
PHOTO AVAILABLE: Rare Diseases spotlighted by The Sturge-Weber Foundation in World Premiere
Video

Sturge-Weber syndrome (SWS), Klippel-Trenaunay (K-T) and Port Wine birthmarks take to airwaves courtesy
Jazzist Herbie Russ  

For Immediate Release

MT FREEDOM, N.J./EWORLDWIRE/June 3, 2008 --- Striking images and music reach out from the screen and
into the hearts and souls of viewers, while presenting a unprecedented glimpse into the spirit and character
behind The Sturge-Weber Foundation (The SWF). Featuring children and adults living with the rare diseases of
Sturge-Weber syndrome (SWS), Klippel-Trenaunay (K-T) and Port Wine Stain birthmarks (PWS), the eagerly
awaited world premiere showing of, "The Stronger the Wind, the Tougher the Trees"
('http://www.youtube.com/watch?v=NYJaD-DCGR8') on YouTube recognizes the unique beauty to be found
within each individual.



Performed by multi-talented jazz artist Herbie Russ accompanied by a chorus of SWF family members, the
songs' title is the Foundation's motto and exemplifes the strength of people living with these rare diseases. 



"Even if they have never heard of these syndromes, listeners are moved to learn more," said Karen Ball, SWF
president and CEO. "While the SWF annual Month of Awareness has ended, events continue throughout the
year. We invite others to share this video link with others around the world and join the SWF in its quest to build
international awareness of these syndromes."



Since 1987, New Jersey-based Sturge-Weber Foundation (SWF) has spent countless hours educating and
driving awareness of SWS, K-T and PWS birthmarks, to dispel inaccurate and misleading information about
SWS, KTS and birthmarks with the public, governmental agencies and the medical community. The best allies
are the Foundation's own members, who can testify to the reality and the challenges of their lives. 



As a private not-for-profit organization, the SWF depends on people who have SWS - and other port wine stain
conditions like KTS - to make themselves known. The SWF registry includes nearly 4,000 identified cases
worldwide. Via the Foundation's Web site ('http://www.sturge-weber.org'), a network of families chat, comfort
and encourage each other daily. As a 501(c)3 non-profit, the SWF is dependent on private, voluntary
contributions. It receives no government funding. To learn more about the activities and how to support the
Foundation in its work to fund research, visit the SWF Web site at 'http://www.sturge-weber.org'.
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KEYWORDS: sturge-weber syndrome, port wine birthmark, rare disease, genetics, medical research,
neurology, cognitive neurological disorder, SWF, Sturge-Weber Foundation, seizures, health, research funding,
non-profit, nonprofit

SOURCE: Sturge-Weber Foundation

AVAILABLE MEDIA:   : Child with Sturge-Weber syndrome    (size: 0.0 k)
   No Description Available
   http://eworldwire.com//mediauploads/sturgeweber.jpg

Copyright 1996-2011 Eworldwire, All rights reserved.
Press Relase Distribution By EWORLDWIRE  http://www.eworldwire.com  (973)252-6800.
For Media Questions: http://media.eworldwire.com/


