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It is with extreme joy that we inform you that our BCM Patient

*|MC:SUBJECT|* file:///Users/renata/Downloads/BCM Registry.html

1 di 4 20/03/2021, 17:44



Registry is ready and active online.

While  working  on  creating  this  Registry  during  the  past
months, you were on our mind. The Registry is for you and
for your children; it has taken tremendous efforts, including
your contribution and support. We want to thank you for this.

If you are a person who has a genetic diagnosis of Blue Cone
Monochromacy, we invite you to join the BCM Registry. The
information collected in the Registry is expected to advance
our understanding of the disease and to foster research into
the treatment of BCM.

The overall aim of this project is to increase our knowledge
about the clinical manifestations of the disease, including the
prevailing  clinical  features  and  if  and  how  they  occur
differently in the affected population, its natural history and
long-term outcomes with or without treatments.

Individuals  (including  minors)  with  a  confirmed  genetic
diagnosis  of  Blue  Cone  Monochromacy  are  eligible  for
participation in the BCM Registry.
During  the  registration  process,  you  will  be  requested  to
upload your medical records (i.e. genetic test) and to indicate
the name of your clinician.

You  will  find  all  the  details  on  how  to  enroll,  FAQs  and
contacts on the Registry webpage:
 

www.BCMRegistry.org
 

Some advice for your registration:
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select  a  username  that  doesn't  contain  your  name  or  your
surname;
only patients can register, female carriers cannot;
if  you  are  enrolling  a  child,  make  the  registration  under  his
name.

Download the BCM Registry Flyer here:
 

Project supported with the Otto per Mille funds of Chiesa Valdese
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Our mailing address is:
info@bcmfamilies.org

Want to change how you receive these emails?
You can update your preferences or unsubscribe from this list.
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