
Advocacy action to guarantee the 
rights and life quality of MPN patients 



*2016 Estimates: Cancer Incidence , INCA, 2015. 

Created to help more than   

23,000 patients  
annually diagnosed  with blood diseases in Brazil* 



ABRALE (Brazilian Association of Lymphoma and Leukemia) was created 
in 2002 in a collaborative effort of more than 80 patients; 
 

It has the mission to offering assistance and gathering collaborators to 
provide access to the best treatment available to all blood diseases 
patients;   
 

It has 4 Pillars of action and more than 30 programs and projects. 
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Lack of knowledge about disease; 
 

Difficulty accessing exams and 
consultation with specialists; 
 

Medication not available in the 
public health system;  
 

Lack of space in hospitals to 
perform bone marrow 
transplantation; 

{Myelofibrosis challenges in Brazil} 



Awareness Campaign: 
ABRALE magazine and Printed Materials with information about symptoms, 

diagnoses and treatments in hospitals; 

Video with a famous actress talking about the symptoms and how can ABRALE 
could help (viralized in the social media); 

 

Educational Actions: 
Online chats with a specialized physician to answer patients doubts; 

Patients meeting to talk about the disease and treatments;  

Educational video talking about all the MPN disease and the differences 
between them on ABRALE website.  

{Awareness Campaign and Educational Actions} 



{Awareness and Educational Materials} 



Since 2010 ABRALE has a seat on the National health council that allows 
us to be part on the governmental decisions; 
 

In Brasil it takes more than 1 year to a drug  to be approved by the 
National Health Surveillance Agency; 
 

In 2015 ABRALE manage to help JAKAVI®(ruxolitinibe) to be incorporate 
by the Nacional Agency of Health: 
It allows that the Myelofibrosis patients to have access to the drug legally; 

Create space to patients require the medicine by lawsuit; 

Improves the patients life quality.  

 

{MPN Advocacy Action} 



In Brazil, 86% of patients have been treated on the public health system; 
 

For the government, buy the medicine by lawsuit are 10 time more 
expensive than if the medicine are included on the health system service; 
 

In the last 6 years, we had registered 209 lawsuits (100 only in 2015)*; 
 

Our main goal now is to pressure the government to start providing JAKAVI® 
for the public system’s patients and to incorporate the drug on the list of 
medicines that must be covered by the health insurance companies. 

{MPN Advocacy Action: Next Steps} 

* MPN’s patients registered in the ABRALE CRM 



{Thank you!} 
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