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USBIA Members Needs Assessment:

Report on Findings

February 2013

ABOUT USBIA
The United States Brain Injury Alliance (USBIA) was formed in 2012. The Alliance is comprised of 20 statewide brain injury organization members from all regions of the United States.  The member states contain close to 100,000,000 people and represent slightly more than 30% of the population according to the 2010 Census.  The mission of USBIA is to engage the community in preventing brain injuries and improving lives. The purpose of USBIA is to improve the lives of children and adults by preventing brain injuries, increasing awareness, promoting understanding, and building support.

To identify the most pressing needs faced by people with brain injury and their caregivers, the United States Brain Injury Alliance conducted a needs assessment of its 20 state member organizations in February 2013.  The chief volunteer or staff leader completed the assessment.  The response rate was 95%.  Data collected is meant to facilitate discussion among stakeholders and policymakers about gaps in services and support for those affected by brain injury.  The questions with a summation of responses are as follows:
Prevention:  Brain injuries can be prevented and controlled.  Primary prevention entails preventing new injuries, secondary prevention involves reducing the severity of injuries, and tertiary prevention is decreasing the frequency and severity of disability.  In your state, what are the three most pressing issues in the area of brain injury prevention?

1. The responses tended to focus on primary prevention.  The most frequently cited need was to address and reduce risk factors for brain injury specific to: transportation related causes (automobile crashes, helmet use, bike safety, pedestrian issues and primary seatbelt laws); sports concussion; falls/slips.

2. The second most frequently noted prevention issue was the lack of focus by state governments on the prevention of a major public health problem- brain injury – as demonstrated by the lack of state data and funding for education and awareness of brain injury prevention issues. 

3. With less frequency, state leaders noted other causes of brain injury to be addressed including pediatric abusive head trauma (formerly shaken baby syndrome), domestic violence, returning veterans, and risk taking activities.

4. Again, with less frequency, state brain injury alliance leaders noted issues related to secondary and tertiary prevention including: funding for and access to comprehensive initial rehabilitation to reduce frequency and severity of disability; poor access to brain injury therapeutic services throughout the person’s life; education of emergency department and other medical professionals about brain injury recognition and management; lack of brain injury registry to allow immediate contact and support for people with brain injury and families; and the need for research.

Acute care and rehabilitation: Acute care includes the management of the person with brain injury from, in cases of trauma, the scene of the injury (EMS) through Traumatic Resuscitation Units of Emergency Departments to Intensive Care Units, through in-patient rehabilitation.  For those with non-traumatic injuries, acute care begins at the diagnosis of brain injury.  In your state, what are the three most pressing issues in the area of acute medical and rehabilitative care for those affected by brain injury?
The responses tended to focus on access to care issues and lack of understanding of brain injury by medical personnel.
1. The most frequently cited issue concerned reduced access to in-patient and post-acute rehabilitation due to short lengths of stay caused by Medicaid and private insurance limits.

2. The next most frequently cited issue was lack of understanding of brain injury by medical personnel.  Specific areas of need were: accurate diagnosis and management of the person with a brain injury from the onset of injury; identification and treatment of co-occurring disorders; and recognition that people with brain injury not due to trauma need brain injury treatment options. 

3. Finally, the financial hardship for those with brain injury and their families due to insurance limits and co-pays was cited as an issue.

In this category, some differences in states emerged.  Rural states noted the lack of brain injury experts and difficulty in screening and referral for appropriate services.  Added issues for rural states were transport from remote areas and the inconsistent ability to deliver brain injury specific care.

Reintegration and long-term care:  This arena encompasses the on-going lives of people with brain injury following any acute services they may have received.  For some people this will mean extended stays in nursing homes while others will return home.  Area to consider for people with brain injury and their caregivers include services and supports for community living; vocational and educational pursuits; medical, rehabilitation and therapeutic services.  In your state, what are the five most pressing issues regarding long-term care and reintegration.

Responses from the states coalesced around access for rehabilitation services and the need for expansion of community living opportunities.

1. The most frequently cited issue was for on-going access to rehabilitation when needing specialized brain injury services, services of greater frequency, length and intensity than usually covered by Medicaid or private insurance, services needed for maintenance of gains, and wrap-around services.

2. The second most frequently cited issue was that community living opportunities need to be expanded for people with brain injury to include models for assisted living, home health, group homes, and foster care homes.  Additionally mentioned was that housing is unaffordable for people with brain injury who have limited incomes.

3. There were four other areas of need that were cited at about the same frequency.  These are:

A. Employment needs including lack of jobs, insufficient long-term job coaching, more and better vocational rehabilitation.  Also, disincentives in SS and Medicaid were noted.

B. Lack of financial resources and funds for long-term care, especially with cuts to Medicaid.  Some states mentioned the need to establish a trust fund law.

C. Caregiver assistance including training and respite.
D. Access to resource facilitation.
