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During 2023, LuMind IDSC emerged as the national
leader in identifying - and recommending solutions
to - the many barriers preventing people with Down
syndrome from accessing newly-developed drug
therapies to treat Alzheimer’s disease.

e LuMind IDSC leaders met with federal
policymakers at the Centers for Medicaid and
Medicare (CMS) and the U.S. Food and Drug
Administration (FDA) to outline the complex
needs of the Down syndrome community,
and how federal policy will impact an entire
generation of adults with Down syndrome.

Together with the National Task Group on
Intellectual Disabilities and Dementia Practices
(NTG), LuMind IDSC convened a group of experts
to issue a consensus statement urging public
and private payers, including CMS, to modify
prescription criteria so that people with Down
syndrome and Alzheimer’s disease have access
to FDA-approved anti-amyloid drugs.

An OpEd piece in The Boston Globe and an article
on the Reuters network helped raise public
awareness of the urgent need for policy change.

The Boston Globe
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prevent people with Down syndrome from accessing Alzheimer’s and
drugs. A digital petition launched in July to collect signatures and medi
comments from concerned community members, self-advocates, everyone
and caregivers.

signatures on our online petition

1 o O o + demanding Down syndrome participation in clinical trials and subsequent
access to new Alzheimer’s therapies. Here are a few of the 1,000 comments
we received on our digital petition site:



Connecting in the Community

As the bridge between the Down syndrome
community and Down syndrome research, LUuMind
IDSC continues to make connections throughout

the world with other national organizations, local
associations, and research industry leaders to further
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le drome publicatio esources, and too 64% of major donors
our o e reso e libra made another gift in 2023.



