care system

T O U L O U S E  U N I V E R S I T Y ,  F R A N C E
J A N U A R Y  2 0 1 9  -  P R E S E N T

HOSPITAL ETHICS COMMITTEE
HOSPITAL ETHICS COMMITTEE COVID19 TASK FORCE
MEMBER - PATIENTS AND FAMILIES ADVOCATE

EXPERT - COMMITTEE for the TEN-YEAR PLAN 
FIGHT AGAINST TUMORS
FRENCH MINISTRY OF HEALTH 
A P R I L  2 0 2 2 - P R E S E N T 

T O U L O U S E  U N I V E R S I T Y  H O S P I T A L S ,  F R A N C E  
J A N U A R Y  2 0 2 0  -  P R E S E N T

P U B L I C A T I O N S

« THE PAEDIATRIC NEURO-ONCOLOGY TRAINED VOLUNTEER 
A NEW MULTIDISCIPLINARY TEAM MEMBER ».
World Federation of Neuro-Oncology Societies magazine. 97-99, 2016

« HELP AND HOPE FOR PEDIATRIC BRAIN TUMOR PATIENTS :
A FRENCH CHARITY SUPPORTS SERIOUSLY-ILL CHILDREN »
IBTA, International Brain Tumor Alliance magazine.  24-25, 2015
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"EAPC ATLAS OF PALLIATIVE CARE 2019"
European Association for Palliative Care 2019
Collaborator as Paediatric Palliative Care Expert

"BRAIN AND SPINAL TUMORS OF CHILDHOOD"
 by Prof David Walker, Prof Giorgio Perilongo, Prof Ian Pollack and 
Prof Roger Taylor
Contributor - 2nd Edition

"COMMUNICATION EN ANESTHÉSIE-RÉANIMATION ET
MÉDECINE PÉRIOPÉRATOIRE : ASPECTS PRATIQUES, ÉTHIQUES ET JURIDIQUES" 
Edizioni Arnette, Série Verte. 
Co-Author

“COVID-19:
COVID VACCINS AND BRAIN TUMOR PATIENTS”
IBTA SURVEY 3
Journal of Neuro-Oncology 2022 - Oxford University Press
Co-Author

"COVID-19:
THE PATIENT AND CAREGIVER EXPERIENCE” SURVEY 1
Journal of Neuro-Oncology 2020 - Oxford University Press
Co-Author

"THE BRAIN TUMOUR NOT-FOR-PROFIT AND CHARITY EXPERIENCE OF COVID-19:
REACTING AND ADJUSTING TO AN UNPRECEDENTED GLOBAL PANDEMIC IN THE
21ST CENTURY"  SURVEY 2
by Dr. Christina Amidei
Journal of Neuro-Oncology 2020 - Oxford University Press
Co-Author

" MAPPING PAEDIATRIC PALLIATIVE CARE
DEVELOPMENT IN THE WHO-EUROPEAN REGION: 
CHILDREN LIVING IN LOW-MIDDLE INCOME
COUNTRIES ARE LESS LIKELY TO ACCESS IT"
Journal of Pain and Symptom Management 2020. 
Collaborator as Paediatric Palliative Care Expert
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"PROGETTO E-SANTÉ« LUMINE » : AN INFORMATION PLATFORM FOR PARENTS
AND CHILDREN ON PEDIATRIC CANCER CARE IN THE FORM OF A WEBSITE FOR
THE PARENTS AND A VIDEO GAME FOR CHILDREN AND TEENAGERS.
A.I. Bertozzi, A. Granero, AM Pronost, C. Rozyki, C. Pont, A. Sonolet 
1st PRIZE - National Congress of Oncology Networks, Nantes, France 2016

« IL VOLONTARIO SPECIALIZZATO IN UN PERCORSO DI CURA COMPLESSO IN
PEDIATRIA»
A. Granero, A.I. Bertozzi, E, Boudou
selected for the “2nd International Colloquium on Partnership with Patient and Caregivers” - Toulouse,
France

"PARTNERSHIP BETWEEN CAREGIVERS, PATIENTS AND HEALTHCARE
PROFESSIONALS: PROMOTING COLLABORATION IN A COMPLEX CARE PATHWAY
IN PEDIATRIC NEURO-ONCOLOGY“ 
A. Granero, A.I. Bertozzi, E. Boudou, K. Oliver
1st Prize - ISPNO 2022, International Symposium Paediatric Neuro-Oncology - Hamburg, Germany 2022

P O S T E R S


