Summer 2008

Earlier this month, the United States Centers for
Disease Control (CDC) contacted the 3 Angels
Memorial Fund for ACD Research to inform them that
they were the recipients of a $250,000 grant for AQ
awareness.

Under this grant, the 3 Angels will:
Identify recognized experts in pediatric
pathology, neonatology and rare disorders to
serve on an ad hoc committee;
$ $ - Organize and lead a scientific workshop and/or
$$ ! " %%%% (R conference on ACD in early 2009;
% o2 . Evaluate the appropriate strategies to target
and educate healthcare professionals; and
Produce a plan to disseminate this information.

Naomi Bishop, MD is the Principal Investigator forthis
effort. She is a pediatric intensivist at Weill Conell
Medical College in New York City and the Medical
Director of the 3 Angels Memorial Fund. She is
responsible for overseeing the design and executiof
the project. Dr. Bishop will be assisted by threether
members of the team:
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Ann F. Brunswick, Ph.D., Special Research ScientisMailman School of Public Health of
Columbia University who will be the SeniorProject Consultant.

Craig Snyder, the co-founder of the 3 Angels Memoall Fund and managing partner of IKON
Public Affairs, a political and strategic communicdions consulting firm based in Washington,
D.C., will act at the Communications Consultant.

A graduate assistant from Weill Cornell Medical Colege will be assigned as the Administrative
Assistant/Project Coordinator and will assist Dr. Bshop in the execution of the project.

This is an exciting opportunity for the ACD communty to raise awareness of this rare disease. This
project will insure the proper recognition and timely diagnosis of ACD by medical professionals. It
will enable all medical professionals to assembla brder to define and describe the current state of
ACD and associated conditions. A case definitiomf ACD will be developed for use in the educational
materials and strategies to raise awareness of ardiucate healthcare providers on ACD will be
determined.

In addition to this effort in FY 2009, the United Sates Senate Appropriations Committee has voted fo
an additional $250,000 for ACD work by the CDC. Thee are a number of additional steps in the
federal 2009 budget process, which probably will ndoe finalized until the beginning of next year, bt
we are very encouraged that these additional dollarfor ACD will be funded in the final budget.

Thank you to Craig Snyder and NiCole Robinson for lheir efforts in éontinuing to press Con'gress for
this funding. This grant is a major step toward ircreasing ACD awareness.

Safe Arrivals
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New Families

Please reach out to the newest members of the ACD Association. Give them a call, send them
an email or write them a letter and let them know they are not alone.
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As we also mentioned in the previous issuAGD Notesthe NORD Medical Advisory Committee
(MAC) is in the process of scoring all the appliocas for a $30,000 grant for ACD Research and
determining which researchers are to be invitegsutamit full proposals. The final decisions on gran
awards will be made by the MAC in early Novembe®&0 This grant is based solely on generous
contributions from our ACD families and friends!

The-family of New York recently raised $2,000 for AGBsearch in their third annual golf
tournament in memory of their sqijij--n.

Jackie Woodward, mother to Hannah, is the ACDA pofrcontact for families in the UK. Jackie has
been instrumental in reaching out to families igland the last several years. You can reach her at
jackie.woodward@homecall.co.uk hank you Jackie!

The website for the 3 Angels Memorial Fund for ABBsearch has a new on-line store. There are ACD
Awareness bracelets, angel logo pins and angelaaots. Check it out at
http://www.3angelsfund.org/store.php

Visit http://www.3angelsfund.org/news.plgr “ACD in the News” including a press release
announcing Steve and Donna Hanson joining the 3&Bngoard of Directors.

Make a general or “In Memory Of” donation for ACBsearch on the 3 Angels website at
http://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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ACD Association
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http://acd-association.com/
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