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MD CARE ACT:
IMPACT TIMELINE

{2000}

MD CARE Act passed with bipartisan {2001 }

support and united patient organizations

{2002}

First three Wellstone Centers established {‘ }
at University of Pittshurgh (36.7 million), 2003
University of Washington (38 million) and

University of Rochester ($7.5 million)

{2004}

MD Coordinating Committee delivers Action {2001,—)}
Plan to Congress; two MD-oriented RFAs ~
released

{2006}

Mational Task Force for Early {2007}

Identification of Neuromuscular Disorders
established by CDC

MD CARE Act reauthorized {2008}

{2009}

DMD care considerations developed and { }
disseminated by CDC; guidelines in 2010
development for FSHD, DM, LGMD, CMD;
Wellstone Centers at University of
Pennsylvania, University of lowa and
Nationwide Children’s Hospital established
or renewed

{2011}

{2062}

Next group of Wellstone Centers named: { }
Rochester, U Mass, 1 more TED 20 13

{20|14}

JED S -
VERNMENT
I\.‘"“.Ii \

Gro

« Total NIH funding for MD is $17 million
+ No new druags in development

= Average life span for DMD is late teens
= No guidelines for care

+ No patient registries

CDC launches MD STARnet to estimate the
prevalence of Duchenne MD

MD Coordinating Committee delivers MD
Education Plan to Congress

Wellstone Centers at University of
Pennsylvania (88 million), Towa ($7
million} and Children’s National Medical
Center ($7.1 million) funded; first new drug
enters clinical testing for DMD

NIH waorkshop on translational
research in MD

Wellstone Centers at University of
Rochester ($7.3 million); Boston
Biomedical ($8.7 million); and University
of Morth Carolina ($7.1 million)
established or renewed

» Total NIH funding is $75 million

* Nine new drugs in trial now for DMD
(GSK, Pfizer, Eli Lilly and others); 10to
12 others in preclinical development

« Care guidelines for DMD disseminated
worldwide & update/ expansion underway
+ Care guidelines for LGMD, FSHD, CMD,
DM pending release from AAN/CDC
Winter 2014

* Average life expectancy of DMD
increased by 10 years

«MD Action Plan {(MDCC) Update Spring
2014

http://mda.org/advocacy/md_care act
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