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      Don’t forget Coram’s Alpha-1 Educational Conference Call Series for Consumers.  The next call will be on March 23rd at 3pm EST, that’s 1pm our time.  The topic will be Overview of the Genetic Modifiers Study.  Dr. Edwin Silverman M.D., PhD, Assistant Professor of Medicine Harvard Medical School; Dr. Edward J. Campbell, Professor of Medicine University of Utah. Call the Alpha1 Hotline for details 1 (800) 367-2174.  This conference call is on a first come, first serve basis.  Spaces are limited so don’t delay.





IMPORTANT WEBSITES





� HYPERLINK "http://www.alphaone.org" �www.alphaone.org�                        Foundation


� HYPERLINK "http://www.alpha1.org" �www.alpha1.org�                            Association


� HYPERLINK "http://www.alphanet.org" �www.alphanet.org�                             AlphaNet


� HYPERLINK "http://www.bayerdirect.com" �www.bayerdirect.com�                  Bayer Direct


� HYPERLINK "http://www.spiderspun.net" �www.spiderspun.net�             an Alpha1 haven


� HYPERLINK "http://www.alpha2alpha.net/" �www.alpha2alpha.net/�     peer to peer support


� HYPERLINK "http://www.unos.org/" �www.unos.org/�                  transplantation info 


� HYPERLINK "http://www.shareyourlife.org" �www.shareyourlife.org�       organ donation site


� HYPERLINK "http://www.rxlist.com/" �www.rxlist.com/�                      internet drug list


(To interact with other Alphas worldwide)


� HYPERLINK "mailto:ALPHA-1-REQUEST@home.ease.lsoft.com" �ALPHA-1-REQUEST@home.ease.lsoft.com�


� HYPERLINK "http://www.alphaone.org/" ��
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Happy St. Patty’s Day, Barbee 





                   Letter from the President                                          


Dear Alphazonies, Friends and Family,


      Let me thank Carolyn Aspegren for keeping us apprised of Michael Hermanson’s condition.  He is out of ICU and is improving daily.  Jackie is fattening him up with her home cooking! Keep him in your prayers.


     Throughout the month of March you can vote for the new board by emailing Jeanne Rippey at � HYPERLINK "mailto:lgrippey@yahoo.com" ��lgrippey@yahoo.com� or by calling Judy Rose at her toll free number (877) 860-8694. The deadline is March 31, 2004. Election results will be announced in the next newsletter and at the Annual Meeting in April. 


      Immediately following our general meeting there will be a Board of Directors meeting.  We will determine how many people and who will be able go to the Conference with our help.  Steve has sent out several letters asking for grants to help pay expenses.  Ann Andari and Kathy Mayberry with Aventis have sent checks to cover one person.  Thank you for your help, Ladies!  However I fear this will not be enough.  We estimated the cost would be around $630.00 per person however airfares have gone up since then.  AlphaNet will send us a scholarship of $500.00 for a first timer to go.  Even with the recent recovery of our funds from National and these grants we will not be able to send everyone who expressed a desire to go.  Everyone will be notified as to our decision.


     Just a reminder to you that it is important for our doctors to know as much about Alpha1 as possible and as you know we have to be instrumental in making sure he/she has that information at hand.  One good way to accomplish this is having them on the Alphazonies’ mailing list.  I will be happy to add your doctor to our list as soon as you provide me with their names and addresses.





    


     


          


     


      





February’s BOD Meeting


    The only new business for the board meeting was the upcoming National Conference.  Topics of discussion were obtaining as many grants as possible to help the group financially.  Barbee asked everyone to keep looking into roundtrip fares to Atlanta, Georgia.  Steve Gagne volunteered to write the letters to request grants from AlphaNet and also the pharmaceutical companies.  The board also decided that any Alpha caregiver who is a current member with the National Association should receive assistance or grants as available just as an Alpha would. 








    Alpha1 Antitrypsin Deficiency is caused by a mutation on the proteinase inhibitor (PI) gene on chromosome 14.  There are over 70 different alleles of the PI gene.  The most common are:


MM   	The M gene is the most common. Antitrypsin levels are approximately 150-350 mg/dl. Its frequency in the population is 90%.


MZ	If a person inherits one M gene and one Z gene he/she is a carrier. This person may or may not have normal levels of ATT. Commonly an MZ’s AAT levels are 90-210 mg/dl and this PI type appears in 4% of the population.


SZ	If a person inherits one S gene and one Z gene, he/she is a carrier and has an active deficiency.  Commonly an SZ’s ATT levels are 75-120 mg/dl and are only .2% of the population. They have a mild risk of developing emphazema.


ZZ   	If a person inherits the Z gene from each parent he/she has an active deficiency. This person has very low levels of AAT, 20-45 mg/dl.  They have a high emphazema risk and are .02% of the population.


	In some cases, a person’s body does not produce any AAT.  This is also inherited by one’s parents. He/she has zero AAT and are very rare indeed.  Risk of lung damage can be extreme.








Items Still


Available


        


      We wish to thank Patty Grimes Baldacchino, whose father was Alpha Pat Grimes, for donating medical equipment to the Alphazonies.  All items were toted away after the meeting. 


       There are also three items for sale: companion wheelchair - $250.00 (Like new); and a queen size Craftmatic bed with separate controls for each half - $400.00.


       Please contact Patty by phone at (623) 572-8472 or by emailing her at � HYPERLINK "mailto:mpbaldacchino@cox.net" ��mpbaldacchino@cox.net�.








IMPORTANT NUMBERS





AlphaNet Coor. Phil Freeman   1 (866) 866-0330


Patient Services Inc.                1 (800) 366-7741


Alpha-1 Association                  1 (800) 521-3025�Alpha-1 Foundation                   1 (888) 825-7421�Alpha-1 Registry                      1 (877) 886-2383�Bayer Direct                             1 (800) 305-7881�Accredo  Mandy Kimbrough     1 (800) 232-1199 �Coram-Cathy-westside/Tucson    (480) 968-1199


Coram-Karen-eastside/Flagstaff (480) 968-1199


Coram Healthcare Toll Free      1 (800) 530-1199


ACCESS - Rick Perry               1 (888) 700-7010





� HYPERLINK "http://www.alphaone.org/" ��





  Our Next Meeting will be held Wednesday March 10, 2004 at 12:00 noon at the Arizona Lung Association located at 102 West McDowell Road in Phoenix.  


    Accredo will provide lunch for us.  Our representative, Mandy Kimbrough, has chosen Boston Market for our cuisine.


    We will be having an open discussion meeting.  It will be a great time to share anything you may want to with the rest of the membership.




















Source:


� HYPERLINK "http://www.spiderspun.net" ��www.spiderspun.net�




















Alpha1 Facts








