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How patient perspectives are reshaping 

cancer care and research: FAVO’s Experience
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New needs, new rights: CHALLENGES
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F.A.V.O WOMAN
It consists of 56 federated Associations, united with the goal of ensuring the best quality of life 
through concrete initiatives to promote and implement the protection of the rights of women 
directly or indirectly affected by cancer, focusing on issues that cut across all types of cancer.

F.A.V.O RARE TUMORS
Fosters the active participation of associations in the National Rare Cancer Network; 
Contributes to the determination of Cancer pathways; Monitors the needs of patients; 
Promotes studies and research on rare cancers

F.A.V.O. PEDIATRIC CANCERS
Promotes joint awareness initiatives on the needs of children with childhood cancer and their families; 
supports surveys, studies and research on the topic of pediatric cancers and issues related to the needs of 
children, adolescents and family members; fosters the development of relationships with the relevant 
scientific community; creates permanent representativeness towards institutions; promotes specific 
Training activities for parents, volunteers, professionals;

How FAVO involves Patient Organizations: Working Groups



F.A.V.O HEMATOLOGICAL CANCERS
Promotes awareness-raising initiatives; Supports investigations, studies and research on the topic of 
hematologic malignancies; Fosters the development of relationships with the scientific community; 
Facilitates the exchange of information, experience and best practices; Implements patient 
empowerment and foster education; Creates permanent representativeness toward institutions.

F.A.V.O HEREDITARY TUMORS
The FAVO Hereditary Tumors Working Group focuses on carriers of hereditary syndromes 
(affected and healthy) and their related organs at risk. At an early stage, priority is on the two most 
prevalent syndromes (HBOC-HRD and LYNCH-MMR) and the following risk organs: breast, 
ovary, prostate, colorectum, endometrium, bladder, and urothelium.

F.A.V.O GENITOURINARY TUMORS
Constantly monitors the evolving needs of patients with oncological diseases of the genito-urinary 
tract; shares best practices; fosters the development of relationships with the relevant scientific 
community;  promotes studies and research on issues related to genito-urinary tract cancers; 
encourages the participation of associations in the process of determining PDTA.

How FAVO involves Patient Organizations: Working Groups
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Each year FAVO publishes a Report on the 
Care Condition of the Cancer Patient that:

- surveys and documents in a scientific and 
timely manner, the disparities in access by 
patients to diagnostic and therapeutic 
treatments in the various Italian regions; 

- highlights the major critical issues related 
to diagnosis, treatment and care of cancer 
patients, at the various levels;

- proposes relevant initiatives from time to 
time, both at the legislative and 
management levels, always with respect 
to appropriateness and sustainability.

DISPARITIES REDUCTION



❑ The right of cancer patients to be able to continue working, in the public and private 
sectors, through the reversible transformation of full-time to part-time (2003)

❑ The reduction from one year to 15 days for the recognition also of the transitory 
oncological disability (2006)

❑ The right to immediate access of innovative drugs (2012) in all regions and reduction 
to 100 days of the time frame for AIFA approval of innovative drugs (2013)

❑ Contribution for the establishment of the National Rare Tumor Network (2017) and of 
the Regional Oncology Networks (2019 – 2023)

❑ FAVO’s designation as a component of the Observatory for Monitoring and Evaluation 
of Regional Oncology Networks (2019)

❑ Right to be forgotten: Provisions for the prevention of discrimination and protection of 
the rights of people who have been affected by oncological diseases (2023

MAIN ACHIEVEMENTS
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Integrated and Standardized NGS Workflows for Personalised Therapy
– INSTAND NGS4: The project, EU-funded Pre-Commercial Procurement (PCP) project for
improving cancer patient's benefit from Next Generation Sequencing (NGS) by developing an
integrated and standardized NGS workflow.

Ongoing EU Projects

Quality of Life in Oncology - EUonQoL: The project, funded by the EU Horizon Europe, is

aimed to contribute to the EU initiatives against cancer, by developing the European Oncology Quality of Life

Toolkit (EUonQoL-kit), a patient-centred unified tool for the assessment of quality of life among cancer

patients and survivors.

EU Joint Action Networks of Expertise on Cancer – JANE 2: Jane 2 is a

European 'Joint Action' funded by the EU Commission with the aim of creating seven new 'Networks of

Competence' in oncology in Europe, capable of addressing as many areas of high complexity in the future by

combining expertise and infrastructure present in different partner countries.

SUstaiNable inteRventions and healthy behavIours for adoleScent 
primary prEvention of cancer with digital tools - SUNRISE: The project, funded 

by Horizon-Miss-2023-cancer-01, will co-create, implement and evaluate a digitally-enhanced life-skills 

programme for primary prevention of cancer through sustainable health behaviour change in adolescents



Research





50 Information 
desks in major Italian 

Cancer Centres providing 
personalized information 

and psychological 
support 

National Helpline:
Volunteers, assisted by 

oncologists, psychologists and 
lawyers, respond to questions 
regarding cancers, treatments, 
side effects, access to social 

benefits and welfare laws

www.aimac.it: easy to 
read, provides up-to-date 

information on types of 
cancer, therapeutic 

treatments, 
complications, and 

support services. 
Forum: a virtual 

place where patients 
and caregiver can 
meet, share their 

experience, tell their 
stories

Advocacy, 
defending their 

dignity and leading  
to the approval of 

laws

Social research for 
the identification of 

their new needs

40 booklets on the 
main types of cancer,  

related treatments and 
their side effects, 

quality of life

FROM 25 YEARS, AIMAC ENSURES TO CANCER PATIENTS AND THEIR FAMILIES PERSONALIZED INFORMATION, LISTENING AND RIGHTS THROUGH: 



ldelcampo@favo.it

FAVO

Laura Del Campo

THANK YOU
for your attention
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