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What are you waiting for?
Join the BCMFF patients’ registry!

www.BCMRegistry.org
 

Why should you register?

BCM  affects  only  1  person  out  of  100,000
and, at present, has no cure. Because of the
low number of patients and the fact that they
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are scattered around the world, knowledge of
the disease is limited and so is the likelihood
to  develop  innovative  disease-modifying
therapies soon. 
The  BCM  Registry  was  established  to  fill
these gaps.

Who can register?

Adults  and  children  affected  by  BCM  may
participate  in  the  BCM  Registry.  You  must
have genetic confirmation of BCM (DNA Test
Report).
Please  note  that  BCM  Family  Foundation
funds  the  DNA  test  at  the  Tubinga
Laboratory so that patients don’t need to pay
such an expensive test by their own. 

How to register?

The registration procedure is easy and fast. 

• You will need to create a username and a
password and to provide an email
address. 

• Once your email address is confirmed,
you will be guided through the
registration process that requires you to:
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◦ Give your consent for participation in
the Registry;

◦ Provide your or your child’s contact
details; 

◦ Select your clinician;
◦ Upload your or your child's BCM DNA
test report.

• Once your account is complete you will
enter in a “waiting-list” until your clinician
confirms the BCM diagnosis and validates
your medical data.

At  that  point  you  or  your  child  become  a
Registry  Patient  and  will  contribute
to advance the  research to identify a cure for
the BCM!

For  further  information  please
visit https://www.bcmregistry.org/patients/
 

The  BCM  Patient  Registry  is  possible
through  the  generosity  of Otto  per  Mille
Chiesa Valdese
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