BRAIN INJURY
ASSOCIATION

OF AMERICA

Federal and State Public Policy Platform

The mission of the Brain Injury Association of America (BIAA) is to advance prevention,
research, treatment and education and to improve the quality of life for all people affected by
brain injury. Advocacy is a cornerstone of BIAA’s work. By pursuing legislative, regulatory and
judicial change, the Association is a catalyst for effective research, prevention, diagnosis,
treatment, transition and community integration services and supports that assist individuals
with brain injury in returning to school, work and lives that are as healthy, independent and
satisfying as possible.

BIAA’s chartered affiliates advocate at the state and local levels to increase awareness and
understanding of brain injury and for state laws that address primary and secondary injury
prevention, improved trauma systems, expanded rehabilitation, transition and community
services and supports and increased private and public funding to pay for the array of care,
treatment and services that may be needed after injury.

Together, BIAA and its affiliates, including a nationwide grassroots network of individuals with
brain injury, family members, researchers, clinicians, educators and other advocates, support
federal and state policies designed to improve access to care from the time of injury and access
to the community across the lifespan of the individual.

ACCESS TO CARE MEANS ACCESS TO COMMUNITY MEANS

Recognition of brain injury as a chronic Recognition that people who have sustained
condition that can cause and accelerate brain injuries can participate in the

disease, requiring medically-necessary and communities of their choice with self-directed
evidence-based treatment — including services and supports that are individualized
rehabilitation — furnished by a according to their needs and aspirations for
multidisciplinary team of qualified and housing, education, employment,
specialized clinicians through accredited transportation, socialization, recreation,
programs in settings of the lowest level of health care and worship.

acuity possible based on the needs and

choices of the patient and his/her circle of

support.

BIAA has a broad public policy agenda; therefore, annual priorities are based on emerging
issues, the overall impact on individuals with brain injury and their families and staff resources.
As a national organization, BIAA focuses its energies on federal policy that may transcend to
state policy and that impact public and private payer and service delivery systems.



BIAA provides primary support, including initiating legislation, formulating positions and making
recommendations, on all federal issues that impact individuals with brain injury and their
families directly. BIAA provides secondary support on other health and disability issues by
partnering with similar national organizations and coalitions to further the national
rehabilitation research agenda, promote brain injury and disease research, support injury and
violence prevention and maintain entitlement programs.

BIAA publishes a weekly update, BIAA Policy Corner, position papers, fact sheets and other
policy materials that are posted on its website: www.biausa.org.

PRIMARY SUPPORT

Federal and State Infrastructure — BIAA supports the TBI Act of 1996, as amended, which
authorizes appropriations for the U.S. Department of Health and Human services to 1) conduct
prevention, public education, data surveillance and research; 2) administer grants to assist
states in developing and expanding service delivery systems; and 3) administer grants to state
protection and advocacy systems to protect the rights of individuals with brain injury.

BIAA urges the Administration to identify brain injury as a priority population and to promote
brain injury as a major public health issue. BIAA supports the development of a federal
interagency work group or committee to coordinate across federal programs and agencies to
maximize and expand resources and to creation of a national strategic plan for addressing the
comprehensive needs of individuals with brain injury and their families with stakeholder and
public input.

BIAA supports increased funding in order for all states to participate in the grant program on a
formula basis and authorization to use those funds to provide direct services to individuals with
brain injury and their families.

State Legislation: BIAA supports state legislation that (1) designates a lead state agency for
coordinating services and resources; (2) creates and maintains a state advisory board or council
for purposes of interagency coordination; and (3) develops a statewide action or strategic plan
that includes recommendations for achieving a service delivery system for individuals with
brain injury of all ages.

Data — BIAA supports national data and surveillance activities that are needed to understand
the incidence and prevalence of brain injury, its causes, contributing factors and demographics
to develop prevention strategies, identify research and education priorities, and support the
need for services among those living with a brain injury. BIAA supports the TBI Act, which
authorizes federal funding to the Centers for Disease Control and Prevention, National Center
for Injury Center Prevention to award grants to states to help them gather and report needed
data via registries and other data systems (e.g., hospital discharge, emergency department).



http://www.biausa.org/

Data gathered from the states contribute to our understanding of the extent of brain injury and
is needed to plan for service delivery and to evaluate prevention strategies at the state and
local levels. In addition, in many states, data collected from registries is used as a vehicle to
provide information, resources and to link individuals with brain injury to needed services.

State Legislation: BIAA supports state legislation that requires hospital, emergency department
and physician (outpatient settings) to report to the state health agency in order to determine
incidence and prevalence of brain injury, to provide data necessary for planning service delivery
and to help link individuals to services.

Rehabilitation and Brain Injury Research — BIAA supports applied and translational
rehabilitation research to support the development of evidence-based practices for restoring
and maintaining health and functioning to improve the ability of individuals with brain injury to
perform activities of daily living. Specifically, BIAA supports funding for the National Institute of
Disability and Rehabilitation Research (NIDRR) to conduct research through the Traumatic Brain
Injury Model Systems, the Rehabilitation Research and Training Centers and grants offered
under other categories to address specific brain injury research.

BIAA also supports research conducted by the National Institutes of Health (NIH), National
Institute of Neurological Disorders and Strokes and National Center for Medical Rehabilitation
Research to advance knowledge on the mechanisms of injury and recovery and to develop
better diagnostic tools and more effective treatments.

BIAA supports research to advance public policy for chronic brain injury (CBI), which can
manifest in varying physical, cognitive and behavioral deficits at different points throughout an
individual’s lifespan and result in debilitating disease and costly dependence on society.

Post-acute Rehabilitation and Therapies — BIAA supports reimbursement, coverage and
funding for post-acute rehabilitation, such as cognitive, speech-language, physical, occupational
and recreational therapies, to restore abilities and to maintain function. Specifically, BIAA
supports reimbursement for cognitive rehabilitation and therapies by private health care plans,
including TRICARE for uniformed service members, retirees and family; by Medicaid and
Medicare, as well as federal rehabilitation programs administered by the Department of
Veterans Affairs and the Department of Defense.

BIAA also supports legislation to extend the therapy cap exceptions process to ensure seniors
and individuals with brain injury have appropriate access to necessary outpatient physical
therapy, occupational therapy, and speech-language pathology services under Medicare.

State Legislation: BIAA supports state legislation, funding and policies that provide access to
and payment for comprehensive rehabilitation by private and public payers (i.e. Medicaid State
Plan benefits; Medicaid Home and Community-Based Services waiver programs; managed care
delivery systems; state administered brain injury programs; Workers’ Comp, and private




insurance). BIAA encourages chartered affiliates to work with their state insurance
commissioners and other policymakers to ensure that adequate brain injury rehabilitation is
contained in the essential benefit packages that will apply to individual and small group plans
sold within and outside the new online, state-based insurance exchanges scheduled to launch
in 2014, as well as to new populations eligible for Medicaid coverage.

To meet these new requirements most states are attempting to minimize disruption to the
insurance marketplace by choosing plans that already offer the required essential benefits
package and that also offer health benefits currently required of insurers by state law, such as
cognitive rehabilitation, mental health coverage and autism treatment. Brain injury advocates
should use this opportunity to ensure cognitive rehabilitation is included in this coverage.

BIAA encourages chartered affiliates to participate in National Institutes of Health (NIH)
research, TBI Model Systems Programs and to serve on state advisory councils, when
appropriate, to further ensure coverage for brain injury rehabilitation.

Financing of Services and Service Delivery — BIAA advocates for federal funding and private
payment systems to support the development and provision of services and supports from the
time of injury, through medically-necessary treatment and transition to home and community
as well as the array of services and supports that may be needed after injury. These services
may include the following:

e Information & Resource Services — BIAA supports state efforts to implement Information
and Resource (I&R) systems to help individuals with brain injury and their families to
locate services, supports and assistance, whether these systems are developed and
operated specifically for brain injury or operated by other programs, such as Aging and
Disability Resource Centers.

State Legislation: BIAA supports chartered affiliates in seeking legislation and funding to
support their capacity for providing I&R services, as well as state policies that encourage cross
training on brain injury issues and resources so that families will receive appropriate and timely
information, regardless of which I&R service or resource centers that families contact.

e Service Coordination and Resource Facilitation — BIAA supports research and
dissemination of best practices in service coordination or resource facilitation, which is
offered by several state brain injury programs and Medicaid Home and Community-based
Services Waiver programs to identify program participants, arrange for assessment and
facilitate person-centered planning to identify goals and needed resources and supports
to achieve these goals. Service coordination/resource facilitation connects people to
resources and helps individuals navigate complex and fragmented service delivery
systems. To expand service coordination to children and youth with brain injury, BIAA
advocates for the federal Maternal Child Health (Title V) program to list brain injury as
one of the conditions for special health care needs in keeping with other such conditions




that are listed such as epilepsy, autism, intellectual disabilities, asthma, diabetes and
cerebral palsy.

State Legislation: BIAA supports legislation that provides state funding or dedicated funding
through a “trust fund,” Medicaid State Plan and Medicaid HCBS Waiver services that offer
service coordination and resource coordination specifically for individuals with brain injury.
BIAA also supports state Special Health Care Needs programs (Title V) to expand their service
coordination services to children and youth with brain injury.

e Community Services and Supports — BIAA supports a range of services and supports to

assist individuals with brain injury to live as independently as possible following their
injury, including counseling, family and in-home supports, personal care, transportation
and day program services. BIAA supports Medicaid policies to assist states in delivering
home and community-based services based on personal choice, and that reflect
community integration. BIAA also supports federal resources to help states ensure that
providers of these services and supports are knowledgeable and experienced in issues
relating to brain injury, such as cognitive and behavioral problems.

BIAA supported several provisions included in the Patient Protection and Affordable Care
Act (ACA) to help individuals needing home and community supports. These provisions
include a new optional Medicaid Plan service called the Community Choice First Act to
offer community-based attendant services and supports to those Medicaid beneficiaries
meeting the state’s criteria for nursing facility eligibility. The ACA revised and improved
policies for providing home and community-based services as a State Plan option service;
rebalancing long-term supports and services through Balancing Incentives Payment
Program (BIP), and extended the Money Follows the Person (MCP) demonstration grants
through September 2016 to help states transition individuals out of nursing homes and
into home and community-based services of their choosing.

State Legislation: BIAA supports legislation that provides state funding or dedicated funding
through a “trust fund,” Medicaid State Plan and Medicaid HCBS Waiver services and other ACA
provisions that offer community services and supports specific to the needs of individuals with
brain injury.

e Family and Medical Leave Act — BIAA supports the U.S. Department of Labor’s (DOL)

recent interpretation of the Family and Medical Leave Act (FMLA) with regard to leave for
parents who provide care for children 18 years or older with serious health conditions. In
its January 2013 fact sheet, DOL states that an employee may take FMLA leave to care for
a biological, adopted or foster child, a stepchild, a legal ward or a child to whom the
employee stands in loco parentis, who is 18 years of age or older and incapable of self-
care because of a mental or physical disability at the time that FMLA leave is to
commence. (In general, an employee may not take FMLA leave to care for a son or




daughter who is 18 years of age or older.) BIAA supports extending FMLA provisions to
parents who provide care to their adult children who sustain a brain injury.

BIAA also supports the newly published U.S. Department of Labor rule, effective March 8,
2013, expanding the FMLA military family leave provisions to family members of the
Regular Armed Forces with qualifying conditions related to deployment and to airline
flight crew employees. The FMLA entitles eligible employees of covered employers to take
unpaid, job-protected leave for specified family and medical reasons with continuation of
group health insurance coverage under the same terms and conditions as if the employee
had not taken leave. Eligible employees are entitled to 12 workweeks of leave in a 12-
month period to care for the employee’s spouse, child or parent who has a serious health
condition or who has a serious health condition that makes the employee unable to
perform the essential functions of his or her job or 26 workweeks of leave during a single
12-month period to care for a covered servicemember with a serious injury or illness if the
eligible employee is the servicemember’s spouse, son, daughter, parent, or next of kin.

e ABLE Act — BIAA supports federal legislation that would allow the establishment of tax-
deferred savings accounts to be used by individuals with disabilities and/or their families
to cover qualified expenses such as education, housing, employment support, assistive
technology and transportation. Federal legislation has been proposed, known as the
Achieving Better Life Experience (ABLE) Act, which would allow these types of accounts to
supplement, but not supplant, benefits provided through private insurances, the Medicaid
program, the Supplemental Security Income (SSI) program, the beneficiary’s employment
and other sources.

e Support for Caregivers — BIAA supports federal funding under the Lifespan Respite Act to
support grants to state agencies in collaboration with public or private non-profit state
respite coalition or another organization to make quality respite available and accessible
to family caregivers regardless of age or disability. Aging and Disability Resource Centers
must collaborate as well.

PRIMARY SUPPORT

Education — BIAA supports reauthorization of the Individuals with Disabilities Education Act
(IDEA) as well as full funding to enable schools to better serve students with brain injury. BIAA
supports federal policies, research initiatives and training opportunities to (1) assist school
districts, educators and related personnel to better screen, identify and report brain injury
(Child Find); (2) to develop appropriate individualized education programs (IEPs); and (3) to
implement effective educational strategies in accordance with IEPs, including transitional
services from school to work or vocational training or post-high school education.



BIAA supports funding for pre-training; in-service training and on-going training for educators
and related personnel to better assess and implement educational strategies to address
cognitive, behavioral and physical disabilities related to brain injury, including 504
accommodations for students with brain injury who are not receiving special education
services.

BIAA supports federal (OSEP and NIDRR) grant funding to create a clearinghouse and
dissemination center(s) to provide resources and materials on best practices to assist in
assessment, IEP development, educational strategies, and behavioral strategies with regard to
students and youth with brain injury.

BIAA supports innovative and special projects to help physicians, hospitals, emergency
departments in identifying children and youth with brain injury and with transitioning back to
school or to return to school after sports-related concussion or other cause of brain injury.

BIAA supports funding for state-based Parent Training and Information Centers and the regional
and national network of Centers to expand information and outreach services to better assist
parents with children and youth with brain injury in obtaining appropriate special education
and related services.

Vocational Rehabilitation — BIAA supports reauthorization of the Rehabilitation Act and the
Workforce Investment Act and advocates for federal research and resources to assist state
vocational rehabilitation and job training programs to developing appropriate and effective job
training, placement and job retention for individuals with brain injury seeking employment, as
well as for students with brain injury to transition from school to work.

Employment — BIAA supports federal initiatives that eliminate barriers to employment such as
losing health and disability benefits, that offer community supports to individuals to enable
employment, such as personal care and peer support, and that assist business organizations
and employers in understanding accommodations and workplace modifications that may be
required for successful employment.

BIAA supports better reporting by Vocational Rehabilitation agencies on the number of clients
with brain injury who receive job training and placement services, and to be able to capture the
recidivism rate for those who are unable to sustain employment.

BIAA supports the provision of the Ticket to Work and Work Incentives Improve Act (TWWIIAA)
to allow states to establish "buy-in" programs to offer extended Medicaid coverage for
recipients who go to work. In addition, the Balanced Budget Act of 1997 (BBA) created a
separate optional Medicaid eligibility group for working individuals with disabilities. Not all
states have expanded Medicaid eligibility through either the TWWIIAA Buy-in or the BBA Buy-
in, and with regard to those states which have expanded eligibility, not all have been able to
fully fund these programs as a result of state budget shortfalls.



BIAA supports Medicaid initiatives and assistance to states to expand home and community-
based services (HCBS), Medicaid services that support employment including personal
assistance services, supported employment, peer support for Medicaid eligible adults with
mental illness and/or substance use disorders and other Medicaid services. These employment
supports may be provided through state HCBS Section 1915(c) waivers or Section 1915(i) State
Plan HCBS. Self-directed service delivery models can also be used to provide employment
supports.

BIAA supports federal initiatives to promote collaboration among brain injury vocational
rehabilitation, job training programs, research, education and business organizations to
promote positive employment outcomes for people with brain injury.

BIAA supports brain injury education awareness opportunities to assist business and employers
in understanding accommodations and modifications to support employment of individuals
with brain injury.

State Legislation: BIAA supports state legislation, policy and funding to expand Medicaid buy-
in programs and to support Medicaid State Plan HCBS and Medicaid HCBS Waiver services that
offer community services and supports to assist individuals with brain injury in maintaining
employment.

Special Populations

e Dual Diagnosed — BIAA supports federal policies that coordinate resources and training
across fields to better serve individuals with brain injury and mental health and/or
substance misuse problems. BIAA supports funding for the development of professional
tools and training in serving individuals with brain injury and co-occurring disorders.

e Servicemembers — BIAA supports funding for the U.S. Department of Defense (DoD)
brain injury programs, which provide assessment, care, treatment and transition
services for returning servicemembers with TBI. BIAA urges collaboration among DoD,
chartered affiliates, state government programs and private providers to help support
and integrate servicemembers who are returning home to receive services and supports
and close to home as possible. BIAA encourages DoD to disseminate research findings
on management of concussions and other promising treatments to the civilian provider
and medical systems.

e Veterans — BIAA supports funding for programs and services within the Department of
Veterans Affairs (VA) that offer treatment, care and assistance to veterans with brain
injury through its polytrauma centers, medical and outpatient clinics, case management,
vocational rehabilitation programs, community services and supports, including support
for family caregivers. BIAA recommends that the VA collaborate with state, private and



local resources to better assist those who are returning to their home and communities
to work and live after military life.

e Elderly/Older Adults — BIAA supports federal funding that addresses falls prevention
among the elderly and recommends that the U.S. Administration on Aging develop
training to help families and service providers recognize symptoms associated with brain
injury following falls or other injuries and brain injury resources and assistance that may
be available.

e Juvenile Justice — BIAA supports federal research to study and disseminate the
prevalence of brain injury among youth committed to the juvenile justice system and
resources to offer training opportunities for professionals within state systems to
expand their abilities to work with residents who have a history of brain injury.

e Domestic Violence — BIAA supports federal research and collaboration among federal
agencies, including VA, DoD, CDC, Justice and HRSA, to study and disseminate the
prevalence of brain injury among those who are in domestic violence situations and to
support cross training of service providers to better understand the consequences of
brain injury, legal remedies and the domestic violence service systems. BIAA supports
screening for brain injury by physicians and emergency department staff when
attending to victims of domestic violence.

e Homeless — BIAA supports funding for state grants administered by the U.S. Department
of Housing and Urban Development (HUD) to develop community systems for those
who are homeless as well as training to those who work with homeless to ascertain
brain injury. Studies suggest that there are connections between brain injury and those
who are homeless both with regard to those who sustained a brain injury prior to
becoming homeless and those who received injuries after living on the streets. With
proper screening, diagnosis and linkage to appropriate services, individuals with brain
injury may have a better chance of becoming stabilized so as to experience improved
level of functioning and quality of life. BIAA also supports funding through the VA to
support veterans who are homeless and awarded by the Department of Labor for
veterans who are at risk of becoming unemployed and homeless.

Prevention — BIAA supports efforts to reduce the extent and consequences of brain injury
through federal programs and funding that provides incentives to states for addressing injury
prevention, including programs funded by HRSA (Injury & Violence Prevention and Safety
Prevention Program); CDC; Highway Traffic Safety Administration; Occupational Safety & Health
Administration; and Department of Justice (Violence Against Women). BIAA supports federal
funding that provides for injury and violence prevention programs in all states, and prevention
research to support best practices for prevention efforts. BIAA supports reauthorization of the
Violence Against Women Act, which among other provisions, provides victims access to services
via a protected hotline number.



State Legislation: BIAA supports state legislation designed to reduce traffic related injuries (i.e.
distracted driving laws, primary safety belt laws; motorcycle helmet laws) and secondary
prevention legislation, such as return-to-play laws pertaining to sports-related concussions.

EMS and Trauma Care — BIAA supports federal legislation and initiatives designed to assist
states in implementing organized emergency medical and trauma systems of care. Federal
funding for EMS has declined since the early 1980s, when there was a push to develop more
organized systems of EMS services across the country. Currently, EMS systems differ across and
within states and local areas. BIAA supported the Affordable Care Act’s provisions with respect
to improved trauma systems of care but funding has yet to be appropriated.

State Legislation: BIAA supports state legislation that organizes and coordinates a spectrum of
care that includes prevention, pre-hospital care, care at all acute care facilities and trauma
centers and post-acute rehabilitation. BIAA encourages chartered affiliates to work with key
medical and health care associations, organizations and hospitals to promote the use of
evidence-based guidelines for care.
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