On November 14, 2008, the Steering Committee
for the Centers for Disease Control grant
convened its first meeting at Children’s Hospital
of Philadelphia. The grant, Characterizing
Alveolar Capillary Dysplasia to Increase
Awareness among Health Care Providers, was
awarded to the 3 Angels Memorial Fund for ACD
Research.

The objective of this grant is to develop
educational materials for ACD and to determine
the optimum way(s) to deliver this information to
the medical community. A follow-up grant would
disseminate the information to the medical
practitioners. The major initiatives for the current
year long project are:

Assemble a multidisciplinary panel of experts
that will serve at the Steering Committee — This
has been completed and the Steering
Committee members listed below will serve as
the Scientific Advisory Board.

Refine the current definition of ACD and
develop diagnostic best practices

Conduct a Scientific Workshop in Spring 2009.
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The Steering Committee Members are:
Naomi B. Bishop, MD — Principal Investigator, Medical Director of 3 Angels and Asst.
Professor of Pediatrics, Division of Pediatric Critical Care Medicine at Weill Cornell Medical
College in New York
Hakon Hakonarson, MD, PhD — Director, Center for Applied Genomics, The Children’s
Hospital of Philadelphia and Associate Professor of Pediatrics, at Children’s Hospital of
Philadelphia
Claire Langston, MD — Professor of Pathology & Pediatrics, Baylor College of Medicine and
Pathologist, Texas Children’s Hospital, Houston, Texas
Craig Snyder — 3 Angels; Co-founder 3 Angels Memorial Fund for ACD Research, Arlington,
Virginia and Managing Partner, IKON Public Affairs, Washington, D.C.
Robin Steinhorn, MD — Raymond and Hazel Speck Berry Professor of Pediatrics; Head,
Division of Neonatology, Associate Chair of Pediatrics at Children’s Memorial Hospital at
Northwestern University, Chicago, lllinois
Jeffrey Whitsett, MD — Chief, Section on Neonatology, Perinatal and Pulmonary Biology at
Cincinnati Children’s Hospital Medical Center, Cincinnati, Ohio
Stefan Worgall, MD, PhD — Chief of Pediatric Pulmonology, Allergy & Immunology,
Associate Professor of Pediatrics and Genetic Medicine, Weill Cornell Medical College, New
York, NY

In addition to ourselves, the following people were also in attendance at the initial meeting:
Kevin Roy — Grant Coordinator, 3 Angels Memorial Fund for ACD Research, Arlington,
VA and Associate, IKON Public Affairs
Kristin Cappola, MPH — Research Coordinator, 3 Angels Memorial Fund for ACD
Research, Arlington, VA.

The group concluded that until the gene is identified, the most accurate diagnostic procedure is
to perform a lung biopsy, using a standardized protocol. Also:
A “best practice” guideline for ACD should be published
Experts in pulmonology, critical care and neonatology should agree on content
Finding the gene is a top priority; therefore, samples are badly needed
Once gene is identified, developing animal models and treatment can follow

Only then can we begin to impact clinical practice.

We were very impressed with the mix of disciplines represented by the Steering Committee and
the level of interest in ACD. We are grateful to the Committee members that have volunteered
to lead this effort. We hope that some of you will be able to attend the conference scheduled
for the Spring. We will let you know as soon as the date and location have been chosen.
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Yorw e uii-  Angels Fundissi

Vanessa Elese is the make-up artist for some of the biggest names in show business and for one evening
only, she will give you the star treatment and benefit the 3 Angels Memorial Fund for ACD Research.

At this limited guest list event, Vanessa will be sharing her celebrity make-up tips as well as individual evening,
daytime and "no make-up" make-up for each guest. In addition, everyone will receive a Modern-Audrey Gift
Bag sponsored by Oasis Day Spa. Plus, there will be a silent auction for one-of-a-kind gifts.

Celebrity Make-up Artist Vanessa Elese

Monday, February 2, 2009
5:00 - 9:30 PM

215 E. 96th Street, New York
Tickets $250 per person

Thanks to NiCole Robinson, mother of Lincoln, for her creative fundraising in support of ACD research. To get
tickets for this event for you, your family and your friends, go to the 3 Angels website at
http://www.3angelsfund.org/events/beauty and soul.php

If you have an idea for a fundraiser or would like to host a fund raising event in your area, NiCole would like to
help. Email her at  info@3angelsfund.org .




Wlew Family

Please reach out to the newest member of the ACD Association. Send them an email and let them know
they are not alone.
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If you have a fund raising idea or would like to host a fund raising event in

your area, we would like to help. Email the 3 Angels at

info@3angelsfund.org .
Make a general or “In Memo

ry Of” donation for ACBsearch on the 3 Angels

website ahttp://www.3angelsfund.org/contribute.pbpby mail:

Mail check or money order donations to:
3 Angels Memorial Fund

PO Box 12251

Arlington, VA 22219
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http://acd-association.com/

*kkkkkkkk

3 Angels Memorial Fund for ACD Research
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