Joining the Daily List from the USA
From: "L-Soft list server at St. John's University (1.8d)" 

<LISTSERV@MAELSTROM.STJOHNS.EDU>

To: "Nanci Campion" <nanci@XTRA.CO.NZ>

Sent: Monday, January 12, 2004 2:04 PM

Subject: Usage guidelines for VCFS

> Welcome Message created by Lise Embley (LEmbley@MStar2.net)

>

> You have now been added as a subscriber to VCFS, the 

> Velo-Cardio-Facial Syndrome and DiGeorge Syndrome list!

>

> VCFS is an unmoderated and unedited discussion list for individuals 

> with

> the

> 22q11.2

> deletion, parents and other family members, friends, researchers, 

> physicians,

> and other professionals to discuss clinical, therapeutic, educational, 

> and

> non-clinical issues (e.g., family life and support) and advances 

> pertaining

> to VCFS, DiGeorge Syndrome, Opitz G/BBB Syndrome (autosomal dominant form)

> and other conditions associated with a 22q11.2 deletion.

>

> New subscribers to this list should be aware that not all families 

> participating on this list have individuals with a confirmed 22q11.2 

> deletion.  Also there is a great variety of m anifestations of 

> symptoms of a 22q11.2 deletion, and symptoms being discussed may not 

> be relevant to your child or your family's situation.

>

> Some highly recommended, easily understandable, and helpful articles 

> for parents of children with the deletion are available in a 

> newsletter (22q and You) by the Children's Hospital of Philadelphia 

> Medical Genetics Department. This newsletter has articles of interest 

> to parents of

> children with the deletion. You may subscribe to it, free of charge, by

> calling (215) 590-2920, or email to  <lunny@email.chop.edu>.  If you wish 

> to

> see a copy of the newsletter you can find it at this website:

> <http://www.cbil.upenn.edu/VCFS/22qandyou/>

>

> Another helpful group is the Velo-Cardio Educational Foundation.  This 

> is run by Karen J. Golding-Kushner, Ph.D. You may join by email by 

> writing <info@vcfsef.org>. The educational foundation is supported by 

> annu al dues of $40 individual or $50 family.

>

> Also at the Craniofacial Center at Montefiore Medical Center N.Y. 

> Albert Einstein College of Medicine you may contact Rosalie Goldberg 

> at <rgoldberg@aecom.yu.edu> who  coordinates the Velo-Cardio 

> Educational Institute  and website at 

> <http://www.kumc.edu/instruction/medicine/geneitics/prof/vcfhome.html>

>

>

> At the present date, there are representatives from all three groups 

> participating in this e-mail discussion list.

>

> We hope that all families will benefit from discussions on this list. 

> Our list is geared towards issues related to having an individual with 

> the 22q11.2 deletion and its effects on the family, whatever the level 

> of severity or age of the child.  This sort of open discussion may, at 

> times, raise parent concern or anxiety about children who are newborn, 

> infants newly diagnosed, or who have few manifestations of the 

> deletion.  We wou ld encourage any parent to discuss their concerns 

> with their child's

> doctor(s)

> and, if willing, we would encourage you to post a message regarding 

> your worries and concerns to the list.

>

> I hope this list is as helpful to you as it is to me, the parent of a 

> daughter with VCFS.  If you have any problems managing your 

> subscription or in posting to the list, please contact me by email 

> <LEmbley@MStar2.net>

>

> Lise Embley

> List Co-owner, VCFS Digest

> 

