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March 6, 2018

The Honorable Susan Collins The Honorable Catherine Cortez Masto
U.S. Senate U.S. Senate

413 Dirksen Senate Office Building 204 Russell Senate Office Building
Washington, D.C. 20510 Washington, D.C. 20510

The Honorable Shelley Moore Capito The Honorable Tim Kaine

U.S. Senate U.S. Senate

172 Russell Senate Office Building 231 Russell Senate Office Building
Washington, D.C. 20510 Washington, D.C. 20510

Dear Senators Collins, Cortez Masto, Capito and Kaine:

Thank you for your leadership on the important public health challenges facing our
nation, particularly the urgent issue of Americans living with Alzheimer’s disease and
other forms of dementia, including vascular disease, Lewy body dementia, and
frontotemporal degeneration. We are pleased to support the bipartisan Building Our
Largest Dementia (BOLD) Infrastructure for Alzheimer’s Act (S. 2076/H.R.4256'"), which
would create a public health infrastructure across the country to implement effective
interventions focused on dementia public health issues such as increasing early
detection and diagnosis, reducing risk and preventing avoidable hospitalizations.

There are few more compelling or complex issues to confront our aging society, now
and over the coming decades, than Alzheimer’s disease and other forms of dementia.
These neurodegenerative conditions impose enormous costs to our nation’s health,
prosperity, and social fabric, costs that are skyrocketing. Based on the National
Institute on Aging’s Health and Retirement Study (HRS), we know that the health
system costs of caring for people with dementia in the United States are comparable to,
and perhaps greater than, those for heart disease and cancer. A recent analysis of HRS
data revealed that average per-person health care spending in the last five years of life
for people with dementia was more than a $250,000 -- 57 percent greater than costs
associated with death from other diseases such as including cancer and heart disease."

Today, more than 5.5 million Americans are living with dementia at an annual cost to
our economy exceeding $259 billion.’ Alzheimer’s disease contributes to the deaths of



approximately 500,000 Americans each year, and it is the only leading cause of death in
the United States for which there is no proven means of prevention, disease
modification or cure." Hispanics are about 1.5 times more likely to develop Alzheimer’s
disease than whites, and African Americans are about two times more likely." In a 2011
study, 13.8% of older Asian Americans and Pacific Islander Americans reported an
increase in confusion or memory loss, which was the second highest of all ethnic
groups.Vil Additionally, researchers have recently estimated that American Indians and
Alaska Natives have a 35% lifetime risk of developing dementia.* Former Surgeon
General and director of the Centers for Disease Control and Prevention (CDC) Dr.
David Satcher recently said, “Alzheimer’s is the most under - recognized threat to public
health in the 21st century.” Today, another person develops the disease every 66
seconds; by 2050, someone in the United States will develop the disease every 33
seconds. This explosive growth will cause Alzheimer’s costs to increase from an
estimated $259 billion in 2017 to $1.1 trillion in 2050 (in 2017 dollars).* These mounting
costs threaten to bankrupt families, businesses and our health care system.

Public health plays an essential role in protecting the health and well-being of all
Americans, including promoting cognitive function and reducing the risk of cognitive
decline. Investing in a nationwide public health response to Alzheimer’s disease and
other forms of dementia would drive population-level change, achieve a higher quality of
life for those living with dementia and their caregivers, and reduce associated public and
private costs. The BOLD Infrastructure for Alzheimer’s Act would provide this crucial
investment by establishing centers of excellence across the country and funding state,
local and tribal public health departments to increase early detection and diagnosis,
reduce risk, prevent avoidable hospitalizations, mitigate health disparities, address the
needs of caregivers and support care planning for people living with Alzheimer’s
disease and other forms of dementia. These important public health actions allow
affected individuals to live in their homes longer and delay costly institutionalized care.

The BOLD Infrastructure for Alzheimer’s Act would increase the collection, analysis and
timely reporting of data critically important to identifying opportunities for public health
interventions, helping stakeholders track progress in the public health response, and
enabling state and federal policymakers to make informed decisions when developing
plans and policies. Comprehensive, disaggregated data collection on Alzheimer’s
disease and other forms of dementia is essential to better understand the impact of
dementia on older Americans, their family members and caregivers — and would
strengthen stakeholders’ ability to address dementia-related health disparities among
communities of color, American Indian and Alaska Native communities, LGBT
communities, and people with intellectual and developmental disabilities. Finally, the bill
would strengthen nationwide implementation of the CDC’s Public Health Road Map,
which includes strategic action items for state and local public health departments and
their partners to promote cognitive functioning, address cognitive impairment and help
meet the needs of care partners.®

The BOLD Infrastructure for Alzheimer’s Act is consistent with the CDC mission, the
HHS strategic plan, and the National Alzheimer’s Plan goals. The Act would capitalize



on recent updates to the Medicare Physician Fee Schedule that encourage dementia
diagnosis and care planning, the “National Research Summit on Care, Services, and
Supports for Persons with Dementia and Their Caregivers™ hosted by NIH last
October, and the CMS “Behavioral Health Payment and Care Delivery Innovation
Summit™i held last September. Finally, the Act complements important ongoing work
being done through the Administration on Community Living’s Alzheimer’s Disease
Supportive Services Programs and the Alzheimer’s Disease Initiative.

Thank you for considering our views and for your leadership to overcome Alzheimer’s
disease and other forms of dementia. We look forward to working with you to enact and
implement this essential bipartisan legislation. For any questions or additional
information about this legislation or other policy issues, please contact lan Kremer,
executive director of Leaders Engaged on Alzheimer's Disease (the LEAD Coalition),V

ikremer@]leadcoalition.org or (571) 383-9916.

Sincerely,
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XV http://www.leadcoalition.org Leaders Engaged on Alzheimer’s Disease (the LEAD Coalition) is a
diverse national coalition of member organizations including patient advocacy and voluntary health non-
profits, philanthropies and foundations, trade and professional associations, academic research

and clinical institutions, home and residential care providers, and biotechnology and pharmaceutical
companies. The LEAD Coalition works collaboratively to focus the nation’s strategic attention

on dementia in all its causes -- including Alzheimer’s disease, vascular disease, Lewy body dementia,
and frontotemporal degeneration -- and to accelerate transformational progress in detection and
diagnosis, care and support, and research leading to prevention, effective treatment and eventual cure.
One or more participants may have a financial interest in the subjects addressed.




