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A Message from the President
 
Dear HAEA Friends,  
 
The HAEA's longstanding dream of having a
comprehensive care and research center devoted to HAE
patients will become a reality in August of 2014!
The US HAEA Angioedema Center at the University of
California at San Diego (Angioedema Center) is unique in
that a patient advocacy organization was the driving force
behind its establishment and has been deeply involved in
all phases of pre-opening planning.  Our objective is to
provide patients who are seen at the Angioedema Center
with a positive experience that features exceptional care by
expert HAE physician/scientists in a friendly and supportive
environment.  We are confident that the Angioedema Center
will establish a model, patient-friendly standard of care for
the HAE community in the US and around the world.
See the article and associated links below to learn more
about the Angioedema Center and stay tuned for more
information coming soon about making an appointment.  
 
 I wish everyone a happy and healthy summer,
 
Warm regards to all,
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US HAEA Angioedema Center at UCSD - Update

  

  
     Construction of the Center is in full swing! The brand new office suite is tailored to
provide state of the art care for all angioedema patients. 
     The Center's physician experts will work with each patient to diagnose, create an
individualized treatment plan and work with their local physician for follow-up care.

Stay tuned for more information on the date of the Grand Opening for the US HAEA
Angioedema Center at UCSD.  

If you are interested in being one of the first to visit the Center, please register your
interest at www.haea.org by clicking on the Angioedema Center TAB 

http://r20.rs6.net/tn.jsp?f=001y1ltD-1ldJDzDiVwNHG-Es5HooYJqU2RTJRjSvwn_LiyjeQXwVNZuHgKxK_tTV2L7PpjxXuvUt474ITLneHJvumTS3ZweNErGUfQwfBgTsRKY0hJiAmxaZiKdisUuVxfYXj4eY5yLn8ldthFZB82PrU6ruOPYETzTiOKS__fFeE=&c=&ch=


or just click this link: http://www.haea.org/angioedema-center/
  

HAEi - Global HAE Conference held in Washington, DC
 
HAEi - International Patient Organization for C1 Inhibitor Deficiencies - welcomed more
than 450 attendees to the 2014 HAE Global Conference which will took place in
Washington DC, 15 - 18 May 2014.   Check out www.haei.org for photos from this
amazing event that gathered HAE patients from around the world.

 The first HAE Global Conference was held in Copenhagen, Denmark in 2012 and
everyone who was able to attend the DC meeting agreed it was an even more exciting
and powerful meeting - talking with other HAE patients from around the world, learning
more about the state of HAE treatment world-wide, and about global HAE research
efforts.
About 100 HAE patients and caregivers attended this international event where HAEA
President Anthony Castaldo and HAEi Director Henrik Boysen directed the
days' sessions. 
 
  We will look forward to hearing where the 2016 HAEi Global Conference will be held! 

          
                HAEA staff attending the 2014 HAEi Global HAE Conference

What's New at HAEA.ORG
 

http://r20.rs6.net/tn.jsp?f=001y1ltD-1ldJDzDiVwNHG-Es5HooYJqU2RTJRjSvwn_LiyjeQXwVNZuGQ8i1ZstDxYoRh6jU37d0Y3yI5K7XKJYNd82A1J0ZecEda4TKY3Zmf8NjOUdHxWTTCLlt8njLMmuHFZPA6OYRkLWrAQoiwoW76Ohexe61fGEq184z5H_22QJIPvYvjoaDyC9V4-yrJ9&c=&ch=
http://r20.rs6.net/tn.jsp?f=001y1ltD-1ldJDzDiVwNHG-Es5HooYJqU2RTJRjSvwn_LiyjeQXwVNZuDgyTmfZRIwiDfbThlrC3bw1yJVos4ct4EiLAw1V__wgB7_aHdMiWnEjaZ2hSBR7d4U2I1eSnjrKUilkoRqFNNajcsgbjpmv70b_wyB9-LR6&c=&ch=


              
  

   Have you noticed?  The HAEA web site is now available in Spanish!         
Just click on the flag icon and read all of the great HAE information 
en espanol!                                                

  Dr. Marc Riedl, member of the HAEA Medical Advisory Board, has contributed an
expert Q & A on Hereditary Angioedema.  Be sure to read through it for the concise and
knowledgeable help provided.   http://www.haea.org/patients/expert-physician-hae-qa/

And if you have not read it already, be sure to read the ground-breaking 
2013 Recommendations on the Management of HAE, written by the US HAEA Medical
Advisory Board.   Print it out for family, colleagues, or your local physician as well.  The

authoritative HAE information you need is contained in the pages of this consensus
document.    http://www.haea.org/resources/2013-recommendations/ 

 
 In the Patient Toolbox, don't miss the information on the 

Genetic Counseling Program from Dyax Corp. - in partnership with Informed DNA.
The program includes an assessment of risk factors for family, genetic testing, treatment
barriers and available solutions, and possible psycho-social impact of HAE.  Be sure to

check it out at http://www.haea.org/resources/patient-toolbox/

AND...

A contest offered by Salix in conjunction with hae day :-) 2014 has opened for voting.  
As you may remember, the contest offered the opportunity to tour the new US HAEA
Angioedema Center at UCSD.  You can support those who submitted their entries by

voting for your favorite at www.haeanswers.com
Voting ends on July 7 - so vote today! 

The US HAEA Scientific Registry Report - Research for a Cure
  

http://r20.rs6.net/tn.jsp?f=001y1ltD-1ldJDzDiVwNHG-Es5HooYJqU2RTJRjSvwn_LiyjeQXwVNZuFiEG4njBx9h0adikXRY0u0NZN8RBJnF3xNtGZOKnhv8mRnULcLvdP-BohPFZxytkIMMv1Rbj1RjhCWJKVerYpaEn2o6WaTsx6RIasSWJ9v8Zpx2rNnhRqzzV-Egg2jIURNb7ey6a79eSdK4b2CQqgPOLO6ehQZg-w==&c=&ch=
http://r20.rs6.net/tn.jsp?f=001y1ltD-1ldJDzDiVwNHG-Es5HooYJqU2RTJRjSvwn_LiyjeQXwVNZuGQ8i1ZstDxYXVI0iocsl8ecYI3QUBUxmfBvDVQw7U0lrA19SdHRe5-lEonT3stkRXWNvFKGSyfHTD-vHu4NoH6mYMQyhw19zp56n3B21Ddej9nzLbGyU1NethCodOvTo_Hn3u5L8UFq1ygxSpxT2T_vBPcNCff2ug==&c=&ch=
http://r20.rs6.net/tn.jsp?f=001y1ltD-1ldJDzDiVwNHG-Es5HooYJqU2RTJRjSvwn_LiyjeQXwVNZuFiEG4njBx9hpmYI9us5ZlVBvpDkcxoJFT6AqB-qWBVTNxibVckhk3FSfJOsMYZ0ibPKYDwxSd_uwoHMuP1laMKLGFPOSc9Ix7AL9dF8ymwxO67R9xgXO6qzaCYs7MWQpX2MXJYfzteTNjfOTEJouUlVIX9OvsHmiQ==&c=&ch=
http://r20.rs6.net/tn.jsp?f=001y1ltD-1ldJDzDiVwNHG-Es5HooYJqU2RTJRjSvwn_LiyjeQXwVNZuFiEG4njBx9hJXr6vzZHwAWgJktsNBfkaH8Cr_8yEMgJ4QKGapZI8kp-jHiO9D9DgEGKlGWrZ-RqPOBxdNvIuZGfQzjITRR7xG9nepGdbkxMu4c3ioucr7c=&c=&ch=


   ...providing you with updates about our Scientific    Registry
(SR) and the new HAE research it supports.  

 Thank You to all of our US HAEA Scientific Registry members for a great start to 2014!   
 
We appreciate everyone's time and effort in making the Scientific Registry a success!
Our new online report system is working better than ever and your new Quarterly Report is available
ANY time now online!!!

Do YOU want to be a vital member of this effort for better HAE treatments and... a cure?  
To learn more and join today, please go to  http://www.haea.org/get-involved/us-haea-scientific-
registry/ 

 
To contact the HAEA Scientific Registry staff with any questions you may have, please email

scientificregistry@haea.org or call the HAEA toll free number at 866-798-5598. 
 

Join the HAEA Scientific Registry today- and invite your family members to join, too!
                  Together, we can make a brighter future for HAE generations to come!
 
                       US HAEA Scientific Registry - Patient Driven Research for a Cure
 

Your Patient Services Team by Region
 

   

 Your
  US HAEA
  Patient
  Services
  Team
  
  

  
  

Find your region and your Team Member at
http://www.haea.org/contact/patient-services-representatives/

http://r20.rs6.net/tn.jsp?f=001y1ltD-1ldJDzDiVwNHG-Es5HooYJqU2RTJRjSvwn_LiyjeQXwVNZuLat7wZf4Ezhn58BWMHYpCsor6ul-otBUyI5TJjT2ClNg_apLLWA3e-IDv6xNMvINSDVPZkLbYBm-4BXgoJA_TCUy_M7wdB2VSYqxYwFiO7b0fsSlRTF6Qk3rxF6E_j8cmJmD_QWSWYVGmfZfAqGlkzbGeA64sPoUsiEM7EFVXwR&c=&ch=
mailto:scientificregistry@haea.org
http://r20.rs6.net/tn.jsp?f=001y1ltD-1ldJDzDiVwNHG-Es5HooYJqU2RTJRjSvwn_LiyjeQXwVNZuC9nN3ZYhAo3wzWEhv6CqaWMvfqr7xruedxZ2TF2RJOKrEmjgGXFk41MwAZG5xSWpt5K5NCMVpz5b5sPe8YYdIj-Oc3ripUoo02aQ99CVzEukx-yt9fB7QBJxFCTrSmnZXgLqJ9HkdAXVl65X1EJcMc=&c=&ch=


The US HAE Association publishes its newsletters to ensure everyone in our HAE family is informed about
important clinical developments and all HAE Association activities. 
We hope you have enjoyed this issue!
 
The United States Hereditary Angioedema Association
Seven Waterfront Plaza
500 Ala Moana Blvd., Suite 400
Honolulu, HI   96813
 
Toll free phone:  (866) 798-5598


