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‘Regeazch News

As you know, the ACD research being conducted
at Baylor College of Medicine resulted in recent
findings that were published in the American
Journal of Human Genetics on June 4, 2009. This
publication is the first significant ACD genetics
find and was led by Pawel Stankiewicz, M.D.,
Ph.D and Dr. Partha Sen, Ph.D at Baylor. This
article was very technical so we asked Dr. Sen to
provide a layman’s summary of their findings.
Thank you to Dr. Sen for providing the following
Synopsis:
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ACDA members had several questions following the publication of the Baylor article. We wanted to
share those questions and the answers that were provided by Dr. Sen:
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3 Angels Update

By Craig Snycler, Founder ef 3 Angels

In the wake of the publication of significant findings on the genetics of ACD, the research team at
Baylor College of Medicine continues to dig deepen an effort to find the genetic underpinnings of
cases of ACD not explainable by the first discovenAlthough additional time, resources and samples
will be necessary before the complete picture becas clear, the discovery of a genetic defect which
causes perhaps 40% of ACD cases, has strongly padtresearchers in what are most likely to be the
most fruitful directions.

The first year of the collaborative agreement on pysician awareness of ACD, between the 3 Angels
Memorial Fund and the Centers for Disease Controlwill come to an end in September. The CDC is
currently reviewing and is expected to approve anx¢ension of the project for a second year,
commencing on October 1, 2009. Design work on a wate for physicians about ACD is now in the
final stages of design and programming, based onput from researchers gathered at the ChILD
(Children's Interstitial Lung Disease) research cosortium conference in Denver last spring.

Once the additional funding for the second year athe project is approved by the CDC, the site will
"go live" on the internet and a marketing campaignwill begin to drive relevant medical professionals
to the site where they will learn how best to diagmse ACD and how to document cases for further
research.

Finally, in July, the United States Senate voted fuds to extend the CDC work on ACD for a third
vear, which would commence in October 201(

Q If you have recently moved or changed your emaikesk, be sure to let us
know. If you have approved release of your infdrorg we share your

ﬂ contact information with new families so they hatkers to reach out to for

&P  support and understanding.
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#71 - Youcan make a tax-deductible donation for ACD aesle. Make a general of
> “In Memory Of” donation on the 3 Angels website at
http://www.3angelsfund.org/contribute.php

,. — or by mail with a check or money order to:
g g
&> 3 Angels Memorial Fund for ACD Research

Arlington, VA 22219
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