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INSI DE  THI S  I SSUE: 

The children were absolutely enthralled 
with magician, Dave Thomen and pian-
ist, Jerry Roman.  Alex Smith, singer, 
involved all ages with his wonderful mu-
sic.  It was quite a start for the 6th SMS 
conference in Reston, Virginia.  A re-
cord number of parents were connecting 
as the welcome reception began.  There 
were hugs all around as old friends re-
united and new friendships began. 

  

PRISMS president, 
Randy Beall, 
opened the confer-
ence on Friday 
morning, welcom-
ing over 330 par-
ents and research-
ers.  Rick Guidotti, 
photographer from 
Positive Exposure, 
spoke of challeng-

ing the stigma associated with difference 
by celebrating the beauty of human di-
versity.  He is a delightful man who 
demonstrates, through his interactions 
with our SMS individuals, that he is true 
to his mission.  His website 
www.positiveexposure.org is well worth 
a visit...plus, you can see pictures of our 
SMS children from the conference.  

  

Our keynote speaker was Dr. William A. 
Gahl, MD, Ph.D.  It was an honor to 
have the clinical director for the Na-
tional Human Genome Research Insti-

tute provide us with information regard-
ing rare disease patients. He brought the 
message of the importance of not just 
getting a disease named, but to move 
forward with a study of the disease.  For 
researchers, this includes serving as con-
sultants to the world, developing new 
treatments, and training others so re-
search can occur.  He left us with the 
following quote by Ernest Hemingway, 
òThe world breaks everyone, and after-
ward, some are strong at the broken 
places.ó   

  

The wonderful SMSers òAnnó catcalls 
brought laughs and applause from the 
audience as Ann Smith, M.A., D.Sc.
(hon) took the podium.  Her presenta-
tion òMy, how weõve grown!ó, made 
everyone realize just how far such a 
small group has comeéé.from a 
kitchen table to a room filled with over 
300 individuals.  She acknowledged the 
important partnership between parents 
and researchers. SMS awareness is grow-
ing throughout the world, partly due to 
new and improved molecular diagnostic 
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  A Message from  
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Recently, more than 335 PRISMS members and guests joined together at the 
Hyatt Regency Reston, September 17-20, for the 6th International Conference 
òBuilding Bridges of Hopeó, setting a new record for conference attendance. An 
SMS Research Roundtable was also held on Sept 16th. Families and researchers 
came from all parts of the globe, including Australia, Canada, Denmark, France, 
Iceland, Japan, Mexico, Philippines, U.K. and the U.S. 

We met many new friends and re-acquainted ourselves with families that we had 
met at previous conferences. We learnedéwe laughedéand some of us even 
cried. I want to personally thank Margaret Miller, our conference chair, and her 
committee. Maggie spent countless hours working to make this conference a great 
success.  Jeri Gawlowski is our òmoney galó (aka Treasurer) and PRISMS-wear 
queen who made those great jewelry bracelets and hoodies. Thanks, Jeri! I want to 
also thank our great conference sponsors. It takes a lot of money (almost 
$120,000) to help subsidize the conference and we depend on your generous sup-
port. Also, a big thank you to our speakers, volunteers and professionals!  

This year our conference silent auction raised $8590. Wow!! I want to extend a 
huge thanks to Kellie and John Cooney (and their volunteers) for an awesome job 
with such a fun event! Also, I would like to say òthank youó to all of our silent 
auction donors. Our first conference silent auction was held in 2002 at our Den-
ver conference and now itõs a conference tradition ð and a terrific fundraiser! 

This was my familyõs 5th conference and weõve learned important information 
with each one.  While some folks believe the conferences are primarily for newly 
diagnosed families, my family has always learned valuable information, met amaz-
ing people and felt re-charged after each conference.  

Be sure to mark your calendars now for the 2012 Conference in Denver, June 28 
ð July 1, at the Renaissance Denver Hotel. This beautiful hotel offers a free air-
port shuttle and is conveniently located midway between Denver International 
Airport and Downtown Denver. A special thanks to Eric and Kim Hoffman for 
finding this great hotel.  

Finally, please think about ways you can get involved and support each other ð 
post conference. SMS is a journey and we so desperately need to support each 
other and learn together.  PRISMS can help you host a local fundraiser, host a 
picnic or just connect you with other local families. Or maybe you can help 
PRISMS in some way ð for example, you could write an article for our newsletter 
or join our SMS discussion board and help answer questions folks have posted. 

The PRISMS board is here to serve you. If you have suggestions or concerns, I 
would love to hear from you! 

Randy 
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      What  Is Smith -Magenis  

      Syndrome?  

 
     Smith-Magenis Syndrome 

(SMS) is a chromosomal disorder 

characterized by a specific pattern 

of physical, behavioral and 

developmental features. It is 

caused by a missing piece of 

genetic material from 

chromosome 17, referred to as 

deletion 17p11.2. The first group 

of children with SMS was 

described in the 1980õs by Ann 

CM Smith, M.A., a genetic 

counselor, and Ellen Magenis, 

M.D., a physician and 

cytogeneticist. Although the exact 

incidence is not known, it is 

estimated that SMS occurs in 1 

out of 25,000 births. SMS is 

underdiagnosed, but as 

awareness of it increases, the 

number of people identified 

grows every year.  

Thirty-eight invited researchers and clinicians attended Thursdayõs 5th SMS 
Research Roundtable convened & co-sponsored by PRISMS Professional 
Advisory Board and NIH SMS Research Team. The invited scientific sym-
posium was funded in part by a conference grant from  the Office of Rare 
Diseases Research, NIH, and administrative support from Office of the 
Clinical Director, National Human Genome Research Instituteõs Intramural 
program at the NIH.  Research presentations on both clinical and basic sci-
ence research topics related to SMS were presented and updated summaries 
of this research were later shared with the 
PRISMS conference attendees at the Re-
search Update on Saturday or as part of 
workshops presented during the confer-
ence.   

   

 


