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Who we are...

The American Brain Coalition (ABC) is a nonprofit organization comprised
of the United States’ leading professional neurological, psychological, and
psychiatric associations and patient organizations. Together, we seek to
advance the understanding of the functions of the brain, and to reduce
the burden of brain disorders through public education and advocacy.

With an established presence in Washington, DC, ABC is a strong and
powerful voice for the 100 million people with disabling brain disorders,
bringing together organizations that represent concerned and

interested patients, families, and professionals. This voice is used to
advocate for increased support of research that leads to better
treatment; services and support that improves patients’ quality of life; as
well as a national commitment towards finding cures for individuals with
disabling neurological and psychiatric disorders.

On behalf of the 100 million patients who live with neurological and
psychiatric disorders, we invite organizations that share our concerns and
goals to join us in our educational, engagement and advocacy efforts.
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Mission & Vision

Mission

The American Brain Coalition, a nonprofit organization,
seeks to advance the understanding of the functions of
the brain, and to reduce the burden of brain disorders
through education, public advocacy, and outreach.
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Vision

ABC is a powerful voice for people with brain disorders
bringing together organizations that represent concerned
patients, families, and professionals. This collaborative
voice has been and will continue to be used to create
awareness and understanding, and advocate for
increased research and resources that will improve
patients’ quality of life and enhance a national

commitment toward cures for patients with brain
disorders.
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Nonprofit Members
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Nonprofit Academic Members
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Observers

CMS.gov

Centers for Medicare & Medicaid Services

U.S. Department

of Veterans Affairs

U.S Food and Drug Administration

Neurodiagnostics and Neurosurgical Devices Branch (NDNB)
Neurointerventional Devices Branch (NIDB)

Neurostimulation Devices Neurology Branch (NSDN)
Neurostimulation Devices Psychiatry Branch (NSDP)
Physical Medicine and Rehabilitation Devices Branch (PMDB)
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National Center
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National Institutes of Health
Turning Discovery Into Health Translational Sciences
Eunice Kennedy Shriver National Institute National Institute on Deafness and
of Child Health and Human Development Other Communication Disorders (NIDCD)
Healthy pregnancies. Healthy children. Healthy and optimal lives.
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Friends of the ABC

The Friends of the
National Institute on Drug Abuse

Friends of the National Institute of Mental Health (NIMH)
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Matthew Rizzo, PhD
Board Chair

“It continues to be an honor to serve the
American Brain Coalition, speaking with one
voice to amplify the stories of 100 million
people living with 1,000 different brain
disorders. Acting together in 2022, we will
further strategic legislation and policies for
improving cares and cures for all Americans
affected by brain disorders”.

AMERICAN
BRAIN
COALITION
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; Executive Committee /
Board of Directors Nominations Committee

Advocacy Committee Finance Committee Program Committee

Executive Director

Corporate Advisory Council

Program Coordinator

Consultants

Cavarocchi-Ruscio-Dennis Associates

Social Media Intern

Jeanne M. Matter CPA Ltd. Annual Report 2021
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Board of Directors

CHAIR

Matthew Rizzo, MD

Frances and Edgar Reynolds

Professor & Chair

Department of Neurological Sciences
University of Nebraska Medical Center

BOARD MEMBERS

Josie Cooper
Executive Director
Alliance for Patient Access

Damien Fair, PA-C, PhD
Professor, Department of
Pediatrics

University of Minnesota
School of Medicine

L. John Greenfield, MD
Department of Neurology Chair
Uconn Health

Theanne N. Griffith, PhD
Assistant Professor,
Department of Physiology &
Membrane Biology
University of California, Davis
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VICE CHAIR

Mark Rasenick, PhD
Distinguished Professor of
Physiology & Biophysics

and Psychiatry

University of Illinois, Chicago

Jason Kopinski, MS, CAE

Deputy Executive Director,

Chief Operating Officer
American Academy of Neurology

John L. Lehr
Chief Executive Officer
Parkinson's Foundation

Helen Mayberg, MD

Professor, Neurology, Neurosurgery,
Psychiatry, and Neuroscience

Icahn School of Medicine at Mount Sinai

Patrick McCartney

ABC Program Committee Chair

Executive Director

International Essential Tremor Foundation

PAST CHAIR

Janet Hieshetter
Executive Director
Dystonia Medical
Research Foundation

TREASURER
Diana Felner

Craig Obey, ID
Chief of Government Relations
American Psychiatric Association

Michele Oshman
Vice President, External Relations
Biotechnology Industry Organization

Gentry Patrick, PhD

Professor, Neurobiology Section,
Division of Biological Sciences,
University of California, San Diego

Leslie S. Ritter, MA

ABC Advocacy Chair

Associate Vice President,
Federal Government Relations
National MS Society

Vice President, Public Policy
Tourette Association of America

SECRETARY

Bobby Heagerty

Emeritus Director,

Community Affairs & Education
Oregon Health & Science University

Stephen Strakowski, MD
Executive Associate Dean
Professor of Psychiatry
University of Texas Dell Medical
School Austin

Sarah Tellock

Associate Director, Federal Affairs and
Alliance Development Manager
Alzheimer's Association

Madhukar Trivedi, MD

Founding Director of Center for
Depression Research and Clinical Care
Betty Jo Hay Distinguished Chair

of Mental Health

University of Texas Southwestern
Medical Center

Marina Wolf, PhD
Professor, Behavioral Neuroscience
Oregon Health & Science University
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Emeritus Board Advisors

Over the years, the following individuals have been true assets and friends to the
American Brain Coalition (ABC). Their leadership has been instrumental in the
ABC'’s growth, advancing links between our advocacy, professional, corporate, and
academic partners and communities. The ABC Board will consult from time-to-time
for the wisdom of our Emeritus Board Advisors on ABC strategic issues.

Francis Kittredge, Jr. MD Cathy Rydell
ABC Founding Chair 2004-2008 ABC Founding Board Member 2004-2015

Joseph Coyle, MD Emanuel DiCicco-Bloom, MD
Chair 2008-2011 Board Member 2019-2021
Robin Elliott

Chair 2011-2015

Annual Report 2021 15
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Corporate Advisory Council

Corporate members within the ABC are comprised of leading companies who recognize the importance of
partnering with those committed to helping people with brain diseases and disorders. Corporate members include
pharmaceutical, biotech, and medical device companies that are developing or marketing therapeutic or diagnostic

products.

ABC corporate members may designate one individual to represent them on the ABC’s Corporate Advisory

Council (CAC). The Council provides unique opportunities for companies to engage with experts in the brain disease
community, not only with patient advocacy organizations, but also with top scientific, clinical and policy experts and
leaders in the worldwide central nervous system space.

Nancy Bayerlein

Director, Patient Engagement
and Support

Mitsubishi Tanabe Pharma
America, Inc.

Todd Bledsoe

Associate Director,

Patient Engagement & Advocacy
Neurocrine Biosciences, Inc.

Devra Densmore

Patient Advocacy Lead,
Rare Diseases

Praxis Precision Medicines

Beatriz Duque Long

Associate Director,

Federal Government Affairs and
Strategic Alliances

Biogen, Inc.

Marybeth Howlett
Senior Director
Eli Lilly & Company

Lisa Hughes
Director, Therapeutic Area Strategies
Abbvie

Bryan Johnson
Founder/Chief Executive Officer
Kernel

Craig Kramer
Chair, External Affairs — Mental Health
Ambassador
Janssen Research & Development, LLC

Kevin Marhenke, MD

Director, Global External Medical
Engagement

Amgen, Inc.

Anja Mett

Global Product Leader Neurology
Pharmaceutical Diagnostics

GE Healthcare

Taylor Mitchell
Senior Brand Manager
Teva Pharmaceuticals

Vanessa Procter

Vice President Government Affairs,
Public Policy & Patient Advocacy
Sage Therapeutics

Daniela Sharfstein
Government Affairs Associate Director
Greenwich Biosciences

Maureen Sheltry
Executive Director, Advocacy Relations
Sunovion

Shelley Stewart
Director, Federal Government Affairs
Takeda Pharmaceuticals America, Inc.

Susan Stone

Lead, Advocacy Relations & External
Affairs

Pear Therapeutics

Heather Strawn
Vice President, Government Affairs
Lundbeck Pharmaceuticals LLC

Annual Report 2021
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Advocacy Committee

The American Brain Coalition (ABC) Advocacy Committee recommends and
reviews the ABC's legislative priorities to the Board. The Advocacy Committee
communicates the legislative priorities to ABC members, as well as to
policymakers and their staff. The Advocacy Committee monitors and reports
back to the membership any congressional and agency activities and policy

relevant to the ABC.

Leslie S. Ritter, MA

ADVOCACY COMMITTEE CHAIR
Associate Vice President,

Federal Government Relations
National MS Society

COMMITTEE MEMBERS

Juliane Baron

Executive Director

Federation of Associations

in Behavioral & Brain Sciences

Wade H. Berrettini, MD, PhD
Director,

Center for Neurobiology & Behavior
University of Pennsylvania

Derek Brandt
Director, Congressional Affairs
American Academy of Neurology

Phil Cronin
Legislative Consultant
Cure Alzheimer's Fund

Diana Felner

ABC Treasurer

Vice President, Public Policy
Tourette Syndrome Association

Katie Grady

Senior Manager

Advocacy & Federal Affairs
Society for Neuroscience

Christine Harhaj
Director,
Advocacy and Strategic Alliances

Bobby Heagerty

ABC Secretary

Emeritus Director, Community
Affairs & Education

Oregon Health & Sciences
University Brain Institute

Patrick McCartney

ABC Program Committee Chair
Executive Director
International Essential Tremor
Foundation

Stuart Spielman
Senior Policy Adviser and Counsel
Autism Speaks

Sarah Tellock

Associate Director, Federal Affairs &
Alliance Development Manager
Alzheimer's Association

Madhukar Trivedi, MD

Founding Director of Center for
Depression Research and Clinical Care
Betty Jo Hay Distinguished Chair

of Mental Health

University of Texas Southwestern
Medical Center

Dustin Watson

Director,

Government Relations & Public Policy
The Michael J. Fox Foundation

Laura Weidner, Esq.

Vice President, Government
Relations & Advocacy
Epilepsy Foundation

Monica Weldon

President & Chief Executive Officer
Bridge the Gap - SYNGAP Education
& Research Foundation

Justine Welsh, MD
Assistant Professor

Emory University School of
Medicine
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Finance Committee

The American Brain Coalition (ABC) Finance Committee assists the Board of Directors in
its fiscal management responsibilities, overseeing annual budgeting and financial
practices, reviewing financial best practices, and making recommendations in
accordance with ABC’s mission and objectives.

FINANCE COMMITTEE CHAIR

Diana Felner

ABC Treasurer

Vice President, Public Policy
Tourette Association of America

MEMBERS

Jason Kopinski, CAE
Deputy Executive Director | Chief Operating Officer
American Academy of Neurology

John Lehr
Chief Executive Officer
Parkinson's Foundation

Matthew Rizzo, MD

ABC Board Chair

Frances and Edgar Reynolds Professor and Chair
Department of Neurological Sciences

University of Nebraska Medical Center

Annual Report 2021
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Program Committee

The American Brain Coalition (ABC) Program Committee is responsible for developing,
implementing and monitoring educational programs offered by the Coalition. The
Committee also evaluates and recommends to the ABC Board of Directors any
partnerships or collaborations that will contribute to the program goals of the ABC.

PROGRAM COMMITTEE CHAIR

Patrick McCartney
Executive Director
International Essential Tremor Foundation

MEMBERS

Bobby Heagerty
Emeritus Director, Community Affairs & Education
Oregon Health & Science University

Matthew Rizzo, MD

ABC Board Chair

Frances and Edgar Reynolds Professor and Chair
Department of Neurological Sciences

University of Nebraska Medical Center

Annual Report 2021 19
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Staff

Katie Sale
Executive Director

Sheila Stern
Program Coordinator
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Neuroscience Champion Award

The American Brain Coalition (ABC) is ever grateful to Representatives Cathy McMorris Rodgers (R-WA) and Earl
Blumenauer (D-OR) for their founding leadership of the bipartisan Congressional Neuroscience Caucus these past 10 years.

The CNC has greatly advanced understanding among Congress on how the brain develops and functions across the lifespan in conditions
of health and disease. Their educational work has galvanized support for national policies, programs and research on potential treatments
that may ultimately benefit the millions of Americans afflicted with neurological disorders or mental illnesses.

Since the CNC’s inception a decade ago, our co-chairs have hosted and organized close to 50 briefings and information sessions on
neuroscience research and findings; collaborated with patient advocacy, physician, and research organizations to build awareness; and led
Dear Colleague letters, appropriations requests, and Congressional Record statements and more in support of neuroscience. CNC
membership now stands at over 35 members and keeps increasing yearly.

The ABC was honored to present Congresswoman Cathy McMorris Rodgers and Congressman Earl Blumenauer with the first
Neuroscience Champion Award.

Representative Cathy McMorris Rodgers (R-WA) Representative Earl Blumenauer (D-OR)
Co-Chair, Congressional Neuroscience Caucus Co-Chair, Congressional Neuroscience Caucus

Annual Report 2021 Watch Acceptance Speech
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https://youtu.be/Tdmw3zQU7D4
https://youtu.be/mBWHX1jjNTk

= The bipartisan Congressional Neuroscience Caucus (CNC) promotes a better
2021 Congressional g ’ e

understanding of how the brain develops, functions, and ages. Co-chaired by

u Representative Cathy McMorris Rodgers (R-WA) and Representative Earl Blumenauer
N e u rosc' e n ce ca u c us (D-OR), the caucus seeks to raise awareness about the millions of Americans afflicted

Briefings

with neurological disorders or mental ilinesses. As emerging research has demonstrated
the profound impact of COVID-19 on the brain, ABC has leveraged its relationship with
the CNC to provide information to Congressional staff and the public to promote
advances in neuroscience and brain health and recruit additional champions of
neuroscience in Congress.

March 17, 2021 April 28, 2021
Neurodevelopmental Disorders: The Challenges and the COVID-19 and PTSD Among Healthcare Workers
Opportunities (View Video) (View Summary) (View Video) (View Summary)

Briefing featured opening remarks by Representative Earl Blumenauer
(D-OR), and three expert speakers who discussed the different aspects of

Briefing featured three expert speakers on the impact of COVID-19 on the health care
workforce, Dr. James Murrough from The Icahn School of Medicine, Dr. Kathleen
Merikangas of the National Institute of Mental Health, Dr. W. Michael Brode from Dell

neurodevelopmental disorders. Dr. Bhooma Aravamuthan from Washington Medical School.
University, Dr. Frances Lefcort from Montana State University and Dr. Lina Patel

from the University of Colorado.

23
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May 25, 2021

A Path Forward: Identifying Solutions for Recognized Gaps in

Traumatic Brain Injury Diagnostics and Treatment

(View Video) (View Summary)

Briefing featured five expert speakers to discuss the gaps in traumatic brain injury
diagnosis and treatment, Dr. Patrick Bellgowan from NINDS, Dr. Rachel Ramoni
from the U.S. Department of Veterans Affairs, Dr. Magali Haas from Cohen
Veterans Bioscience, Dr. James Stone from the University of Virginia School of
Medicine and Dr. Jamshid Ghajar from the Stanford Brain Performance Center and
Brain Trauma Foundation.



https://www.americanbraincoalition.org/page/CongrNeurosciCaucus
https://youtu.be/mUsGVI63H40
https://drive.google.com/file/d/1CQhOhF14kP3Kn5Th22E-AVuAQ8IlNI-x/view?usp=sharing
https://youtu.be/KIco-MIYvaM
https://drive.google.com/file/d/1oHRfPvMFkkGUOgad7yes2oV9jnyhiSSw/view?usp=sharing
https://youtu.be/H0KecUApefA
https://drive.google.com/file/d/1pjiJ0I_APfAFPtXYvWbp19XMfJp6qJMm/view?usp=sharing

2021 Congressional Briefings

June 21, 2021

Congressional BRAIN Initiative Virtual Briefing

(View Video) (View Summary)

Briefing featured opening remarks by Representative Earl Blumenauer

(D-OR) and Representative Cathy McMorris Rodgers (R-WA) and followed by four
expert speakers who discussed the BRAIN Initiative. Dr. John Ngai, Director of the
BRAIN Initiative; Dr. Diane Lipscombe from the Carney Institute for Brain Science
Brown University; Dr. Nicole Rust from the University of Pennsylvania School of
Arts & Sciences and Dr. Boaz Levi from the Allen Institute for Brain Science.

= ® Ak  nmn
December 7, 2021

The Case for a Neuroscience Center of Excellence

(View Video) (View Summary)

Briefing featured an introduction by ABC Treasurer, Diana Felner from Tourette
Association of America followed by four expert speakers to discuss the case for
supporting the creation of a Neuroscience Center of Excellence at the FDA. Natalie
Burd, Youth Ambassador for TAA; Dr. Tim Coetzee from the National MS Society;
Dr. Matthew Rizzo from University of Nebraska Medical Center and currently
serving as the ABC’s chair and Dr. Mark Rasenick from the University of Illinois
Chicago who is currently serving as the ABC’s Vice Chair.
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Innovation Initiative (ABCI2)

In 2017, the ABC established an Innovation Initiative (ABCI2), a collaborative program to stimulate private investment in brain-related research and strengthen the entire research and
development system for expedited translation of neuroscience research into life changing therapies and cures. This ABC advocacy effort is comprised of key stakeholders within the brain
community, including patient advocacy groups, professional societies, and industry, collaborating to advance policy positions, legislation and regulations that will strengthen incentives to invest
in neuroscience research — positively impacting brain disorders. This program has provided a number of resources to the ABC membership, including a guide to navigating Public-Private

Partnerships.

As part of our Innovation Initiative, in January of this year the ABC began our advocacy campaign to support the creation of a Neuroscience Center of Excellence at the FDA — an idea that was
presented to us by a few different ABC members, after the success of the Oncology Center of Excellence.

Neuroscience Center of Excellence (NCOE)

In February, we debuted our NCOE Advocacy Toolkit, including sample member alerts, a grassroot action alert, sample social media posts, congressional meeting talking points, and other
materials that help outline the unique needs of patients with brain diseases, and the need for an NCOE.

In May, ABC leadership met with the leaders of the FDA — then Acting Commissioner, Janet Woodcock, the Center Directors, and the Direct of the Office of Neuroscience. We articulated the need
for a Neuroscience Center of Excellence. FDA officials were receptive to the issues ABC raised and understand there are significant unmet needs with respect to treatments for patients with brain
and central nervous system disorders. The Directors indicated the need for additional resources to focus on strategic initiatives.

Cures 2.0 discussion draft was released in June. It included section 306 directing the FDA to create two new Centers of Excellence, including one that addresses diseases that are a leading cause
of mortality or disability, affect at least 50 million American per year, contribute to increasing health care costs, and for which medical products take longer to be approved — all of which apply to
brain and central nervous system conditions. The ABC was thrilled to support section 306 of Cures 2.0 and provided comments during the comment period outlining the need for a NCOE.

The Bringing Regulatory Advances Into Neuroscience (BRAIN) Act, to establish a Neuroscience Center of Excellence, was introduced by Representatives Earl Blumenauer, Bill Pascrell, and Don
Bacon in early October. The ABC provided a statement of support, as well as a letter of support with almost 100 endorsers. The ABC also provided an action alert encouraging ABC members to

reach out to their representatives to co-sponsor the BRAIN Act and sign on to the ‘Dear Colleague’ letter.

In November, Congresswoman Dianna DeGette and Congressman Fred Upton unveiled the Cures 2.0 Act. The ABC was thrilled that the Act includes a provision that would pave the way for
establishing a Neuroscience Center of Excellence at the FDA. The ABC provided a statement of support for this important effort.

In December, the ABC hosted a Congressional Briefing making a case for a Neuroscience Center of Excellence showcasing a Tourette Association of America youth ambassador and the challenges
she’s faced.
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Advocate for a Neuroscience Center of Excellence

The creation of a Neuroscience Center of Excellence (NCOE) at the Food and Drug Administration (FDA) will encourage innovation in the study, creation, and
regulation of brain-focused devices and therapeutics with the goal of delivering cures and better treatments to patients quickly. This initiative requires collaboration
among the brain community — patient advocates, professional organizations, researchers, clinicians, academia, and industry alike. The ABC has created editable
resources, sample language and talking points to help make it as easy as possible for you. We can't do this without you, and thank you for your tireless advocacy

of this important effort

The American Brain Coalition applauds Congresswoman Diana
DeGette and Congressman Fred Upton for prioritizing patients
in the Cures 2.0 Act by paving the way for the creation of a
Neuroscience Center of Excellence at the Food and Drug
Administration.

26 Annual Report 2021

The American Brain Coalition is
thrilled to announce the
introduction of the Bringing
Regulatory Advances Into
Neuroscience (BRAIN) Act, to
establish a Neuroscience Center
of Excellence (NCOE) at the
Food and Drug Administration
(FDA). We applaud
Representatives Earl
Blumenauer, Bill Pascrell, and
Don Bacon for introducing a bill
to help speed the delivery of
safe and effective treatments for
brain diseases, disorders, and
injuries to individuals who need
them.

Inform your members of this
priority with several ABC
resources found here!



https://www.americanbraincoalition.org/page/NCOE

ABC Joins the BRAIN Initiative Alliance

The American Brain Coalition was thrilled to become a member of the BRAIN Initiative Alliance in 2021 (View Press Release).

Comprised of federal and non-federal members and affiliates, the BRAIN Initiative Alliance mission is to coordinate and facilitate
communications from its members related to the BRAIN Initiative.

Visit the BRAIN Alliance site for more information on how each Alliance member is contributing to this coordinated effort.

The ABC participates in the following way: ((.)) @%EWEHTEENCE r-= i )A
\’,

BRAIN Initiative Briefings I émlsmf; A
Congressional BRAIN Investigators Receptions and Fairs ﬂ% T
QAR
c’ 5 : .
. V National Institutes of Health
BRAIN Initiative Educational Outreach - o“ 29 Ig{JAN‘D AT[I&;I m)rur?mfarl?mgs,miiﬁfo e
I NS m@m’n ':r

Advocating for Federal Investment in the BRAIN Initiative

: National S Foundati s
,thﬁ?.‘ DGRl NS, ciMoNe RouNbATION ==

IEEEDrain

Explore the ABC’s BRAIN Initiative website page for
additional information and resources!

@ Dana Foundation
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https://www.americanbraincoalition.org/page/BRAINInitiative
https://www.braininitiative.org/2021/06/07/abc-and-ins-join-the-bia-reducing-the-burden-of-brain-disorders-through-education-outreach-and-ethical-practices/
https://www.braininitiative.org/alliance/
https://www.americanbraincoalition.org/page/BRAINInitiative

Appropriations

|

Though Fiscal Year (FY) 2021 ended on September 30, 2021, Congress did not pass final appropriations funding for FY2022 before the end
of the calendar year. The federal government is currently operating under a continuing resolution that will expire on February 18, 2022 and
maintains government funding at FY2021 levels. Long-term continuing resolutions are harmful to brain research and programs on which

patients with brain diseases and disorders rely. House Senate Majority
. . Proposal
For that reason, ABC will continue to advocate for $2,723,515,000  $2,786,096,000

increased funding for biomedical research and urge National Institute of Neurological Disorders and Stroke
Congress to pass regular appropriations funding for FY
2022 as soon as possible. Institutes, centers, and
programs of particular interest to the ABC and its
members would receive the following levels of funding $2,147,085,000  $2,218,900,000
in the House FY22 bill and the Senate FY22 proposal ~ NationalInstitute of Mental Health
respectively:

$4,258,049,000  $4,180,838,000
National Institute on Aging

$582,422,000 $569,633,000
National Institute on Alcohol Abuse and Alcoholism

$1,860,329,000  $1,832,906,000
National Institute of Drug Abuse

$897,812,000 $878,072,000
National Center for Advancing Translational Science

$612,000,000 $640,000,000
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Appropriations cont.

On July 29, 2021, the House of Representatives passed funding for many of ABC’s appropriations priorities. ABC’s advocacy work was
instrumental in securing funding increases in the House bill for biomedical research at the National Institutes of Health (NIH). Early this
year, ABC joined the biomedical research community in recommending $46.1 billion in funding for the National Institutes of Health
(NIH), a proposed $3.2 billion (7.5%) increase over the FY2021 level. The House bill provided $49.43 billion for NIH, an increase of $6.5
billion, $S3 billion of which was intended for the Advanced Research Projects Agency for Health, or ARPA-H. Proposed in the President’s
budget, ARPA-H would focus on transformative biomedical research projects not well served by the existing NIH Institutes and Centers
but requires both funding and Congressional authorization to begin its work. Specific to brain health, the House legislation provided
$612 million in total funding for the Brain Research through Advancing Innovative Neurotechnologies (BRAIN) Initiative, an increase of

$52 million. The legislation also provided $3.394 billion, an increase of $200 million, for research into Alzheimer’s Disease and related
dementias.

Unlike the House of Representatives, the Senate did not hold hearings or pass any appropriations bills in 2021. The Senate
Appropriations Committee Majority did, however, release its proposed funding levels in preparation for negotiations with the House of
Representatives for a final FY2022 funding agreement. The Senate proposal included $47.92 billion for the NIH, an increase of S5 billion
over the FY2021 funding level and $1.5 billion less than the House of Representatives. The Senate proposal also included $640 million
for the BRAIN Initiative, and $3.429 billion, an increase of $235 million, for research into Alzheimer’s Disease and related dementias.
The House and Senate must come to an agreement on final levels of funding for FY 2022.
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SIGN-ON OPPORTUNITIES

January 7, 2021 - Fetal Tissue in Research
A letter to President-elect Biden being circulated by International Society for Stem Cell Research on the
importance of research using human fetal tissue.

January 19, 2021 - Ad Hoc Group FY22 Recommendation for NIH
A letter being circulated by the Ad Hoc Group for Medical Research endorsing their FY22 funding
recommendation for the National Institutes of Health (NIH).

January 28, 2021 - Support for Tardive Dyskinesia Report Language (Letter to House) (Letter to Senate)
A letter being circulated by the Movement Disorders Policy Coalition supporting efforts to include report language
in the Fiscal Year 2022 appropriations bill to urge the Department of Health and Human Services to prioritize
identifying currently available resources on tardive dyskinesia and creating strategies to expand them.

February 4, 2021 - Six Protected Classes Patient and Provider L etter
A letter being circulated by the American Cancer Society Cancer Action Network, Inc. expressing concerns from
patients and provider communities over policy changes regarding the six protected classes.

February 12, 2021 - Urging withdrawal of proposed rule(RIN 0991-AC-15) on extramural research
involving human fetal tissue (HFT)

A letter being circulated by the International Society for Stem Cell Research urging the withdrawal of, Proposed
Rule: Establishment of Safeguards and Program Integrity Requirements for Health and Human Services-Funded
Extramural Research Involving Human Fetal Tissue (RIN 0991-AC15).

February 24, 2021 - FOVA's FY 2022 Recommendations for VA Research
A letter being circulated by Friends of VA Medical Care and Health Research (FOVA) supporting their EY 2022
recommendations for VA Research.

February 25, 2021 - Opposing proposal of new “formulary flexibilities” for Medicare Part D plans

A letter being circulated by the Partnership to Protect Part D Access opposing the proposal through the Centers
for Medicare and Medicaid Services (CMS) that would undermine key patient protections in Medicare's
prescription drug program.

February 26, 2021- Support of Tardive Dyskinesia Awareness Week
A letter being circulated by the Movement Disorders Policy Coalition in support of efforts to establish Tardive
Dyskinesia Awareness Week during the first full week of May.

March 1, 2021 - CDC Funding Community FY22 Letter

A letter being circulated by the CDC Coalition in support of at least $10 billion for the Centers for Disease Control
and Prevention in the FY 2022 Labor, Health and Human Services, Education and Related Agencies
Appropriations bill.

March 24, 2021 - Support of funding for RISE Act
A letter being circulated by Research!America regarding the Research Investment to Spark the Economy (RISE)
Act, requesting and supporting full funding.

April 7, 2021 - MACPAC Considerations on Accelerated Approval Drugs

A letter being circulated by The Partnership to Fight Chronic Disease opposing the potential recommendations
from MACPAC which could threaten to undermine access to medicines and continued innovation for individuals
living with serious illnesses.

April 20, 2021 -Support of FIND Act

A letter being circulated by GE Healthcare in support of the re-introduction of the Facilitating Innovative Nuclear
Diagnostics (FIND) Act.

April 23,2021 - Support of RISE Act

A letter being circulated by the Endocrine Society in support of the quick passage of the Research Investment to
Spark the Economy (RISE) Act.
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April 27,2021 -Investmentin CDC's Data Modernization Initiative (DMI) for Fiscal Year 2022
A Public Health Data letter to the appropriations committees supporting a $250 million investment in CDC's Data
Modernization Initiative (DMI) for Fiscal Year 2022.

April 28, 2021 - Letters regarding 2021 Drug Exclusion Lists (Letter to Express Scripts) (Letter to Optum)
Two letters being circulated by the Movement Disorders Policy Coalition regarding concern of the placement of several
movement disorders therapies on the 2021 Drug Exclusion Lists.

April 28,2021 - EY22 BRAIN Initiative Community L etter
A letter being sent to the Senate and House appropriations leadership to endorse a Brain Research through Advancing
Innovative Neurotechnologies (BRAIN) Initiative FY22.

April 29, 2021 - EY22 Funding for AHRQ
A letter being circulated by Senator Blumenthal (D-CT) in support of FY22 AHRQ funding.

May 5, 2021 - Support of Amyloid PET Scans Coverage
A letter being circulated by GE Healthcare and sent to Centers for Medicare & Medicaid Services (CMS) in support of
the re-consideration of coverage for amyloid Positron Emission Tomography (PET) scans.

May 13, 2021 - Ad Hoc Group Infrastructure and Economic Recovery

A letter being circulated by the Ad Hoc Group sent to Congressional leadership, expressing appreciation for Congress's
long-standing support for medical research and urging "investments in the infrastructure underpinning the medical
research enterprise" as lawmakers move forward with new legislation on infrastructure and economic recovery.

May 27, 2021- LEAD Coalition FY 2022 Appropriations Letter to Congress

A letter to Congress being circulated by the LEAD Coalition (Leaders Engaged on Alzheimer's Disease) urging that the
FY 2022 appropriations bills provide substantial increases in funding to strengthen the national response to Alzheimer's
disease and related forms of dementia.

June 10, 2021 - Supporting Increased FY2022 Funding

A stakeholder letter to the Committee on Appropriations being circulated by The Coalition for Health Funding, in
conjunction with the Committee for Education Funding, the Coalition on Human Needs, and the Campaign to Invest in
America's Workforce, supporting increased FY 2022 funding for the House and Senate Labor-HHS appropriations
subcommittees.

June 15, 2021 - Supporting Legislature's Budget Agreement
A letter to Congress being circulated by NOSSAMAN supporting the legislature's $8 million budget funding for the CA
Parkinson's Disease Registry / CA Neurodegenerative Disease Registry.

June 16, 2021 - DOT Animal Transportation Letter

A letter being circulated by NABR and FASEB to Dr. Robert C. Hampshire, Chief Science Officer at the United States
Department of Transportation (DOT) highlighting the importance of DOT'’s role in addressing the issue regarding the
transportation of animals for research purposes.

July 15, 2021 -Support of Establishing a Neuroscience Center of Excellence at the FDA
A letter being sent to Representatives Diana DeGette and Fred Upton applauding them for including language that will
pave the way for a Neuroscience Center of Excellence at the FDA.

October 12, 2021 - Support of BRAIN Act Legislation
A letter endorsing the Bringing Regulatory Advances Into Neuroscience (BRAIN) Act, to establish a Neuroscience
Center of Excellence (NCOE) at the Food and Drug Administration (FDA).

October 21, 2021 - Support of completion of Fiscal Year 2022 appropriations process
A letter being circulated by Research!America asking congressional leaders to not wait until December but assign
urgent priority to setting funding levels for FY22.

November 12, 2021 - Urging Swift Passage of FY22 Appropriations
A letter being circulated by the Ad Hoc Group Steering Committee being sent to House and Senate Appropriations
Committee leadership urging swift passage of the House-passed $46.4 billion for the NIH base budget for FY 2022.



https://www.americanbraincoalition.org/page/SignOnOpportunities
https://drive.google.com/file/d/1AK_25VoWe1STlRSsoV8Khse0pGWZaBtK/view?usp=sharing
https://www.aamc.org/research/adhocgp/FY%202022%20Recommendation.pdf
https://drive.google.com/file/d/18A7XxTQFJ9AvX8viSnyin-BNlQFsLa6B/view?usp=sharing
https://drive.google.com/file/d/1F2AfvG_uxEwm7fXo9yODVBngvQdsvBJS/view?usp=sharing
https://drive.google.com/file/d/1JejYAPDAeLaMlJuzn3sCT7xfoBczeSS9/view?usp=sharing
https://drive.google.com/file/d/1jy1qkYVy2kvHhb8ZU8ALBZdR7DNBT-bH/view?usp=sharing
https://drive.google.com/file/d/1dKsVSz8_h474Qb2eYhxJ4esGXoGq4pC-/view?usp=sharing
https://drive.google.com/file/d/1kBWx0p0ITO_NOZ5EtHEmZrPNrgjYLJgk/view?usp=sharing
https://drive.google.com/file/d/12dTIKa8qe07P7BWBKeDHiRSFwmNK67EB/view?usp=sharing
https://drive.google.com/file/d/1c6_7QiUyukk1zA8I_5Vv7GLKGkC6fZFg/view?usp=sharing
https://drive.google.com/file/d/16YySltyKTCu0JFArSQvoUmdflRtmGXdX/view?usp=sharing
https://drive.google.com/file/d/16fFa6lEe_j3mr8KsQw6FLIpPEna_dp6_/view?usp=sharing
https://drive.google.com/file/d/1rwVAST4TdB50TA6NLEk1SnnxgFY2MEcZ/view?usp=sharing
https://drive.google.com/file/d/1yG2W7xvMRf_fWcKlR0Itd7Ua24m4FtLT/view?usp=sharing
https://www.endocrine.org/-/media/endocrine/files/advocacy/society-letters/rise-act-sign-on-v3-(002).pdf
https://drive.google.com/file/d/1Y_RrzAEXb9FoqzbeNs0d9cqqfehY4T2c/view?usp=sharing
https://drive.google.com/file/d/1lCZAytGAJl2lPgZ_0EKeLa7wcSpYxJd0/view?usp=sharing
https://drive.google.com/file/d/197ngpEXh0nVrS5kjCnA4DTZHN5xyKrv9/view?usp=sharing
https://drive.google.com/file/d/1wP4LylJyIgYxVLB80JNXWbYac0xq29j_/view?usp=sharing
https://drive.google.com/file/d/1vFb5fguR_FLQSiQNjJ5QSUe-pq-aCjpY/view?usp=sharing
https://drive.google.com/file/d/1bTVsim4eHVTUNwXGkkYhYSJN7CNF4IaV/view?usp=sharing
https://drive.google.com/file/d/1PKpsQHaAY-IZG1IjVtEUrrG3eUdWZN8B/view?usp=sharing
http://www.leadcoalition.org/2021/05/27/lead-coalition-urges-congress-to-boost-fy-2022-dementia-funding/
https://drive.google.com/file/d/1xsZBO9-Fw_BIHUKZ2tu-2DHgJ_wRCgL1/view?usp=sharing
https://drive.google.com/file/d/1CVMaUmduU09zNNnZGlwv22EiK9d1mGAl/view?usp=sharing
https://drive.google.com/file/d/1m1rNJmmm9fpMGR2cYqXXQ2gqaaoBy9sw/view?usp=sharing
https://drive.google.com/file/d/1gZ7wRPvdDqfiaYaZBGMv3oETAo45tENW/view?usp=sharing
https://drive.google.com/file/d/1_cDLk1SlRhnWyNFjub907SXOQcyWp84i/view?usp=sharing
https://drive.google.com/file/d/1ZazUZo_I0PW_CwLnY-WCyqupadnOMUPX/view?usp=sharing
https://drive.google.com/file/d/1r1dei7uNT-Zyl1xIi_llSlI3V6-hKP-Y/view?usp=sharing

ABC 2021 Educational Webinar

December 16, 2021

Department of Defense Funding for Your Brain Disease Research in Jeopardy!
(View Full Recording) (View Speaker Slides) (View DHRC Letter to House & Senate)

The American Brain Coalition hosted an educational webinar to learn about the U.S. Department of Defense (DoD) Congressionally
Directed Medical Research Program (CDMRP), which funds high risk, high reward research through 32 distinct and critical medical
research programs—many of which target brain and central nervous system conditions. Due to the unique nature of the CDMRP,
these invaluable research programs would not be funded under a year-long continuing resolution (CR). The government is currently
funded by a CR until February 18, 2022, and the delay in funding is already adversely impacting the ability of CDOMRP to set its vision
for next year, solicit and evaluate applications and ultimately award grants. Congress must enact a Fiscal Year 2022 Defense
Appropriations bill to achieve the necessary funding for the CDMRP. Failure to do so will have a chilling effect on the research
supported by this program, delaying potential breakthroughs that could improve the lives of millions of Americans, including veterans

and military service members and their families.

31 Annual Report 2021


https://www.americanbraincoalition.org/page/EducationalWebinars
https://youtu.be/P0GKNbJc0M8
https://drive.google.com/file/d/15Zi20CpiERoqpFp_r_opTUO2FCY4HWBZ/view?usp=sharing
https://drive.google.com/file/d/1fiAzc_ReJGTTAWx_A8TsJZonj1wk2H5E/view?usp=sharing

Website Resources

The American Brain Coalition is committed to providing its members and the public with resources on the brain to
advance understanding about the cause, impact, and consequences of neurologic and psychiatric illness in our society.
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https://www.americanbraincoalition.org/page/Resources
https://www.americanbraincoalition.org/page/COVID19
https://www.americanbraincoalition.org/page/AwarenessCalendar
https://www.americanbraincoalition.org/page/BrainAwarenessWeek
https://www.americanbraincoalition.org/page/ResearchFundingOppor
https://www.americanbraincoalition.org/page/BRAINInitiative
https://www.americanbraincoalition.org/page/MonumentalMoments
https://www.americanbraincoalition.org/page/careers
https://www.americanbraincoalition.org/page/DiversityResources

Ways to Get Involved...

KNl Dono @é» citizenscience.gov

Ml LA

Mental Health America

Inturtion #B4Stage4d
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https://www.americanbraincoalition.org/page/AllofUsResearch
https://www.americanbraincoalition.org/page/BrainDonorProject
https://www.americanbraincoalition.org/page/citizensciencegov
https://www.americanbraincoalition.org/page/intuitionstudy
https://www.americanbraincoalition.org/page/MentalHealthAmerica
https://www.americanbraincoalition.org/page/OpenScienceWeek

Stay Connected with the ABC

One of the many ways we can work together is through our social media accounts! We encourage all of our
members to make sure they are connected to our accounts so we can share stories, events and valuable
resources as we continue the work for the many affected by brain disorders.
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https://www.linkedin.com/feed/
https://www.facebook.com/AmericanBrainCoalition
https://www.instagram.com/
https://twitter.com/home
https://www.youtube.com/channel/UCUW5dqKTAreuvSDKkHcaFgg

Financials

The ABC relies on the generous support of membership dues to help ensure our modest total operating
budget, which was just under $375,000 in 2021. This revenue is used to support ABC’s educational and

advocacy programming.

2021 Revenue 2021 Expenses

2%

ACADEMIC
\ 10%
SPONSORSHIP
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Thank you

Thanks to your commitment and collaboration, we know
next year will be even better than the last.

We look forward to working together.

communications@americanbraincoalition.org

www.americanbraincoalition.org



mailto:communications@americanbraincoalition.org
http://www.americanbraincoalition.org/

