
FULLY FUND TBI MODEL SYSTEMS OF CARE 
The TBI Model Systems are a collection of 16 research centers 
located across the United States that conduct disability and 
rehabilitation research under grants administered by the National 
Institute on Disability, Independent Living, and Rehabilitation 
Research (NIDILRR) of the Administration for Community Living. 
The TBI Model Systems are the only source of non-proprietary 
longitudinal data on what happens to people with brain injury 
across the lifespan. They are a key source of evidence-based 
medicine and serve as a “proving ground” for future researchers. 
TBI Model Systems sites work closely with the Department 
of Veterans Affairs on research to improve the treatment of 
Veterans with brain injuries.

• Increase funding in FY2021 for NIDILRR’s TBI Model Systems 
program so as to add one new Collaborative Research Project.

• Over the next five years, the Congressional Brain Injury Task 
Force requests increased funding by $15 million to expand the 
TBI Model Systems program:

› Increase the number of multicenter TBI Model Systems 
Collaborative Research projects from one to three, each 
with an annual budget of $1 million;

› Increase the number of competitively funded centers    
from 16 to 18 while increasing the per-center support        
by $200,000; and

› Increase funding for the National Data and Statistical 
Center by $100,000 annually to allow all participants to    
be followed over their lifetime.

• Provide “line-item” status to the TBI Model Systems within the 
broader NIDILRR budget.

Sign up for BIAA’s weekly e-newsletter, Policy Corner, 
at biausa.org.

ABOUT BRAIN INJURY 
An acquired brain injury (ABI) is any injury to the brain that is not 
hereditary, congenital, degenerative, or induced by birth trauma. 
There are two types of ABI – non-traumatic, or those injuries 
caused by an internal force, and traumatic. A traumatic brain 
injury (TBI) is an alteration in brain function or other evidence 
of brain pathology caused by an external force. The Centers for 
Disease Control and Prevention (CDC) report that 2.8 million 
children and adults sustain TBIs annually and at least 5.3 million 
live with a TBI-related disability. The cost to society for medical 
care and lost wages associated with TBI is $76.3 billion annually.

Individuals with brain injury may experience memory loss, 
concentration or attention problems, slowed learning, and 
difficulty with planning, reasoning, or judgment. Emotional and 
behavioral consequences include depression, anxiety, impulsivity, 
aggression, and thoughts of suicide. Physical challenges may 
include fatigue, headaches, difficulty with balance or motor skills, 
sensory loss, and seizures. Brain injury can lead to respiratory, 
circulatory, digestive, and neurological diseases, including 
epilepsy, Alzheimer’s, and Parkinson’s disease. Poor outcomes 
after brain injury result from shortened lengths of stay in both 
inpatient and outpatient treatment settings. Payers point to 
a lack of sufficient evidence-based research as a primary 
reason for coverage denial of medically necessary treatment. 
This occurs particularly when behavioral health services and 
cognitive rehabilitation are needed.

ABOUT BIAA
Founded in 1980, the mission of the Brain Injury Association of 
America (BIAA) is to advance brain injury awareness, research, 
treatment, and education to improve the quality of life for all 
people affected by brain injury. BIAA is dedicated to increasing 
access to high quality care and accelerating research. With a 
network of state affiliates, local chapters, and support groups, 
BIAA provides help, hope, and healing and serves as the voice of 
brain injury for individuals who are injured, their families, and the 
professionals who provide research, treatment, and services.

©2020 Brain Injury Association of America
Distribution of this issue brief was made possible by Avanir Pharmaceuticals, Inc., makers of NUEDEXTA®, and the Centre for Neuro Skills, 
with locations in California and Texas.  See www.avanir.com and www.neuroskills.com for more information. 

For information, contact:
Amy Colberg, Director of Government Affairs  
acolberg@biausa.org  •  703-761-0750 ext. 637
1608 Spring Hill Road, Suite 110, Vienna, VA 22182

Bolster Research 
for Traumatic 
Brain Injury



ENSURE PATIENT-CENTERED ACCESS TO REHABILITATION
Individuals with brain injury rely on Medicare and Medicaid to access the rehabilitative 
services and devices needed to regain health, function, and independence. When an 
individual sustains a brain injury, emergency medical treatment and hospital-based 
acute surgical care is only the first step in recovery. Post-acute medical rehabilitation 
of sufficient scope, duration, and intensity delivered in inpatient rehabilitation facilities 
(IRFs), residential or transitional treatment programs, and community-based outpatient 
clinics is vital.

Patients often face barriers to access to rehabilitative services and devices due to 
coverage restrictions. Many private insurers place limits on services or steer patients 
away from the most appropriate settings of care to cut costs. If trends continue, some 
Medicare beneficiaries will find it harder to access rehabilitation. The Medicare Payment 
Advisory Commission (MedPAC) reports Medicare Advantage participants have one-
third the access to IRFs compared to traditional Medicare beneficiaries. Utilization 
management tools like prior authorization, restrictive or proprietary admission 
guidelines, and onerous regulatory requirements significantly limit access to care for 
individuals with brain injury. Key steps to increase access to care include the following:

• Ensure that efforts to unify Medicare’s Post-Acute Care payment system do not
negatively impact access for people with brain injury and other complex conditions.

• Oppose efforts to restrict access to rehabilitation therapy services in all settings
of care.

• Revise the “three-hour rule” to expand access to all appropriate skilled therapies
(Access to Inpatient Rehabilitation Therapy Act)

• Reform the use of prior authorization in Medicare Advantage (Improving Seniors’
Timely Access to Care Act), and reject the use of prior authorization for IRF care in
traditional Medicare.

• Reform managed care plans in Medicare, Medicaid, and private insurance to ensure
appropriate access to rehabilitation and habilitation services and devices.

• Maintain rehabilitation’s status as the standard of care for people with brain injury
to achieve maximum recovery, full function, return to work and other life roles, and
independent living.
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ABOUT BRAIN INJURY 
An acquired brain injury (ABI) is any 
injury to the brain that is not hereditary, 
congenital, degenerative, or induced by 
birth trauma. There are two types of ABI 
– non-traumatic, or those injuries caused 
by an internal force, and traumatic. A 
traumatic brain injury (TBI) is an alteration 
in brain function or other evidence of 
brain pathology caused by an external 
force. The Centers for Disease Control and 
Prevention (CDC) report that 2.8 million 
children and adults sustain TBIs annually 
and at least 5.3 million live with a TBI-
related disability. The cost to society for 
medical care and lost wages associated 
with TBI is $76.3 billion annually.

Individuals with brain injury may 
experience memory loss, concentration 
or attention problems, slowed learning, 
and difficulty with planning, reasoning, 
or judgment. Emotional and behavioral 
consequences include depression, anxiety, 
impulsivity, aggression, and thoughts of 
suicide. Physical challenges may include 
fatigue, headaches, difficulty with balance 
or motor skills, sensory loss, and seizures. 
Brain injury can lead to respiratory, 
circulatory, digestive, and neurological 
diseases, including epilepsy, Alzheimer’s, 
and Parkinson’s disease. Poor outcomes 
after brain injury result from shortened 
lengths of stay in both inpatient and 
outpatient treatment settings. Payers 
point to a lack of sufficient evidence-
based research as a primary reason for 
coverage denial of medically necessary 
treatment. This occurs particularly when 
behavioral health services and cognitive 
rehabilitation are needed.
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TAKE A STAND TO PROTECT STUDENT 
ATHLETES FROM CONCUSSION
The CDC estimates as many as 3.8 million concussions related 
to sports and recreation occur each year. A concussion is a 
mild traumatic brain injury (mTBI). Middle and high school 
students sustain mTBIs while participating in athletics, 
but many schools do not have the resources to adequately 
diagnose and treat these injuries. Too often, student athletes 
return to the field before their brains heal. A repeat concussion 
can slow recovery and increase the likelihood of having long-
term challenges. Repeat concussions can result in second 
impact syndrome, which can lead to permanent brain damage 
and even death. 

In addition to funding important work at the CDC and 
introducing legislation to protect student athletes, Congress 
should:

• Support the Concussion Awareness and Education Act 
sponsored by Rep. Joyce Beatty (D-Ohio) to implement 
recommendations of the Institute of Medicine in its report, 
“Sports-Related Concussions in Youth: Improving the 
Science, Changing the Culture.”

• Appropriate $5 million for the CDC to take to scale the 
National Concussion Surveillance System, which would 
provide nationally representative incidence estimates of 
all TBI, sports- and recreation-related TBI, and TBI-related 
disability as well as the ability to monitor trends over time, 
including at the state level. Authorization for funding was 
included in the Reauthorization of the Traumatic Brain Injury 
Act of 2018.

Sign up for BIAA’s weekly e-newsletter, Policy Corner, 
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ABOUT BRAIN INJURY 
An acquired brain injury (ABI) is any injury to the brain that is not 
hereditary, congenital, degenerative, or induced by birth trauma. 
There are two types of ABI – non-traumatic, or those injuries 
caused by an internal force, and traumatic. A traumatic brain 
injury (TBI) is an alteration in brain function or other evidence 
of brain pathology caused by an external force. The Centers for 
Disease Control and Prevention (CDC) report that 2.8 million 
children and adults sustain TBIs annually and at least 5.3 million 
live with a TBI-related disability. The cost to society for medical 
care and lost wages associated with TBI is $76.3 billion annually.

Individuals with brain injury may experience memory loss, 
concentration or attention problems, slowed learning, and 
difficulty with planning, reasoning, or judgment. Emotional and 
behavioral consequences include depression, anxiety, impulsivity, 
aggression, and thoughts of suicide. Physical challenges may 
include fatigue, headaches, difficulty with balance or motor skills, 
sensory loss, and seizures. Brain injury can lead to respiratory, 
circulatory, digestive, and neurological diseases, including 
epilepsy, Alzheimer’s, and Parkinson’s disease. Poor outcomes 
after brain injury result from shortened lengths of stay in both 
inpatient and outpatient treatment settings. Payers point to 
a lack of sufficient evidence-based research as a primary 
reason for coverage denial of medically necessary treatment. 
This occurs particularly when behavioral health services and 
cognitive rehabilitation are needed.
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Founded in 1980, the mission of the Brain Injury Association of 
America (BIAA) is to advance brain injury awareness, research, 
treatment, and education to improve the quality of life for all 
people affected by brain injury. BIAA is dedicated to increasing 
access to high quality care and accelerating research. With a 
network of state affiliates, local chapters, and support groups, 
BIAA provides help, hope, and healing and serves as the voice of 
brain injury for individuals who are injured, their families, and the 
professionals who provide research, treatment, and services.
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SUPPORT FEDERAL TBI PROGRAMS
The Department of Health and Human Services (HHS) 
Administration for Community Living (ACL) funds programs 
impacting individuals with brain injury and families, including 
Aging and Disability Resource Centers; Assistive Technology; 
Federal TBI Program; Independent Living Centers; Lifespan Respite 
Care; and the National Institute on Disability, Independent Living, 
and Rehabilitation Research (NIDILRR).  

• Support HHS in carrying out its mandate to develop a plan for 
coordinating Federal activities impacting TBI service delivery.

INCREASE TBI ACT FUNDING
In October 2015, the TBI State Grant program was transferred 
to the ACL Administration on Disabilities’ Independent Living 
Administration, and the Protection & Advocacy (P&A) Grant 
Program was moved to the ACL Administration on Intellectual and 
Developmental Disabilities. Currently only 24 states receive TBI 
State grants, and all the P&A grants are severely under-funded. 

• Appropriate $19 million to the Federal TBI State Grant 
 Program to increase the number of state grants and 
 appropriate $6 million to the P&A Grant Program. 

FUND CDC TBI PROGRAM
The TBI Act of 1996, as amended, authorizes funding for the CDC  
for data collection, prevention, public education, and research.

• Support CDC in its mandate to review the scientific evidence 
related to brain injury management in children and identify 
opportunities for research; 

• Support TBI national surveillance; and 
• Appropriate $10 million to fund CDC’s TBI programs.
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caused by an internal force, and traumatic. A traumatic brain 
injury (TBI) is an alteration in brain function or other evidence 
of brain pathology caused by an external force. The Centers for 
Disease Control and Prevention (CDC) report that 2.8 million 
children and adults sustain TBIs annually and at least 5.3 million 
live with a TBI-related disability. The cost to society for medical 
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Individuals with brain injury may experience memory loss, 
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aggression, and thoughts of suicide. Physical challenges may 
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TRAIN FIRST RESPONDERS ON TBI AND PTSD 
First responders should be trained on traumatic brain injury 
(TBI), acquired brain injury (ABI), and post-traumatic stress 
disorder (PTSD). Individuals with TBI, ABI, or PTSD may have 
symptoms from their injuries that make it difficult for them to 
understand and follow directions or communicate clearly with 
first responders.

• Support the Traumatic Brain Injury and Post-Traumatic Stress
Disorder Law Enforcement Training Act sponsored by Reps.
Bill Pascrell, Jr. (D-N.J.) and Don Bacon (R-Neb.), which would
direct the Attorney General to develop crisis intervention
training tools for use by law enforcement officers and first
responders related to interacting with persons with TBI, ABI,
PTSD.

• Require that the training be made available as part of the Police
Mental Health Collaboration Toolkit, which is a no-cost online
training tool that provides resources for law enforcement
agencies partnering with mental health providers to effectively
respond to calls for service, improve outcomes for people with
mental illness, and advance public safety.

• Authorize an additional $4 million per fiscal year for the Justice
and Mental Health Collaboration Program to fund grants to
develop and implement this training.
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JOIN THE EFFORT
The mission of the Congressional Brain Injury Task Force is to further education 
and awareness of brain injury and support funding for basic and applied research, 
brain injury rehabilitation, and development of a cure. Please join the Task Force 
to help make life better for individuals with brain injury and their families. To sign 
up, contact the office of a co-chair:

CO-CHAIRS: 
Hon. Bill Pascrell, Jr.

Hon. Don Bacon 

Tammy Baldwin, WI
Andy Barr, KY-06
Joyce Beatty, OH-03
Donald S. Beyer, Jr., VA-08
Andy Biggs, AZ-05
Sanford Bishop, GA-02
Bob Brady, PA-01
Cheri Bustos, IL-17
Bradley Byrne, AL-01
Andre Carson, IN-07
Bill Cassidy, LA
James Clyburn, SC-06
Steve Cohen, TN-09
Gerald Connolly, VA-11
Joe Courtney, CT-02
TJ Cox, CA-21
Mike Crapo, ID
Charlie Crist, FL-13
Danny Davis, IL-07
Peter DeFazio, OR-04
Diana DeGette, CO-01

Debbie Dingell, MI-12
Lloyd Doggett, TX-35
Michael Doyle, PA-14
Brian Fitzpatrick, PA-01
Bill Foster, IL-11
Ruben Gallego, AZ-07
John Garamendi, CA-03
Josh Gottheimer, NJ-05
Raúl M. Grijalva, AZ-03
Brian Higgins, NY-26
Eleanor Holmes-Norton, DC
Shelia Jackson-Lee, TX-18
Eddie Bernice Johnson, TX-30
William R. Keating, MA-09
Derek Kilmer, WA-06
Ron Kind, WI-03
Ann McLane Kuster, NH-02
James Langevin, RI-02
John Larson, CT-01
Barbara Lee, CA-13
David Loebsack, IA-02

Zoe Lofgren, CA-19
Stephen F. Lynch, MA-08
Edward Markey, MA
Roger Marshall, KS-01
James McGovern, MA-02
Bob Menendez, NJ
Jerrold Nadler, NY-10
Grace Napolitano, CA-32
Richard Neal, MA-01
Frank Pallone, NJ-06
Donald Payne, NJ-10
Earl Perlmutter, CO-07
Collin Peterson, MN-07
David Price, NC-04
Mike Rogers, AL-03
C.A. Ruppersberger, MD-02
John Rutherford, FL-04
Tim Ryan, OH-13
Linda Sanchez, CA-38
Mary Gay Scanlon, PA-05
Adam Schiff, CA-28
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Bobby Scott VA-03
Brad Sherman, CA-30
Mike Simpson, ID-02
Kyrsten Sinema, AZ
Adam Smith, WA-09
Jackie Speier, CA-14
Greg Stanton, AZ-09
Elise Stefanik, NY-21
Steve Stivers, OH-15
Mark Takano, CA-41
Bennie Thompson, MS-02
Mike Thompson, CA-05
John Thune, SD
Scott Tipton, CO-3
Paul Tonko, NY-20
Fred Upton, MI-06
Chris Van Hollen, MD
Peter Welch, VT
Joe Wilson, SC-02
Robb Wittman, VA-0
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