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ABRCAdaBRA:Opening 

the Way to Women with

a BRCA Mutation in Italy



Who we are?

Everythings was born on Facebook two years ago.

Then we met in Pavia during the 4° Pavia Update on Breast Cancer in May 2014 

Women shared experiences, critical issues on italian management of High risk

patients

Today we have 380 members, mostly women and few men

From the virtual world, we moved into the real one, supported by Europa Donna 

since the beginning



Pavia May 2014

WOMEN SPOTLIGHT!!!!!!!



Italy do not have BRCA advocacy activity

So this is why we feel the need to create a dedicate women (and man) Association

1) To give voice to the needs of HIGH risk Women BRCA carriers

2) Working together with Health care specialists to have well defined NATIONAL 

GUIDELINES on Management of this high risk population ensuring the proper surveillance

protocol and the appropriate management in all regions

3) Support the need of implement BREAST UNITS following European Criteria with a  

Muldisciplinary approach and Clinical experts ( breast surgeon, oncologist, Nurse/case 

manager, psycologist, gynecologist, geneticist, plastic surgeon, radiologist, radiotherapist

4) Promote a National BRCA registry ( to have more data about this population)

Many studies demonstrate how is important in terms of mortality, that a woman is followed in a 
Breast Unit compare to a surgical ward.

D.M. 27 MAGGIO 2014



Why a registry?
 We all know that about 5-10% of breast cancers can be linked to gene mutations inherited from one’s 

mother or father. Mutations of the BRCA1 and BRCA2 genes are the most common. On average, women 
with a BRCA1 mutation have a 55-65% lifetime risk of developing breast cancer. For women with a 
BRCA2 mutation, the risk is 45%. Breast cancer that is positive for the BRCA1 or BRCA2 mutations tends 
to develop more often in younger women. An increased ovarian cancer risk is also associated with these 
genetic mutations. In men, BRCA2 mutations are associated with a lifetime breast cancer risk of about 
6.8%; BRCA1 mutations are a less frequent cause of breast cancer in men

What about Italy?
Who knows how many we are? 

When we do the genetic test?

If we develop breast or ovarian cancer, what about the age?

Are we young?

What about the biology of the tumor? (Triple negative, Hormone sensitive, HER-2, Ki 67 high or low?

Are there regions able to intercept those carriers BEFORE they develop cancer?

How many women have choosen prophylactic surgery compare to surveillance? And what happen after? 

Did they survive more?

http://www.breastcancer.org/risk/factors/genetics


How many Hospitals/centers are able to perform BRCA  test? 

2014
2015



5) Provide free diagnostic and laboratory tests for BRCA carrier (D99) in all

Italian Regions (not just two)



Knowledge is power

I have to say…..

Thank you

Angelina



In those days, we heard the worst opinions!!

By journalist, entertainers, actors, even surgeons and 

famous oncologists during interviews and talk shows 

providing personal opinions.

Like in a ring. And always without women

This is why aBRCAdaBRA



One year ago and today….

We need to feel respect, kindness, courtesy and 

competency. 

Invite women to do their surveillance without

using women body as a tool to think always about

sex.



And finally we have the Association

www.abrcadabra.it



An initial study inside the group

 Group Brca1-Brca2 composed by 350 people

 Test completed 90

 Data needs to be considered as initials

 Mean: Woman 42 years old, married, one child
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How many case of tumors in your family? 

Breast

from1 to more then 3 cases

92%

Ovarian

from 1 to more then 3 cases

46 %
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other
9%

family/friends with the 
disease

26%

web and media
10%

Health care 
providers

7%

proposed immediately 
where I'm followed

36%

proposed lately where 
I'm followed

12%

HOW DID YOU KNOW ABOUT THE TEST?
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Are you positive for…?

Other

Brca 2

Brca1

Brca 1 and Brca 2

9% OTHER

3% BRCA1-2

61% 

BRCA1

23% 

BRCA2 

61% transmitted by mother
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How many years in advance?

no
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IN YOUR OPINION, COULD YOU
BE INFORMED ABOUT THE TEST  

IN ADVANCE?



24%

28%

48%

If done in advance, do you think someone  of your family 
could prevent the disease?

no
non so
yes



Did you already develop breast or 

ovarian cancer? 

Yes

No

73%

27%



Tumor Biology

 50% TRIPLE NEGATIVE

 27% Her-

 23% Her+

 13  women already had Breast

cancer recurrence

 4 women had breast cancer for the 

third time

 14 women had disease progression

(locally,metastasis or stage IV)



Women age

Prophylactic group

Breast 36 years

Ovarian 39,5 years

Disease group (First tumor)

Breast 39 years

Ovarian 57 years



After the test:

healthy women

> 40% chose or will choose prophylactic mastectomy

> 30% chose surveillance

13% already underwent prophylactic oophorectomy to reduce 

breast cancer

4% will do surveillance without any surgeries



For ovarian

> 53% did oophorectomy)

39 % is following surveillance, will do surgery later

4% is following surveillance but will not have any surgery

4% did not decide yet



First steps
First Working group

March 2015:

To meet

https://www.youtube.com/watch?v=H107quY11sk

The first video



What happened in the last months?

Invited as Faculty

Ottobre 2015

Poster has been accepted



LAST Two months

We spoke about:

- Maternity and BRCA (7 testimonials)

- Costs of surveillance in Italy

- Caracteristic of Women with BRCA 

mutation in the group

• The website

• Meet people, increase culture of 

prevention

Second  Working group

28 Novembre 2015



Next steps

The e-book

Women are told



This is why the need of a National Association

To represent who is not able to say … Please

help me.. I’m not able to speak about my

disease and my family loss

«With you, I’m not lonely… anymore»



Grazie a tutte!!


