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Executive Summary 
 

The Indiana Statewide Needs and Resources Assessment for Traumatic Brain Injury (TBI) was 

conducted during the spring and fall of 2007. The primary source of data was a survey of TBI 

survivors which was completed by 378 individuals. Secondary sources of information included a 

literature review, a web-based survey of service providers completed by 58 individuals, focus 

groups conducted in various regions of the state with TBI survivors, and focus groups conducted 

with special populations, including caregivers of TBI survivors who are residents in long-term 

care facilities, special education teachers and caregivers of survivors who are under 18, and state 

agency staff. 

 

Approximately 70% of survey respondents were male; 30% female. The majority were in the 20- 

49 age bracket. The majority reported they sustained their TBI as a result of a car crash, and 

reside in a house or apartment. 

 

Significant findings from the needs assessment include: 

 

¶ The most prevailing issue that surfaced was the lack of awareness around TBI. This 

included how to recognize TBI in medical or non-medical settings, how to locate and 

utilize available resources for survivors and families, and general public awareness of 

TBI. 

 

¶ The top five services that survey respondents indicated they needed, but did not receive 

were: Behavioral Supports, Support Groups, Assistive Technology, Cognitive Training 

and Recreational Opportunities.  

 

o Of these, Recreational Opportunities/ Therapeutic Recreation had the least 

number of providers across the state suggesting that this area may be one of the 

largest unmet needs for TBI survivors. 

 

¶ Respondents indicated that they had difficulty with the transition from inpatient/ hospital 

based care to return to home and work. They did not know how to find resources or 

negotiate the various government programs and reported not being aware of numerous 

resources and often felt ñdumpedò once they were no longer met criteria for receiving 

services.  

 

¶ Survey and focus group data strongly indicate that Indiana is in need of options, such as a 

group home or other supervised living facility, that can provide housing and assistance 

specifically oriented to TBI survivors.   

 

¶ Increasing awareness of TBI among various professional groups as well as the general 

public, providing or facilitating medical education, and finding a ñchampionò who could 

be the public face of TBI in Indiana were viewed as potential goals for the Brain Injury 

Association of Indiana. 
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Indiana State-Wide Traumatic Brain Injury  Needs and Resources 

Assessment Overview 
 

A Needs Assessment is ña systematic set of procedures undertaken for the purpose of setting 

priorities and making decisions about program or organizational improvement and allocation of 

resources. The priorities are based on identified needsò (Witkin & Altschuld, 1995).  The goal 

for this Needs Assessment was to use different sources of data to accurately estimate the future 

needs of individuals with a Traumatic Brain Injury (TBI) in Indiana.  For the Indiana State-Wide 

Traumatic Brain Injury Needs Assessment, six different sources of information and data were 

used to estimate the future needs of individuals with a TBI in Indiana.   

 

Literature Search 

The first source of information came from a literature search conducted by Luther Consulting in 

conjunction with the Indiana Family and Social Services Administration (FSSA) and the Brain 

Injury Association of Indiana (BIAI).  This search allowed Luther Consulting to learn about best 

practices related to other TBI Needs Assessments, as well as services provided to individuals 

with a TBI.  A recent report was published regarding the state of services related to TBI in 

Indiana and best practices throughout the country.
1
  Because this report is so comprehensive, 

FSSA and BIAI decided to focus on different areas for this Needs Assessment Literature 

Review, specifically, Resource Facilitation, Statewide Systems of Support, and Surveillance 

Systems.   

 

Mail  Survey 

The second data source was a mail survey created by Luther Consulting, the Indiana Family and 

Social Services Administration, and the Brain Injury Association of Indiana. It was created after 

a review of similar instruments used in other states. The survey was completed by 378 

individuals residing in or receiving services in Indiana with Traumatic Brain Injury. A few 

surveys were received from individuals without a TBI and those surveys were not included in the 

analysis.  The mailing lists, totaling about 4,000 individuals, were provided by FSSA and BIAI 

and included hospital patients (from Methodist Hospital, the Rehabilitation Hospital of Indiana, 

Southern Indiana Rehabilitation, Parkview Hospital, Columbus Regional Hospital, and Memorial 

Outpatient Therapy Services), support group members, BIAI members, Vocational 

Rehabilitation clients, and Indiana Division of Aging clients.  To protect the privacy of clients, 

Luther Consulting provided the printed survey and cover letter to the facilities.  The facilities 

mailed the survey to clients. While every attempt was made to be as inclusive as possible, some 

institutional barriers made it difficult for some agencies to participate in the distribution of the 

surveys. As a result, there was limited direct participation from long term care facilities and the 

Indiana Department of Education. Additionally, while invited, the Veteranôs Administration did 

not participate in distributing surveys. The mail survey can be found in Appendix C.  Descriptive 

statistics for the mail survey can be found in Appendix D. 

 

Provider Survey 

The third source of information came from an online survey given to individuals providing 

services to individuals with a TBI in Indiana.  A total of 58 individuals completed this online 

survey.  An invitation to take the survey was mailed or emailed to over 1,000 case managers, 
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nurses, doctors, physical therapists, occupational therapists, employers, etc.  Follow-up emails 

and phone calls were sent as a reminder to take the survey.  In addition, a Luther Consulting staff 

member attended the BIAI Conference in November 2007 to distribute copies of the survey.  

Questions included in this survey were designed to gather information about available services, 

gaps in services, familiarity with TBI, and to inquire about being included in a Resource 

Directory provided by the Brain Injury Association of Indiana. The provider survey can be found 

in Appendix E.  Descriptive statistics for the provider survey can be found in Appendix F.   

 

 

Survivor/Caregiver Focus Groups 

The fourth source of information came from six focus groups.  These focus groups were held 

with existing support groups, special education teachers, caregivers of survivors in long-term 

care facilities, and caregivers of survivors under the age of eighteen.  These focus groups were 

conducted in Indianapolis, Kokomo, New Albany, South Bend, and Ft. Wayne.  These locations 

were chosen to reflect the opinions of those in both rural and urban environments.  Focus group 

questions were chosen to 1) fill in any gaps of information that may not have been received from 

the telephone survey, and 2) get opinions on topics that may have been difficult to explain or 

required some discussion not possible through the mail survey.  Focus group transcripts and 

scripts can be found in Appendices G, H, and I. 

 

State Agency Focus Groups 

The last source of information came from two focus groups held with individuals who work for 

state government and TBI survivors either directly or indirectly.  These individuals represented 

the following state agencies: Indiana Division of Aging, Indiana State Department of Health, 

Bureau of Developmental Disability Services, Office of Medicaid Policy and Planning, 

Department of Education, Indiana Protection and Advocacy Services, and Department of 

Veterans Affairs.  Focus group questions focused on available services and how those services 

could be improved, added upon, etc.  Focus group transcripts and scripts can be found in 

Appendices J and K.  
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Data Analysis  
 

The data analysis plan was conducted in two phases: (1) calculating descriptive statistics from 

the telephone surveys and provider surveys; and (2) comparing descriptive statistics to each other 

and to focus group results.  

 

1. Descriptive Statistics 

o Descriptive statistics (frequencies) were calculated for the mail survey, provider survey, 

and each survey question to characterize the responses.  

o Appendices for the descriptive statistics are as follows: 

1. Mail Survey ï Appendix D 

2. Provider Survey ï Appendix F 

 

2. Comparing Survey Descriptive Statistics to Focus Group Results 

o The primary goal in comparing the surveysô descriptive statistics to each other and to the 

focus group results was to identify themes of unmet needs seen in the different data 

sources.  The mail survey was used as the primary source of data, with all other data 

sources considered supplementary. An unmet need is defined as an instance in which a 

respondent indicates that he/she is not receiving help and indicates that help is necessary.  

o Results found from comparisons can be found in the Data Analyses Results section of 

this final report. 
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1. Survivors and Caregivers Survey 
1. Demographic Statistics ï Gender and Age 

 

To begin the Survivors and Caregivers Survey, the respondents were asked to provide their 

general demographic information.  If the respondent was a caregiver, he was asked to provide the 

information for the Survivor for this section of the survey.  According to this information from 

the survey, more than two-thirds of survivors are male (70.6%).  Figure 1.1 below displays this 

information regarding gender. 

 
Figure 1.1: Gender of Survivors 

 

Gender

70.60%

29.40%

0.00%

10.00%

20.00%

30.00%

40.00%

50.00%

60.00%

70.00%

80.00%

90.00%

100.00%

Male Female

 
The respondents were also asked to provide their age.  The majority of respondents fell in the 20-

29 age range.  69.3% of respondents fell into the ages of 20-49. The age of the respondents is 

broken down into ten-year age groups as shown in Figure 1.2. 
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Figure 1.2: Age of Survivors 
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Respondents were also asked to provide the race of the survivor.  The vast majority of survivors 

were white (92.1%) according to the survey.  The race of the TBI survivors is broken down by 

percentage in Figure 1.3.  The breakdown by Hispanic ethnicity is broken down in Figure 1.4 

because Hispanic is an ethnicity, not a race.  Only 1.6% responded that they were of Hispanic 

ethnicity. 
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Figure 1.3: Race of Survivors* 
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*Percentages add to over 100% because respondents were allowed to choose more than one applicable race. 
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Figure 1.4: Ethnicity of Survivors 
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Figure 1.5: Region of Respondents by Indiana VR Region * 
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*See appendix L for Indiana VR Regions and Areas 
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Figure 1.6: Area of Respondents by Indiana VR Area*  

 

AREA FREQUENCY PERCENTAGE 

1 and 2 15 4.0 

3 17 4.5 

4 18 4.8 

5 12 3.2 

6 22 5.8 

7 19 5.0 

8 20 5.3 

9 10 2.6 

10 15 4.0 

11 20 5.3 

12 22 5.8 

13-16 72 19.0 

17 16 4.2 

18 6 1.6 

19 14 3.7 

20 10 2.6 

21 12 3.2 

22 17 4.5 

23 7 1.9 

24 19 5.0 

25 12 3.2 

Neighboring State 3 0.8 

Total 378 100.0 

 

*See appendix L for Indiana VR Regions and Areas 
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Figure 1.7: Cause of Injury 
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The majority of respondents were injured in a motor vehicle accident (car or motorcycle). It is 

interesting to note that over 10% indicated their injury was due to assault or abuse.  

 
Figure 1.8: Cause by Gender 

CAUSE OF 
INJURY  

GENDER 

  Male Female 

Car Crash 111 (41.9%) 60 (54.1%) 

Motorcycle Crash 37 (13.9%) 3 (2.7%) 

Bicycle Accident 8 (3.1%) 3 (2.7%) 

Pedestrial Accident 13 (4.9%) 5 (4.5%) 

Near Drowning 3 (1.1%) 0 (0.0%) 

Fall 32 (12.1%) 12 (10.8%) 

Assault/Abuse 31 (11.7%) 10 (9.0%) 

Firearms 14 (5.3%) 1 (0.9%) 

Other 16 (6.0%) 17 (15.3%) 

Total 265 (100.0%) 111 (100.0%) 
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Figure 1.9: Current Residence 

RESPONSE FREQUENCY PERCENT 

Group Home 3 .8% 

Rehab Facility 4 1.1% 

Nursing Home 28 7.4% 

House/Apartment/Condo 335 88.6% 

Other 6 1.6% 

Total 378 100.0 

 

Most respondents reported that they currently reside in a house, apartment or condominium. The 

second highest frequency of responses came from individuals in nursing homes. 
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Highest Priorities 

 

Respondents were presented with a number of services and asked whether they needed the 

service, and whether they received the service. Figure 1.10 below lists the services that were 

indicated as needed, but not received. 

 
Figure 1.10: Services Needed 

Behavioral Supports 118 31.22% 

Support Groups 104 27.51% 

Assistive Technology 103 27.25% 

Cognitive Training 101 26.72% 

Recreational Opportunities 92 24.34% 

Family Counseling 92 24.34% 

Mental Health Counseling 90 23.81% 

Legal Services 90 23.81% 

Money Management/ Financial Counseling 88 23.28% 

Nutritional Guidance 86 22.75% 

Reintegration to Education 78 20.63% 

Assisted Employment 77 20.37% 

Transportation 73 19.31% 

Neuropsychological/ Psychological 
Assessment 

73 19.31% 

Community Skills Training 73 19.31% 

Respite Care 69 18.25% 

Dental 64 16.93% 

Case Management/ Service Coordination 64 16.93% 

Driving Evaluation and/or Retraining 63 16.67% 

Indiana 211 (I & R Services) 63 16.67% 

Supported Housing 56 14.81% 

Vision 55 14.55% 

Household Care 55 14.55% 

Parenting Skills Training 47 12.43% 

Personal Care 41 10.85% 

Nursing Services 36 9.52% 

Speech Therapy 33 8.73% 

Substance Abuse Counseling 33 8.73% 

Any Physician/ Medical Service 32 8.47% 

Occupational/ Physical Therapy 28 7.41% 

 

 

Respondents were asked to rate the priorities of issues related to traumatic brain injury on 

Question 25 of the survey. They were asked to rate each of these issues independently, due to the 

cognitive complexity involved in rank ordering long lists. Figure 1.11 below shows how often 

each issue was ranked as ñhighest priority.ò 
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Figure 1.11: ñHighest Priorityò Issues 

RESPONSE FREQUENCY PERCENT 

Any/All Medical Services 228 6.8% 

Cognitive Training 212 6.4% 

Occupational/Physical Therapy 207 6.2% 

Speech Therapy 154 4.6% 

Personal Care 146 4.4% 

Vision 145 4.3% 

Behavioral Support 144 4.3% 

Transportation 135 4.0% 

Assistance with Employment 130 3.9% 

Mental Health Counseling 126 3.8% 

Dental 123 3.7% 

Case Management 122 3.7% 

Community Skills Training 115 3.4% 

Supported Housing 111 3.3% 

Nursing Services 105 3.1% 

Household Care 100 3.0% 

Reintegration Education 100 3.0% 

Recreational Opportunities 99 3.0% 

Driving Evaluation 93 2.8% 

Family Counseling 93 2.8% 

Legal Services 93 2.8% 

Respite Care  88 2.6% 

Money Management/Financial Consulting 86 2.6% 

Support Groups 85 2.5% 

Assistive Technology 76 2.3% 

Nutritional Guidance 72 2.2% 

Indiana 2-1-1, Connect to Help, First Call for Help 59 1.8% 

Parenting Skills  50 1.5% 

Substance Abuse Counseling 39 1.2% 

Total 3336 100.0% 

 

 

 

2. Return-to-work 

 
One of the primary goals of services to individuals with TBI is to re-integrate them into the 

community, including helping them to return-to-work. Individuals with TBI may experience 

problems with memory, concentration and focus which impairs their ability to work. Depending 
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on the type and extent of injury, they may experience problems with vision and hearing and, as a 

consequence, have difficulties with transportation to and from work. 

 

Many are unable to work or unable to find suitable employment post-injury.  According to the 

mail survey, 31% of respondents indicated that they were employed.  The most frequently cited 

reasons for unemployment were: inability to perform any job (27%), inability to find work 

(21%), and inability to perform previous job (20%).  A breakdown of employment status and 

reasons for unemployment can be seen in Figures 2.1 and 2.2 below. 

 
Figure 2.1: Employment Status 
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Figure 2.2: Reasons for Unemployment 
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Reasons for Unemployment
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On the survey, approximately 47% of survivors indicated that fulfilling vocation or employment 

was one of the most important issues faced by TBI survivors, and 34% indicated that assistance 

with employment was one of the most important services relative to the recovery of survivors of 

TBI ï which was the 9
th
 most important service. Among caregivers, ñEmploymentò was ranked 

7
th
.  

 

Analysis of focus group data revealed several very positive comments about VR services. A 

couple of survivors did note that on initial contact (with an administrative assistant) they were 

told that ñnothing was availableò or were not given an application.  

 

In terms of areas of focus, several individuals noted that job coaching for TBI takes longer than 

job coaching for individuals with other disabilities. They noted that it requires more time and 

must take place over a longer period of time and said that at times employment services 

providers did not seem to understand this. They felt they were too easily ñchecked off the listò by 

providers not closely familiar with TBI. They also noted that some job coaches were unfamiliar 

with the lack of drive and ambition that accompanies TBI. Survivors felt that education of 

providers about TBI would be beneficial. 

 

In terms of services received, 20% of survivors who responded said that they needed assisted 

employment services but did not receive those services; 27% of survivors indicated they needed 

assistive technology, but did not receive it. 
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Figure 2.3 Employment Services Provided 

Offer Employment Services Number of Responses Percentage 

Yes 15 25.4% 

No 32 54.2% 

No Answer 12 20.3% 

Total 59 100% 

Type of Employment Services     

Advocacy 9 15.3% 

Assistive Technology 7 11.9% 

Career counseling/guidance 6 10.2% 

Job accommodations 10 16.9% 

Job coaching 12 20.3% 

Job development 11 18.6% 

Job placement 11 18.6% 

Special skills training 7 11.9% 

Supported employment 10 16.9% 

Vocational evaluation 10 16.9% 

Work adjustment 6 10.2% 

Work support 7 11.9% 

Referral to other companies 1 1.7% 

 

As shown in figure 2.3, among providers, 15 of 59 (approximately 25%) indicated that they 

offered employment services. Most provided job coaching, development, or placement. Among 

the providers that responded, 10 of the 15 that provide employment services indicated that they 

had staff trained specifically for TBI. 

 

 

Potential Recommendations 
 

Raising awareness of survivors of how employment contributes to overall health and recovery 

and to see employment goals as part of memory and cognitive processing goals may help 

survivors to view returning to work as a more important goal. Similarly, caregivers need to 

understand the importance of returning to work as an overall part of rehabilitation. 

 

As in other parts of this report, one of the fundamental issues that has surfaced is the importance 

of making survivors and caregivers aware of resources and services. In the context of returning 

to work, raising survivor awareness among these individuals of available VR services as well as 

assisted or customized employment services available through other programs would be 

beneficial. Providing education to administrative staff that may have initial contact with TBI 

survivors would also be helpful. 

 

In terms of providers, developing a core group of employment services providers with specific 

TBI training that are spread geographically throughout the state may be beneficial. Additionally, 
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increasing the number of providers who provide work adjustment and work support services may 

have a positive influence on the outcomes of return-to-work for TBI survivors.  

 

Finally, facilitating networking with other employment programs found at Goodwill and Easter 

Seals/ Crossroads may also reveal potential other sources of training and employment. These 

organizations sometimes obtain external funding for supported or customized employment 

programs for which some TBI survivors may qualify. For example, the Indianapolis Private 

Industry Council obtained a HUD/DOL grant to provide customized employment services for 

those with substance abuse or mental health disorders.  
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3. Case Management/ Single Point of Entry/ Resource Facilitation 

 

Another one of the top issues mentioned throughout the data sources in this study, was the need 

for Case Management and a Single Point of Entry to TBI services.  Many of the survivors and 

caregivers stated that they didnôt know what services they needed, what they qualified for, or 

how to navigate through the web of services available at the state level.  One focus group 

participant stated, ñI donôt even know what I really would need.  I mean I know I need 

somethingò.  Focus group participants expressed frustration in not knowing where to start 

accessing services from the state and also with needing someone to tell them what services were 

realistic to their recovery, what services would help them recover, etc.  In total, the need for Case 

Management was mentioned 12 times in focus groups, making it the 2
nd

 most frequently 

mentioned focus group need.  

 

The need for Case Management and Single Point of Entry was also made evident through mail 

survey responses.  Almost 50% of respondents rated Case Management/Service Coordination as 

a 4 or 5 (Most Important) when asked about the importance of services to the recovery of the 

TBI survivor.  In addition, 69% of individuals surveyed rated ñSingle point of entry to receive 

TBI related servicesò as a 4 or 5 (Most Important) when asked what the top priorities should be 

of Indiana government agencies and/or insurance companies.  Figures 3.1 and 3.2 provide more 

information about statistics related to Case Management and Single Point of Entry.  

 
Figure 3.1: Case Management/Service Coordination 

 

What do you believe should be the top priorities of Indiana government 

agencies and/or insurance companies? 

Case Management/Service Coordination Frequency Percent 

1 Least Important 69 18.30% 

2 23 6.10% 

3 Somewhat Important 70 18.50% 

4 62 16.40% 

5 Most Important 122 32.30% 

Total 347 91.80%* 

*31 people, making up the remaining 8.2%, did not respond to this question. 
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Figure 3.2: Single Point of Entry 

 

What do you believe should be the top priorities of Indiana government 

agencies and/or insurance companies? 

Single point of entry to receive TBI 

related services 

Frequency Percent 

1 Lowest Priority 16 4.20% 

2 13 3.40% 

3 Medium Priority 54 14.30% 

4 49 13% 

5 Highest Priority 213 56.30% 

Total 345 91.30%* 

*33 people, making up the remaining 8.7%, did not respond to this question. 
 

It became evident in focus groups that some caregivers and survivors were unaware of what case 

management is, or it hadnôt occurred to them that case management could be useful.  Once it was 

explained to them, there was an immediate positive response to the idea.  Additional indicators 

for the need for case management services and single point of entry, would be the survey 

responses to questions like, ñWas difficulty understanding process or paperwork a barrier 

experienced in receiving essential services?ò and ñWas being unaware of services and resources 

a barrier experienced in receiving essential services?ò  Fifty-four percent of mail survey 

respondents indicated that being ñUnaware of services and resourcesò was a barrier experienced 

in receiving essential services.  Thirty-six percent of mail survey respondents indicated that 

ñDifficulty understanding process or paperworkò was a barrier to receiving essential services.  

Both case manager and single point of entry system could help to reduce these barriers. 

 

A more recent concept, Resource Facilitation, is also applicable. While the survey did not ask for 

opinions about Resource Facilitation, it is worth noting this as an option. Resource Facilitation 

focuses on a seamless transition through community based care. It targets survivors and their 

family/ support system, and is a consultant role helping to educate the survivors and family about 

TBI and the resources that are available. By contrast, case management is a direct service co-

ordination role, with a focus primarily on the individual. Additionally, case management services 

are most often indicated for individuals with moderate to severe injuries as part of medical 

services, whereas resource facilitation targets a wider range of individuals with various degrees 

of injury. While less intensive than traditional case management, it may meet the needs 

expressed by many individuals in this survey. 

 

Potential Recommendations 

 

Results indicate that case management services and a single point of entry would solve many 

problems that TBI survivors and caregivers face, including: confusion around paperwork 

associated with receiving services from the state, unfamiliarity of services available, 

unfamiliarity of services needed, and in general slipping through the cracks.  As indicated above, 
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Resource Facilitation would also meet many of these needs. Given the resources, several state 

agency focus group participants suggested that the Brain Injury Association of Indiana be the 

single point of entry for TBI and that they consider providing Resource Facilitation services to 

individuals not receiving such services through other sources.
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4. Resources for Traumatic Brain Injury Services 

 

Another issue that was most often mentioned as a need was for more resources ï whether 

monetary or staffing - survivors, caregivers, and providers alike agreed on the need for more 

resources.  One participant of the state agency focus groups described traumatic brain injury 

survivors as, ña very much underserved group, maybe worse than any other disability group I 

know of.ò  Another focus group participant stated that her financial situation was so desperate, 

that she could not afford to join the Brain Injury Association of Indiana because of the $25 

annual fee.   In total, the need for money related to TBI was mentioned in focus groups eighteen 

times, making it the most frequently mentioned issue. 

 
 

Money also plays a role in a survivorôs ability to recover as fully as possible.  If a person cannot 

access essential services due to financial restraints, they will be less likely to reach their recovery 

potential.  When mail survey participants were asked about the barriers they experienced in 

receiving essential services, 36% cited ñInability to Payò as a barrier and 27.5% cited ñLack of 

Insuranceò as a barrier.  Over one-third of survivors are unable to access essential services 

because they have insufficient funds.  Further, when mail survey participants were asked, ñWhat 

do you believe are the most important issues faced by individuals after a brain injuryò, 62% rated 

Financial Issues as a 4 or 5 on a scale of 1 (Least Important) to 5 (Most Important).  Figure 4.1 

below illustrates the responses of mail survey participants when asked about the importance of 

financial issues after a TBI. 

 
Figure 4.1: Importance of Financial Issues after a TBI 

 

Importance of Financial Issues after TBI

15.3%

15.9%

4%

10.1%

46.3%

1 Least Important

2

3 Somewhat Important

4

5 Most Important

 
 

Caregiversô financial lives are also greatly impacted by TBIs.  Not only are the medical bills 

associated with a TBI very high, but the inability of the survivor to work places a long-term 

burden on families and caregivers.  When caregivers were specifically asked in the mail survey 
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about the areas of their lives that were most impacted by the TBI, 43% rated Financial Issues as a 

4 or 5 on a scale of 1 (Least Important) to 5 (Most Important). 
 

 

Potential Recommendations 

 

Some ways to address some of the financial problems that TBI survivors have, as well as 

potentially increasing employment for both caregivers and survivors would be to increase 

awareness among businesses as well as the general public. Key to this would be to identify an 

individual who is locally or regionally well-known, who could serve as the spokesperson and 

become the public face of BIAI.  

 

If BIAI obtained access to grant writer or professional fund development services, these services 

could be used to increase available funds, resources and partnerships. Consideration might be 

given to approaching local philanthropic organizations to provide seed money to support these 

services. 

 

Enhancement of Indiana Vocational Rehabilitation Services through enhanced case management 

or resource facilitation services would also increase return-to-work of TBI survivors.
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5. Awareness of Traumatic Brain Injury Resources and Services 

 

Traumatic brain injury survivors are often described as ñthe walking woundedò.  Thereôs no 

tangible injury where others can see the cause of that personôs limitations.  Many survivors 

appear to be totally normal, but the injury restricts their problem solving abilities, memory, and 

impulse control, just to name a few limitations.  Because the general public knows little to 

nothing about TBI, the survivor, who doesnôt appear to be injured, has to educate others about 

his or her limitations, all while dealing with his or her own cognitive deficiencies.  Seven focus 

group participants expressed a desire for TBI education for the general public.   

 

Mail survey participants also expressed a need to educate the public about TBI.  When asked, 

ñWhat do you believe are the most important issues faced by individuals after a brain injury?ò, 

almost 52% rated Public Awareness of TBI a 5 on a scale of 1 (Least Important) to 5 (Most 

Important).  Figure 5.1 below shows ratings that Public Awareness of TBI received when asked 

this question.  

 
Figure 5.1: Public Awareness of TBI 

 

Public Awareness of TBI
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The general public can be educated about TBI through marketing and outreach efforts.  It was 

also suggested by focus group participants that TBI needs a champion, or a famous face with a 

TBI to bring more attention to the injury. 

 

Awareness of Traumatic Brain Injury Resources and Services 

 

While Indiana may have limited resources compared to other states when it comes to traumatic 

brain injuries, resources do exist.  Yet, from the data received in the mail survey and from talking 

with individuals in focus groups, it is apparent that very few individuals are aware of these 

resources.  For example, when mail survey respondents were asked about barriers experienced in 
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receiving essential services, 54% replied that being ñunaware of services and resourcesò was a 

barrier.  Being unaware of services and resources was the most frequently mentioned barrier to 

receiving services.  It is obvious from this statistic that people are unaware of the services they 

need and where to get them.   

 

When mail survey respondents were asked about their awareness of specific resources and 

services, in every instance except one, more than half indicated they were not aware of the 

resource.  Figure 5.2 below lists the resources asked about and subsequent responses by 

percentage. 

 
Figure 5.2: Awareness of Resources 

 

RESOURCE AWARE OF 

RESOURCE 

NOT AWARE OF 

RESOURCE 

Brain Injury Association of Indiana (BIAI) web site 26.7% 69.3% 

BIAI support groups 28.8% 67.2% 

BIAI annual educational conference 15.3% 79.9% 

BIAI quarterly newsletter (hard copy) 13.0% 82.8% 

BIAI monthly email newsletter 11.9% 83.3% 

BIAI video library 9.8% 85.7% 

BIAI book library 11.9% 83.9% 

BIAI resource directory 11.1% 83.6% 

BIAI toll -free helpline 13.8% 81.5% 

Brain Injury Association of America web site 21.7% 73.3% 

Brain Injury Association of America annual conference 11.6% 83.9% 

National Directory of Brain Injury Rehabilitation Services 12.7% 82.3% 

Indiana 2-1-1, Connect 2 Help, First Call for Help 13.2% 81.2% 

Directories of Social Services (e.g. Rainbow Directory, Community 

Resource Guide) 

11.4% 84.4% 

Vocational Rehabilitation 65.9% 29.1% 

Hospital staff with TBI knowledge 43.1% 52.1% 

Rehabilitation facility staff with TBI knowledge 46.0% 49.5% 

 

Mail survey respondents again expressed a need for information about TBI services and 

resources when they were asked about what they thought should be the top priorities of Indiana 

government agencies and/or insurance companies.  Over 72% rated ñTBI Education for TBI 

Individuals and Family Membersò a 4 or 5 on a scale of 1 (Lowest Priority) to 5 (Highest 

Priority).  Figure 5.3 below provides more information on response ratings to this question. 

 



Indiana State-Wide Traumatic Brain Injury Needs and Resources Assessment  

Final Report  

Page 27 

 

Figure 5.3: TBI Education for TBI Individuals  and Family Members 

 

TBI Education for TBI Individuals and Family Members
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Potential Recommendations 

 

Given the funding, partnerships and resources, the Brain Injury Association of Indiana can 

increase awareness about resources and services available to TBI survivors and caregivers 

through various means.  Options include conducting more outreach and marketing efforts about 

their association. For example, consideration might be given to working with other organizations 

such as the Emergency Nursesô Association, Indiana Psychological Association, Indiana 

Association of Social Workers, the Indiana State Medical Association, and the Indiana High 

School Athletic Association through brief articles in newsletters or other communication media, 

or through state conference presentations or booths. The purpose of such efforts would be 

twofold ï to raise awareness of TBI (and especially undiagnosed mild TBI) among professionals 

who might encounter survivors in medical and non-medical contexts, and to raise the profile of 

the BIAI. 

 

Another way to increase awareness is to follow the lead of Florida, and use the data in the 

surveillance system to contact potential survivors to make them aware of BIAI and other services 

available in the state. Based on the literature review, it will be important to contact these 

individuals more than once, since they may not immediately recognize the need for the services 

BIAI has to offer. 

 

The BIAI can take the lead in educating Information and Referral services, such as Indiana 2-1-

1, about TBI services and resources including  BIAI.   

 

If  funding is available, providing resource facilitation services staff would both provide a sorely 

needed service to survivors, as well as provide a means to increase awareness of BIAI and their 

role in the state TBI program.  
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As indicated earlier, focus group participants also suggested that TBI needs a champion, or a 

famous face with a TBI to bring more attention to the injury. 
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6. Educating Medical Staff 

 

One issue that came out mostly through focus groups, was the need to educate medical staff 

about TBI.  Especially in rural areas and nursing homes, many stories were told about 

misdiagnoses or a concern about the level of care related to traumatic brain injuries.  In total, the 

need to educate medical staff about TBI was mentioned fifteen times, one of the most mentioned 

topics in the focus groups.  Below are quotes from focus group participants about medical staff 

not educated or poorly educated in the basics of TBI: 

 

ñWe would have taken the word of the first eye doctor who said, óYouôre always going to 

have double vision, youôre not going to be able to read again.ôò  

-Ft. Wayne focus group participant speaking of a TBI survivor who no longer has 

double vision 

 

ñThe nursing homes have absolutely no experience at any level, none.  They just are very 

ignorant in the whole situation.ò 

-Indianapolis focus group participant speaking about nursing home staff and their 

experience with TBI 

 

ñThey (Indianapolis hospital staff) are so eager to put people in jail over drug problems 

and the symptoms for people who are drunk and people who have had a brain injury 

pretty much overlapéBasically they put me in jail instead of putting me in a hospital.ò 

 -New Albany focus group participant 

 

ñIt seems as though some emergency roomséhavenôt improved their quality of care for a 

patient with a head injury.  Itôs just kind of sloughed off.  They gave her a prescription for 

medication, did not suggest she see a neurologist.ò 

 -South Bend focus group participant 

 

The need to educate medical staff about traumatic brain injuries is also evident through the 

results of the provider survey.  Almost 29% of providers surveyed said they did not have staff 

trained to work with TBI survivors.  Twenty-nine percent of providers also said they did not 

provide or fund educational/training programs on traumatic brain injury. 

 

When mail survey respondents were asked, ñWhat do you believe should be the top priorities of 

Indiana government agencies and/or insurance companies?ò, almost 52% rated ñTBI Education 

for Health Providersò as a 5 on a scale of 1 (Lowest Priority) to 5 (Highest Priority).  Figure 6.1 

below provides more details about how respondents rated TBI Education for Health Providers 

with this question. 
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Figure 6.1: TBI Education for Health Provid ers 
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The mail survey also demonstrated a frustration with a lack of adequately trained service 

providers, through their responses to the question, ñWhat barriers were experienced in receiving 

essential services?ò  Over 60% of respondents indicated that services not being located locally 

was a barrier to receiving services.  These people do not have access to services provided by staff 

trained in TBI diagnosis or treatment.     

 

Potential Recommendations 

 

Facilitating the education of medical staff is a role the Brain Injury Association of Indiana could 

take on, given the adequate resources, funding, and partnerships.  An alternate way of educating 

medical staff would be through the Indiana State Medical association, and other associations 

such as the Emergency Nurses Association, which works to provide education to ER nurses with 

an emphasis on rural hospitals.
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7. Transitional/Post Acute Services 

 

While Indiana does have some acute TBI rehabilitation facilities, there are limited post-acute 

facilities specifically for TBI survivors.  In fact, many survivors report leaving their acute 

treatment with little to no follow-up or transitional services.  Many focus group participants 

(both survivors and caregivers), expressed a feeling of bewilderment and were overwhelmed 

with how to deal with the long-term effects of the TBI.  The need for transitional or post acute 

services was mentioned seven times in the focus groups conducted with survivors and caregivers.  

One participant in Ft. Wayne expressed her frustration as a caregiver with not receiving post 

acute services: 

 

ñAnd then, we actually é we were actually asked to leave (rehabilitation facility).  

And so, they sent him home with me.  And, I said, ñIôve never even transferred 

him,ò and so they did show me [how] to transfer him.  But, I brought him home 

and he was completely in a wheelchair.  And, for me, I had to be doing all this 

physical work and I felt really alone.  I didnôt have anybody to look é I mean, 

everybody just dropped me. 

We had outpatient for a short time, and then they said, ñWell, heôs not 

improving,ò so they cut us é But, technically, his mom and I are the ones, even 

though they showed us how to try to get him to walk, we literally took him to the 

church gym and literally did it ourselves.  And, I just think thatôs pretty sad.  

Because, I already had the stress of running the house and taking care of a child 

and taking care of everything else.ò 

According to the mail survey data, over 82% of respondents received Intensive Care Unit 

services, yet only 69% received Outpatient Rehabilitation services.  Mail survey 

respondents also expressed their need for follow-up services through their responses to 

the survey question, ñPlace a checkmark by the services below which were needed and 

received, needed and not received, not needed and not received or not needed but 

received by the person with TBI.ò  The following chart lists follow-up services with their 

corresponding percentages for service needed but not received. 
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Figure 7.1: Services Needed but Not Received 

SERVICE SERVICE NEEDED BUT NOT 

RECEIVED BY PERSON WITH 

TBI  

Speech Therapy 8.7% 

Occupational/Physical Therapy 7.4% 

Neuropsychological/Psychological 

Assessment and Support 

19.3% 

Any Physician/Medical Services 8.5% 

Behavioral Supports 31.2% 

Cognitive Training 26.7% 

Support Groups 27.5% 

Case Management/Service Coordination 16.9% 

 

Potential Recommendations 

Caregivers and survivors need to be educated about post-acute services available for TBI.  

Enhanced case management or Resource Facilitation services would help to solve this 

problem.  Educating medical staff about transitional and post-acute services would also 

help to ease the transition out of acute facilities.  Given the resources, Indiana is also in 

need of a post-acute facility option that is equipped to work with TBI survivors. Also, 

TBI patients and/or caregiver could sign a release to have their names and contact 

information sent to BIAI, so that at least follow-up such as enhanced case management 

and/or resource facilitation could occur once available these options become. 

Finally, BIAI could work closely with the surveillance system staff to take full advantage of that 

data to predict the needs of Indianaôs TBI survivors. 
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8. Housing and Care Options 

 

Throughout the surveys and focus groups, the theme of access, availability, appropriateness, 

acceptability and affordability was found. According to Corrigan (2001), this is a common theme 

found in needs assessments for traumatic brain injured survivors. The Traumatic Brain Injury 

survivors and caregivers contacted during this study indicated that housing and care options are 

top priorities. Whether in-home services or a group facility, individuals affected by TBI are in 

great need of appropriate long-term housing and in-home and community support options in 

Indiana.  Of the individuals who responded to the mail survey, 45% rated ñQuality of Living 

Situationò as the most important issue faced by individuals after a TBI.  Another 33% of mail 

survey respondents said that ñFinding Appropriate Housingò was the most important issue faced 

by individuals after a TBI.  Figures 8.1 and 8.2 below provide more details about the most 

important issues faced by individuals after a TBI. 

 
Figure 8.1: Quality of Living Situation  

 

What do you believe are the most important issues faced by individuals after 

a TBI? 

Quality of Living 

Situation 

Frequency Percent 

1 Least Important 44 11.6% 

2 20 5.3% 

3 Somewhat Important 57 15.1% 

4 57 15.1% 

5 Most Important 169 44.7% 

Total 347 91.8%* 

*31 people, making up the remaining 8.2%, did not respond to this question. 

 

Figure 8.2: Finding Appropriate Housing 

 

What do you believe are the most important issues faced by individuals after 

a TBI? 

Housing Issues (finding 

appropriate housing) 

Frequency Percent 

1 Least Important 84 22.2% 

2 28 7.4% 

3 Somewhat Important 60 15.9% 

4 49 13.0% 

5  Most Important 126 33.3% 

Total 347 91.8%* 
*31 people, making up the remaining 8.2%, did not respond to this question. 
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The need for long-term housing, in-home and community based support was mentioned in every 

focus group.  It was also mentioned frequently in the mail survey, with 61% of respondents 

rating long-term housing at a 4 or 5 (Highest Priority) on a scale of 1 to 5, when asked what the 

top priorities should be of Indiana government agencies and/or insurance companies.  Figure 8.3 

below gives further details about mail survey respondentsô ratings with prioritizing long-term 

housing. 

 
Figure 8.3: Long-term Housing 
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In cases where the survivor does not need 24-hour care, the family, if available, is left with the 

responsibility of caring for the individual with a TBI.  This situation is often a burden on the 

caregivers.  In one focus group, a mother in her 90s was caring for her survivor son, who was in 

his 60s, and neither was receiving outside help.  

 

o Caregivers of survivors that were their children represented 33% of respondents who live 

in a house, apartment or condominium. They expressed a need for a group home facility, 

where their children could be with other survivors, would receive services that address 

their individual needs, and where they could work toward becoming productive members 

of society.   

 

o Caregivers of survivors that were their spouses represented 25% of respondents who live 

in a house, apartment or condominium. They expressed a need for in-home services, 

where a professional could ease the burden of caretaking and provide appropriate 
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therapies.  This fact is made evident from the mail survey where 36% of respondents 

rated respite care as a 4 or 5 (Most Important) on a scale from 1 to 5.   

 

o Caregivers of survivors in extended care facilities expressed a need for an adequate 

facility with staff trained to work with TBI survivors.  Currently, the only options a 

person has who needs 24-hour care in Indiana, are extended care facilities which do not 

specialize in the issues common to traumatic brain injury survivor issues.  After speaking 

with both caregivers of survivors in extended care facilities, and individuals who work 

for the state, it became apparent that those involved expressed the strong belief that most 

TBI survivors do not belong in extended care facilities.  One caregiver described her 

sonôs experience in an Indiana nursing home, ñHe was put into a dark room, real dingy 

and ugly and nobody knew how to deal with traumatic brain injury at allò.   

 

Potential Recommendations 

 

Survey and focus group data strongly indicate that Indiana is in need of options, such as group 

home or other supervised living facilities, that can provide housing and assistance specifically 

oriented to TBI survivors.  Currently, survivors have the option of going into a local extended 

care facility, or leaving the state if they need housing with some supervision on a long-term 

basis.  Neither of these is an ideal option for residents of Indiana who have experienced a TBI. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



Indiana State-Wide Traumatic Brain Injury Needs and Resources Assessment  

Final Report  

Page 36 

 

9. Special Populations ï Children, Older Adults, and Veterans 

 

Children  
 

Thirty-three individuals, age 19 or less responded to the survivor survey.  Of those 33 

individuals, 22 report that they are living with their parents, with the remaining indicating that 

they are living alone, or with other individuals. Eighteen of the individuals were male (55%), 

fifteen were female (45%). The most common injury which caused the TBI among this 

subpopulation was car accident (42%) followed by Assault/Abuse (30%). 

 

When asked if they had had a change in educational goals post-injury, 50% indicated that they 

did. For those that did, they reported changes such as ñeverything had to be modified,ò 

ñprogressing well, but having to relearn,ò and ñoriginally wanted to be in pre-med, now in 

special education.ò Not surprisingly, 57% of respondents in this group indicated that school/ 

education is one of the highest priority issues this group of survivors faces. The most significant 

barrier to receiving services reported by this group was that the services were not available 

locally. 

 

Themes that emerged from the special education teacher focus group include 1) the need for 

identification of TBI; special educators remarked on several occasions that students were 

referred for other reasons, such as vision impairment or behavioral difficulties, and the TBI was 

not on the records, or not included in the referral request; 2) the need for training on behavioral 

supports ï special education teachers remarked that it is difficult for them to provide training to 

classroom teachers especially when, in some cases, the teachers may not understand TBI or the 

consequences; 3) assistive technology ï there were several comments relating to how assistive 

technology has been helpful with these students in various ways. 

 

Potential Recommendations: 
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Veterans 
 

Unfortunately, veteran status was not included as a demographic question on the survivor survey. 

While there is no way to determine for certain how many veterans responded, there are 

indications that this population was not a significant part of the respondent population. 

Individuals injured in recent US military operations would primarily receive medical services 

through the Veteranôs Administration. The local VA medical facilities were asked to distribute 

surveys, however for various reasons they did not participate. Respondents were asked to specify 

how they received their TBI if they responded ñother.ò None reported military service, ñroadside 

blast,ò ñIEDò or other similar response. 

 

The media has suggested that the number of military personnel returning from Iraq and 

Afghanistan with TBI is increasing and that personnel may not realize they have had a mild TBI 

until they return from service and are back in their regular employment setting. Recently some 

non-VA rehabilitation hospitals have started offering screening for mild TBI, with the objective 

of referring these individuals for services as needed. (Chedekel, 2008) 

 

Older Adults  

 
Thirty-two individuals who were age 60 or older responded to the survivor survey. The majority 

sustained their injury between 2004 and 2007. Most notable about this group is that 18 of those 

(approximately 56%) indicated that they sustained their injury as a result of a fall, while only 9 

(28%) indicated that their injury was a result of a car crash. This is very different than the overall 

group where car crash was by far the most common cause of injury. 

 

Among this group, only 3 reported that they were employed. The primary reason for 

unemployment was the inability to perform any job, and only 3 of the individuals indicated that 

the reason for unemployment was that they were retired. The majority - 25 individuals or 

approximately 78% - reside in a house/ apartment or condominium while 7 (22%) report living 

in a nursing home. Sixteen (50%) report living with a spouse or significant other, 8 report living 

alone, 2 report living with children and 1 reported having other unspecified living arrangements. 

 

There were very few comments directly relating to older adults in the focus group discussions. 

Two topics that were mentioned were the length of time for wait list for the Medicaid Waiver, 

and the need for adult day care services. 

 

Potential Recommendations  

 

¶ BIAI may consider adding a screening question to their helpline to determine if callers 

are veterans. They may also consider working with Indiana 2-1-1 Partnership to 
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determine if adding a screening question to specific types of calls to 2-1-1 would warrant 

obtaining veteran status to facilitate referrals. 

¶ BIAI may consider establishing a liaison with regional VA facilities to facilitate referrals 

for services which come in through the helpline or 2-1-1, and to find ways for BIAI and 

VA to partner to support veterans who are TBI survivors. 

¶ As indicated above, BIAI may want to include a focus on working with other 

professional organizations, including teacher associations, associations of school 

psychologists and school counselors, to increase awareness of TBI among these 

professionals. Partnering with professional organizations may result in the ability to 

provide in-service programs which may be of benefit to individuals in need of continuing 

education to maintain licensure or certification. 

 

¶ The need for adult day care services in Indiana has been well documented (Luther, et. al., 

2005). BIAI may want to develop partnership opportunities with FSSA Division of Aging 

and Disability as well as Area Agencies on Aging to look for ways to support the 

development of adult day care services. 
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10. Providers Survey Data Analysis 
 

Traumatic Brain Injury service providers were also asked to fill out a survey about what kinds of 

services they provide.  The purpose of the survey was to learn more about what services are 

available and which areas need to be further developed.  A total of 59 agencies responded to this 

survey, 48 of which indicated they provided services to TBI survivors or families.  According to 

the survey, these agencies helped a total of 47,094 people in 2006.  The mean number that each 

organization helped was 798 individuals with a standard deviation of 1,721.  Of these 47,094 

people, the agencies reported that 1,266 had experienced a TBI.  These agencies helped a mean 

of 23 TBI survivors, with a standard deviation of 40.8.   

 

Most of the agencies surveyed receive their clients based on referrals from other programs and 

organizations.  Figure 10.1 displays how referrals are received in each of the agencies. 
 

Figure 10.1: Referrals from Other Programs and Organizations 

 

REFERRAL  NUMBER 

OF 

GROUPS 

PERCENTAGE 

Resource Line 3 5.1% 

Voluntary Registry 2 3.4% 

From Acute Care Hospital 18 30.5% 

From Rehab Facility 20 33.9% 

From Judicial System 4 6.8% 

From Indiana Office of Vocational Rehab 25 42.4% 

From Other State Agencies 9 15.3% 

From IPAS 4 6.8% 

From BIAI 9 15.3% 

Non-profit Organization 13 22.0% 

Professional Practitioners 26 44.1% 

Self Referral 18 30.5% 

No System Identified 1 1.7% 

Bureau of Developmental Disabilities Services 1 1.7% 

Case Managers 1 1.7% 

Attorney 1 1.7% 

Employer 1 1.7% 

Insurance Company 4 6.8% 

VA 2 3.4% 

WC provider 1 1.7% 

Web Referral 1 1.7% 
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The breakdown by types of organizations participating is in Figure 10.2.  

 
Figure 10.2: Type of Agency 
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Employee Training 

 

By looking at the data from the Providersô Survey, itôs possible to gain some perspective into the 

responses from the Survivors and Caregivers Survey.  One question asked on the provider survey 

inquired about having employees specifically trained to work with TBI survivors.  Of the 48 

responses, 31 responded that they had employees who had training to serve TBI survivors.  Less 

than two-thirds of the organizations had employees trained to work specifically with TBI 

patients.  Figure 10.3 below displays this data.  

 
 

Figure 10.3: Employees Trained to Serve TBI Survivors 

 

 Frequency of Response Percentage of Responses 

Yes 31 64.6% 

No 17 35.4% 

Total 48* 100% 

*59 providers completed surveys, however 11 did not respond to this question. 
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While only about two-thirds of the organizations had trained employees to help TBI survivors, 

even fewer provided education and training services to health professionals.  Only 10 of 59 

respondents from the provider survey said that they offered training to health professionals. 

Interestingly, 52% of the survivor survey respondents said that the education of health 

professionals should be a top priority.   

 

Along with the education of health professionals, the survivors also said that education for those 

individuals with a TBI and family members was a high priority.  Only 9 providers said they offer 

education to TBI survivors.  Another 9 providers said they offer education to family members.  

Figure 10.4 below displays the groups that the providers said they offer education and training 

to.  
 

Figure 10.4: Groups for which Education/Training is Provided 

  

Type of Education Frequency of 

Response 

Percentage 

Individuals with TBI 9 15.3% 

Families/Significant Others of TBI Survivors 9 15.3% 

Company/Agency Staff  14 23.7% 

Advisory Council/Work Group 3 5.1% 

BIAI Board of Directors 3 5.1% 

Health Professionals/Rehabilitation Providers 10 16.9% 

Law Enforcement 2 3.4% 

Criminal Justice 3 5.1% 

Educators/Teachers 7 11.9% 
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Employment and Financial Services 

 

As shown in the survivor survey data analysis, a major concern for TBI survivors was lack of 

funds and a lack of employment in order to try to compensate for the lack of funds.  When asked 

if they provide employment services, 15 providers responded that they did provide services.  

This is 25.4% of those that completed surveys.  The types of employment services offered are 

broken down in Figure 10.5. 
 

Figure 10.5: Employment Services Provided 

 

Employment Services Provided Frequency of 

Response 

Percentage 

Assistive Technology 7 11.9% 

Career Counseling/Guidance 6 10.2% 

Job Accommodations 10 16.9% 

Job Coaching 12 20.3% 

Job Development 11 18.6% 

Job Placement 11 18.6% 

Special Skills Training (Computer, Technical, etc.) 7 11.9% 

Supported Employment 10 16.9% 

Vocational Evaluation 10 16.9% 

Work Adjustment 6 10.2% 

Work Support 7 11.9% 

 

Another issue that the survivors listed as a concern was a lack of funds to pay for such things as 

medical services, housing, and transportation.  Providers were asked if they provide financial 

resources to individuals who have experienced a TBI.  Only 5 (8.5%) said that they provide 

financial assistance.  The areas they provide resources for are listed in Figure 10.6. 

 
Figure 10.6: Area of Financial Resources  

 

Area of Financial Resources Frequency of 

Response 

Percentage 

Shelter Costs 1 1.7% 

Home Care/Home Support 1 1.7% 

Personal Attendant Services 1 1.7% 

Medical Equipment/Supplies 3 5.1% 

Respite Care 1 1.7% 

Job Placement 2 3.4% 

Other 2 3.4% 

 

Services Provided 

 

On the survey completed by the TBI survivors, nearly half responded by saying that case 

management/service coordination should be a high priority of the Indiana government and 

insurance agencies.  When asked about providing this service, 13 organizations said that they 

provide case management/service coordination.  Five of these organizations said their staff had 
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been trained in this area specifically for TBI patients.  Providing services is not the only valuable 

action of these organizations, however.  Referring individuals to other sources for the resources 

they need can also be beneficial.  Figure 10.7 lists how many services that the participants either 

provide or refer clients to/at other organizations. 

 
Figure 10.7: Number and Percentages of Services Provided  

 

 Provider Response 

Services Provide Refer 

Self Advocacy Training 12 (20.3%) 9 (15.3%) 

Assistive Technology 10 (16.9%) 21 (35.6%) 

Case Management 13 (22.0%) 12 (20.3%) 

Certified Rehabilitation Nursing 5 (8.5%) 12 (20.3%) 

Cognitive Rehabilitation Training 12 (20.3%) 14 (23.7%) 

Community Agency/Referral 9 (15.3%) 17 (28.8%) 

Driver Evaluation 9 (15.3%) 15 (25.4%) 

Education/Special Education 6 (10.2%) 15 (25.4%) 

Physical Therapy 12 (20.3%) 18 (30.5%) 

Physiatry/Physical Medicine 7 (11.9%) 19 (32.3%) 

Psychiatry 4 (6.7%) 25 (42.2%) 

Psychology 12 (20.3%) 19 (32.2%) 

Speech/Language Therapy 13 (22.0%) 16 (27.1%) 

Substance Abuse Evaluation & Treatment 3 (5.1%) 18 (30.5%) 

Support Groups for Caregivers/ Family 

Members of TBI Survivors  

5 (8.5%) 18 (30.5%) 

Support Groups for TBI Survivors 5 (8.5%) 17 (28.8%) 

Therapeutic Recreation 7 (11.9%) 7 (11.9%) 

Vocational Rehabilitation Services 11 (18.6%) 24 (40.7%) 
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Figure 10.8: Services Survivors Indicated that they Needed by Need. 

 

 Needed, 
Not 
Received 

% Needed 
AND 
Received 

% Total 
Needed 

% 

Any Physician/ Medical Service 32 8.47% 265 70.11% 297 78.57% 

Assisted Employment 77 20.37% 103 27.25% 180 47.62% 

Assistive Technology 103 27.25% 47 12.43% 150 39.68% 

Behavioral Supports 118 31.22% 112 29.63% 230 60.85% 

Case Management/ Service Coordination 64 16.93% 181 47.88% 245 64.81% 

Cognitive Training 101 26.72% 198 52.38% 299 79.10% 

Community Skills Training 73 19.31% 117 30.95% 190 50.26% 

Dental 64 16.93% 167 44.18% 231 61.11% 

Driving Evaluation and/or Retraining 63 16.67% 94 24.87% 157 41.53% 

Family Counseling 92 24.34% 65 17.20% 157 41.53% 

Household Care 55 14.55% 136 35.98% 191 50.53% 

Indiana 211 (I & R Services) 63 16.67% 30 7.94% 93 24.60% 

Legal Services 90 23.81% 74 19.58% 164 43.39% 

Mental Health Counseling 90 23.81% 133 35.19% 223 58.99% 

Money Management/ Financial Counseling 88 23.28% 73 19.31% 161 42.59% 

Neuropsychological/ Psychological 
Assessment 

73 19.31% 201 53.17% 274 72.49% 

Nursing Services 36 9.52% 148 39.15% 184 48.68% 

Nutritional Guidance 86 22.75% 85 22.49% 171 45.24% 

Occupational/ Physical Therapy 28 7.41% 272 71.96% 300 79.37% 

Parenting Skills Training 47 12.43% 15 3.97% 62 16.40% 

Personal Care 41 10.85% 185 48.94% 226 59.79% 

Recreational Opportunities 92 24.34% 123 32.54% 215 56.88% 

Reintegration to Education 78 20.63% 87 23.02% 165 43.65% 

Respite Care 69 18.25% 77 20.37% 146 38.62% 

Speech Therapy 33 8.73% 233 61.64% 266 70.37% 

Substance Abuse Counseling 33 8.73% 32 8.47% 65 17.20% 

Support Groups 104 27.51% 86 22.75% 190 50.26% 

Supported Housing 56 14.81% 96 25.40% 152 40.21% 

Transportation 73 19.31% 146 38.62% 219 57.94% 

Vision 55 14.55% 184 48.68% 239 63.23% 
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Figure 10.9: Services Survivors Indicated They Needed, by Highest Overall Need 

 

 Needed, 
Not 
Received 

% Needed 
AND 
Received 

% Total 
Needed 

% 

Occupational/ Physical Therapy 28 7.41% 272 71.96% 300 79.37% 

Cognitive Training 101 26.72% 198 52.38% 299 79.10% 

Any Physician/ Medical Service 32 8.47% 265 70.11% 297 78.57% 

Neuropsychological/ Psychological 
Assessment 

73 19.31% 201 53.17% 274 72.49% 

Speech Therapy 33 8.73% 233 61.64% 266 70.37% 

Case Management/ Service Coordination 64 16.93% 181 47.88% 245 64.81% 

Vision 55 14.55% 184 48.68% 239 63.23% 

Dental 64 16.93% 167 44.18% 231 61.11% 

Behavioral Supports 118 31.22% 112 29.63% 230 60.85% 

Personal Care 41 10.85% 185 48.94% 226 59.79% 

Mental Health Counseling 90 23.81% 133 35.19% 223 58.99% 

Transportation 73 19.31% 146 38.62% 219 57.94% 

Recreational Opportunities 92 24.34% 123 32.54% 215 56.88% 

Household Care 55 14.55% 136 35.98% 191 50.53% 

Community Skills Training 73 19.31% 117 30.95% 190 50.26% 

Support Groups 104 27.51% 86 22.75% 190 50.26% 

Nursing Services 36 9.52% 148 39.15% 184 48.68% 

Assisted Employment 77 20.37% 103 27.25% 180 47.62% 

Nutritional Guidance 86 22.75% 85 22.49% 171 45.24% 

Reintegration to Education 78 20.63% 87 23.02% 165 43.65% 

Legal Services 90 23.81% 74 19.58% 164 43.39% 

Money Management/ Financial Counseling 88 23.28% 73 19.31% 161 42.59% 

Driving Evaluation and/or Retraining 63 16.67% 94 24.87% 157 41.53% 

Family Counseling 92 24.34% 65 17.20% 157 41.53% 

Supported Housing 56 14.81% 96 25.40% 152 40.21% 

Assistive Technology 103 27.25% 47 12.43% 150 39.68% 

Respite Care 69 18.25% 77 20.37% 146 38.62% 

Indiana 211 (I & R Services) 63 16.67% 30 7.94% 93 24.60% 

Substance Abuse Counseling 33 8.73% 32 8.47% 65 17.20% 

Parenting Skills Training 47 12.43% 15 3.97% 62 16.40% 
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Figure 10.10: Services Survivors Indicated They Needed, but Highest Unmet Need. 

 

 

 Needed, 
Not 
Received 

% Needed 
AND 
Received 

% Total 
Needed 

% 

Behavioral Supports 118 31.22% 112 29.63% 230 60.85% 

Support Groups 104 27.51% 86 22.75% 190 50.26% 

Assistive Technology 103 27.25% 47 12.43% 150 39.68% 

Cognitive Training 101 26.72% 198 52.38% 299 79.10% 

Recreational Opportunities 92 24.34% 123 32.54% 215 56.88% 

Family Counseling 92 24.34% 65 17.20% 157 41.53% 

Mental Health Counseling 90 23.81% 133 35.19% 223 58.99% 

Legal Services 90 23.81% 74 19.58% 164 43.39% 

Money Management/ Financial Counseling 88 23.28% 73 19.31% 161 42.59% 

Nutritional Guidance 86 22.75% 85 22.49% 171 45.24% 

Reintegration to Education 78 20.63% 87 23.02% 165 43.65% 

Assisted Employment 77 20.37% 103 27.25% 180 47.62% 

Neuropsychological/ Psychological 
Assessment 

73 19.31% 201 53.17% 274 72.49% 

Transportation 73 19.31% 146 38.62% 219 57.94% 

Community Skills Training 73 19.31% 117 30.95% 190 50.26% 

Respite Care 69 18.25% 77 20.37% 146 38.62% 

Case Management/ Service Coordination 64 16.93% 181 47.88% 245 64.81% 

Dental 64 16.93% 167 44.18% 231 61.11% 

Driving Evaluation and/or Retraining 63 16.67% 94 24.87% 157 41.53% 

Indiana 211 (I & R Services) 63 16.67% 30 7.94% 93 24.60% 

Supported Housing 56 14.81% 96 25.40% 152 40.21% 

Vision 55 14.55% 184 48.68% 239 63.23% 

Household Care 55 14.55% 136 35.98% 191 50.53% 

Parenting Skills Training 47 12.43% 15 3.97% 62 16.40% 

Personal Care 41 10.85% 185 48.94% 226 59.79% 

Nursing Services 36 9.52% 148 39.15% 184 48.68% 

Speech Therapy 33 8.73% 233 61.64% 266 70.37% 

Substance Abuse Counseling 33 8.73% 32 8.47% 65 17.20% 

Any Physician/ Medical Service 32 8.47% 265 70.11% 297 78.57% 

Occupational/ Physical Therapy 28 7.41% 272 71.96% 300 79.37% 

 

The highest needs expressed were for Assistive Technology, Cognitive Rehabilitation Training, 

Support Groups, and Therapeutic Recreation. The most notable difference between the needs 

expressed and the services provided or referred by the providers responding to the provider 

survey was Therapeutic Recreation.  
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Public Awareness 
 

The participants in the Survivor Survey also indicated that public awareness about TBI should be 

a top priority. One way to increase the publicôs awareness of traumatic brain injuries is to have 

preventative programs set in place.  Of the 48 participants that answered this question (11 did not 

respond), only 9 (18.8%) said that their organization was engaged in TBI prevention activities.  

Those 9 then responded to a question to break down the kind of preventative activities they 

participate in.  The two primary prevention activities are broken down into two groups, 

unintentional and intentional.  Unintentional injuries include falls and occupant protection like 

seatbelts and airbags.  Intentional injuries include things like violence and shaken baby 

syndrome.  Secondary prevention involves awareness of disabling conditions.  Figure 10.11 

shows the types of prevention that the organizations participate in. 

 
Figure 10.11: Type of Prevention for TBI 
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Traumatic Brain Injury service providers are also in need of resources to better serve individuals 

with a TBI.  Providers are often understaffed and under-trained when it comes to traumatic brain 
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injury.  According to respondents of the provider survey, 30% work in a facility where none of 

the staff are trained to work with individuals with a TBI.  Provider survey respondents were also 

asked about the total number of full-time staff at their facility (total: 4,782), and about the 

number of full-time staff at their facility that work primarily with individuals with a TBI (total: 

445), which means that only 9% of staff at facilities surveyed work primarily with TBI survivors.  

All of the facilities surveyed responded that they provide services for TBI survivors, yet only 9% 

of their staff is designated to work primarily with TBI survivors. 

 
Potential Recommendations 

 

BIAI could assume a stronger role in coordinating and promoting the training of workers 

specifically for the care of TBI patients.  A link could be established between the agencies that 

do training and the agencies that provide care.  BIAI and/or other businesses could seek grant 

funds to address the need for ongoing training and services for their employees. 

 

Encouraging providers to develop therapeutic recreation programs is also suggested by the 

survey ï BIAI could raise awareness about this need and perhaps facilitate training on this topic 

specifically. 
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Limitations of Study  

 

In any research study, certain limitations exist on the data and statistical analyses.  In the case of 

the Indiana State-Wide Traumatic Brain Injury Needs Assessment, some limitations for the use 

of data arose due to the limited amount of information available about the number of TBI 

survivors in Indiana.  At the time of data collection, a surveillance system tracking incidences of 

TBI did not exist; however, the Centers for Disease Control and Prevention provided an estimate 

of 150,000 TBI survivors in Indiana.  Based on that information, a sample size of about 380 

people would need to be surveyed to accurately represent the whole population, with a Margin of 

Error of 5% and a Confidence Level of 95%.  For this study, a total of 387 individuals were 

surveyed.  While we can confidently say that our data reflects the needs of TBI survivors in 

Indiana based on the assumption that there are 150,000 TBI survivors, it is possible that the CDC 

provided estimate of 150,000 people may not be correct.  Given the lack of a statewide and 

comprehensive surveillance system in Indiana, there is no definite way of knowing the number 

of TBI survivors in Indiana and therefore no way of knowing that our data accurately reflects the 

total number of Indianaôs TBI survivors.  Another limitation is that due to confidentiality 

constraints, a true random sample was not possible for use in locating TBI survivors to 

participate in this needs assessment.  Additionally, while every attempt was made to be as 

inclusive as possible, some institutional barriers made it difficult for some agencies to participate 

in the distribution of the surveys. As a result, there was limited direct participation from long 

term care facilities and the Indiana Department of Education. Additionally, while invited, the 

Veteranôs Administration did not participate in distributing surveys. 
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Appendix A ï Li terature Review 
 

Surveillance Systems 

 

In 1996, Congress passed the Traumatic Brain Injury Act, which assigned the Centers for 

Disease Control (CDC) with the task of developing consistent reporting systems among different 

states.  The CDC also was expected to prepare an incidence and prevalence report of disabilities 

relating to Traumatic Brain Injury (TBI) for Congress.  The CDC describes a TBI as ñan injury 

to the brain caused by a blow or jolt to the head or a penetrating head injury that disrupts the 

normal function of the brainò (www.cdc.gov, 2007).   The severity of a TBI ranges from mild, 

which only causes brief changes in mental function, to severe, which has prolonged effects, such 

as amnesia.  In the CDC report, incidence refers to the total number of TBIs that occur in a given 

population during a specific time period.  Prevalence explains the number of people in a 

geographic region that have had a TBI and currently live with a disability resulting from the 

injury.  These prevalence numbers are used to grasp how common the injuries are for those 

living in a certain region.   

 

Currently, the CDC funds 12 states around the United States to maintain a specific TBI 

surveillance system and registry.  The primary reason for maintaining a surveillance system is to 

collect and analyze data about individuals to attempt to prevent future injuries.  Indiana is not 

currently funded by the CDC to maintain a TBI surveillance registry. However, recent legislation 

has provided for funding to develop a surveillance system for Indiana. 

 

A surveillance system or registry is defined as ñthe ongoing systematic collection, 

analysis, and interpretation of health data necessary for designing, implementing, and evaluating 

public health programsò (Langlois et al., 2005).  Colorado, Florida, and South Carolina have 

conducted the most research regarding these programs, which has led the way for the 

development of TBI surveillance systems and registries.  Because Colorado was one of the first 

to have a TBI surveillance system, they have conducted several research studies on the various 

aspects of the system as reported in Sample & Langlois (2005) and Sample et al. (2004). 

Coloradoôs surveillance system includes data only from hospital discharges from state residents 

that had been hospitalized with a TBI.  From this data, analysis can be completed about the 

impact of TBI at a state level, such as incidence and prevalence. The system also allows 

Colorado to conduct follow-up surveys on these individuals. 

 

However, at the time of the study, it was apparent that some interviewees were unaware 

of the system. it was reported that the interviewer had to give background information about the 

purpose of the surveillance system because many people did not know what the system was or 

that it even existed (Sample et al, 2004).  The interviewees frequently said that the system should 

be more publicized because it could lead to potential resources including medical and financial 

help for TBI survivors. Additionally, it was noted that because it does not include individuals 

who were not admitted to the hospital, it does not include data from individuals treated and 

released from an emergency room, a private physician, or that received medical care in non-

hospital settings. The consequence of this is that individuals with less severe injuries are not 

included in the registry.    
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A study evaluating the needs for South Carolinaôs TBI survivors was conducted by Leith, 

Phillips and Sample (2004).  They noted that one improvement in South Carolinaôs survelliance 

system over the one developed in Colorado is that South Carolinaôs system includes not only 

hospital discharges, but those discharged from emergency departments as well.  Thus it 

potentially captures information about individuals with mild traumatic brain injuries. The 

information from this system, along with other data, can be used to try to predict the number of 

new patients each year that will experience a disability from a TBI (Langlois et al, 2003). This 

information can be useful to estimate services that will need to be available for new patients, 

allowing the state to more accurately plan for needed resources. 

 

Aside from simply reporting TBI cases to a surveillance system so that the number of 

TBI patients with TBI disabilities is known, states have developed a further use for the systems.  

Florida was one of the first to use the surveillance system for something other than just recording 

data.  Floridaôs Brain and Spinal Cord Injury program consistently contacts those listed in the 

system to assist them in obtaining services (Sample et al, 2004).  Those contacted are residents of 

Florida, sustain the injury according to Florida statute, are medically stable, and have a 

reasonable expectation of reintegrating in the community.  Examples of services that assist in 

community reintegration are job-skills workshops, vocational rehabilitation, and other job-

related activities.  Studies involving Floridaôs tactics in finding services for TBI patients have 

shown that this type of information system that supports program management, accountability, 

and surveillance increases efficiency and effectiveness of program operations (Stuart, 2004).   

Another study that was done in Colorado showed that when TBI patients listed in the 

surveillance system were contacted via mail to inform them of a statewide phone number that 

they could access information about possible services, calls to this number increased fourfold 

(Langlois et al, 2003).   

 

Colorado also showed that information regarding TBI outcomes can be collected as a 

way to evaluate the services that are provided.  This was done by making phone calls to the 

patients in the system to determine what services had been provided and what services they still 

needed.  One flaw and difficulty found from using Coloradoôs and Floridaôs techniques has been 

that the timing of contacting the patient is crucial because individuals with TBIs recover at 

different rates.  It is important to try to contact the patients as early in the recovery process as 

possible to ensure that they receive maximum benefits early on and to repeat the contacts.   

 

It is sometimes difficult to gain consent to contact TBI patients.  Using a negative consent 

process has been found to be most effective.  This process includes sending a consent form to 

individuals with TBI and their families, and if they do not want their names to be put in the 

system, they would simply return the form (Sample et al, 2004).  

 

Resource Facilitation 

 

 Today, brain injury resource facilitation exists in thirty states (Sandstrom, 2007).   While 

some states, such as Colorado and Florida, have taken the initiative to expand the surveillance 

system to try to provide better resources for patients, much work still needs to be done to develop 

these programs.  All states have found difficulty in getting the needed information to patients.  
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This approach of trying to help individuals get and keep information about services and supports 

and facilitate the connection to those resources is called resource facilitation.  Resource 

facilitation is possibly the most important aspect that needs to be developed and improved when 

it comes to TBI patients.  Research has shown that expanding the population targeted for linkage 

to services, improving access to information about available services, and increasing the 

availability of services have been difficult and challenging (Sample & Langlois, 2005).   

 

Many TBI patients have communication and cognitive deficiencies, which makes it 

difficult to find services on their own.  The patients either donôt have the cognitive capability to 

try to find appropriate services, or they lack the communication skills to express what services 

they might need.  While those who cannot function well on their own may have family and 

friends to help them in their daily lives, it is still very difficult for family members to find 

services for their loved one because they are also not familiar with available services.  In one 

study, participants stated that there was a lack of information and education for patients, and this 

was particularly true for individuals in rural areas (Sample & Langlois, 2005).  Participants in 

that same study said that TBI patients and their families are often left in the dark about potential 

services at the beginning of rehabilitation.  Early referral to rehabilitation is critical in the 

recovery of TBI patients and in improving their return-to-work outcomes and their lives after 

treatment.   

 

Several states, including Florida, Iowa, and Minnesota have developed extensive resource 

facilitation systems for survivors and families. As an example, Florida requires that TBI patients 

be contacted within 7-10 days from their hospital discharge (Stuart, 2004).  This ensures that 

patients are made aware of what services are available early on in their recovery.  Another deficit 

that many TBI patients experience is a lack of initiative and motivation.  Studies have shown that 

it is difficult for TBI patients to follow-up on information given to them due to their lack of 

initiative as well as their memory problems.  Floridaôs initiative to contact those from the TBI 

registry helps to alleviate this problem.  Floridaôs review of their program has also shown that 

when resource facilitation is used to reduce inappropriate institutionalization (extended care 

facility, hospital, psychiatric facility, or correctional institute), it appears to be cost effective.  

The study notes that the total average cost per client is less than $100 per month, as compared to 

an average extended care facility cost of $4000 per month (Stuart, 2004). 

 

Contacting families and patients early in the recovery process is also a way to tell them 

what to expect in the future concerning recovery, disabilities, etc.  Often, they have no idea 

where the recovery process will lead or how closely the TBI patients will recover to their pre-

injury selves.  Not only do families require information and guidance in terms of what services 

can be found for their loved ones and what to expect in the future, but they can find emotional 

support through resource facilitation as well.  One studyôs survey results showed that giving 

emotional support for family members in the caregiver role is very important (Leith, Phillips, & 

Sample, 2004). 

 

Other studies have shown through focus group participation of TBI patients and 

caregivers that the general public needs education about TBIs and the aftermath as well (Leith, 

Phillips, & Sample, 2004).  General public awareness is very important to the recovery and 
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reintegration into the community of TBI patients.  Many times the patients are not accepted due 

to the lack of information and knowledge of the general public about the consequences of TBI in 

terms of behavior and cognitive capacity. Many times TBI patients are misunderstood because 

they do not have a tangible disability.  This aspect of resource facilitation has remained relatively 

undeveloped.  One way to provide information to the general public is on specific stateôs TBI 

websites.  Colorado has initiated a sign up for a ñBrain Injury 101ò course and Iowa has offered 

the course on CD- ROM that can be requested from its Brain Injury Association website in an 

attempt to educate those that know little about TBI.  

 

One final issue with resource facilitation and TBI patients is that it is hard for people to 

perceive what their needs are after an injury because their needs frequently change.  One study 

expressed that the most common needs that TBI patients have that havenôt been met included 

finding work, improving job skills, and stress management. (Leith, Phillips, & Sample, 2004).  

This shows that TBI patients have many needs beyond medical and physical rehabilitation.  Once 

they have finished physical rehabilitation, they still need help to find their niche in the 

community.  These findings show the importance of social services programs that are offered 

and promoted in the community (Leith, Phillips, & Sample, 2004).   

 

A study evaluating Coloradoôs surveillance system and the feasibility of a resource 

facilitation program has shown what TBI patients believe needs to be done in order to provide 

adequate information for their rehabilitation.  The study found that contact needs to be initiated 

early in the recovery process (Sample & Langlois, 2005).  This does not just mean to tell the 

patients what information and services are available, but also how to receive services and any 

fees that will need to be paid. Resource facilitation needs to offer follow-up, advocacy, 

education, training and support (Sample et al, 2004).  Also, because many TBI patients lack 

sufficient communication skills, it is imperative that there be oral communication for those who 

cannot read written material.   The majority of patients said that there should be personalized 

contact 2-3 times per year for the TBI patients and/or family members who may be the guardians 

of those with TBIs.  This study also explained that some potential benefits of having this type of 

program include increasing awareness, connecting people to resources quickly, improving the 

outcomes of disabilities, and enabling higher functioning and greater independence for the TBI 

patients.  The program could even help to maintain the interpersonal relationships of the TBI 

patients with their friends and family members, which often changes because of the TBI patientsô 

change in cognition and behavior, and/or from their disability alone.   

 

 

 

Statewide Systems of Support  (SSS) 

 

A comprehensive coordinated program that some states have implemented in the 

approach to TBI is to create a statewide system of support for those with a TBI.  As a result of 

several meetings of the Service Coordination Work Group with representatives of states with 

TBI grants, as well as representative from the BIA, the National Association of State Head Injry 

Administrators (NASHIA) and HRSA technical support staff, six critical components of State 
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Systems of Coordinates Services and Supports were developed (Knutson, personal 

communication, December 12, 2007). These include: 

 

¶ System Entry or Access: There needs to be a single point of entry into the stateôs 

existing delivery system of services and supports which must be user friendly. 

¶ Assistance in Coordination: TBI survivors often need assistance in navigating state 

systems and understanding their needs. 

¶ Partnership Approach to Service and Support Provision: All providers need to 

recognize there are many providers working on with the survivor and family to meet the 

survivorsô needs.  

¶ Education and Training: ñAccurate, comprehensive and timely educational and training 

opportunities from multiple sources and perspectives for providers of services, policy 

makers, families, and individuals with TBI will produce the foundation for Accessible, 

Available, Appropriate, Acceptable, and Affordable coordinates services and supports for 

individuals with TBI and their families.ò 

¶ Flexible and Coordinated Long-term Services and Supports: Individuals with TBI 

need life-long services and supports. Agencies need to develop a coordinated means of 

case finding, resource identification, tracking progress and collaboration to maximize 

existing resources. 

¶ Using Data for Policy Development: States need to recognize that there are multiple 

data sources related to TBI and build linkages among agencies which hold this data to 

inform policy development. 

 

Many services are included in a system of support.  One of these is helping to train 

educators on working with TBI, as well as helping to reintegrate students with TBI back into the 

school system.  Oregon, Iowa, and Kansas have implemented an educational model that aids in 

these issues.  The main goal of their systems was to start a TBI resource team, made available to 

schools throughout the state, consisting of well-trained peer consultants who can provide in-

service training and ongoing consultation.  An advantage that these programs have had, 

especially in Oregon, is that they are supported by the department of education in each of these 

states. Oregon has trained members of eight regional teams to be knowledgeable about TBI, in 

strategies for working with TBI students, and also to be experienced in providing in-service 

training and consultation to other educators.  These eight teams have helped to bridge the gap in 

the state supported services to the growing population of students with TBI (2007b). 

 

The models created by these states are similar to one another.  They are designed to 

support schools that serve disabled students in the general classroom with the assistance required 

to ensure success.  In a survey of parents with children who were survivors that was used to 

gather information for the model, the respondents said that lack of staff knowledge of TBI and its 

related effects was the primary reason they were dissatisfied with their childôs school experience. 

The two key features of the models are their capacity-building and regional team approaches.  

The capacity-building approach tries to solve problems of transfer which are associated with 

traditional training methods.  This approach tries to ease the transfer of those with a TBI back 

into school settings.  It also tries to solve such problems like TBI survivors being misplaced into 

classes for learning disabled students.  The regional team approach is very productive.  Students 
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with TBI that return to school are presented with many challenges that may require the expertise 

from a number of specialists.  By having a team to address these needs, they can provide direct, 

immediate strategies for integrating the student back into school.  A single consultant serving an 

entire state would restrict the effectiveness of the support to both students and educators.  Not 

only is the team model more effective, it is also cost effective.  It accesses the services of highly 

trained consultants to provide technical support, quality services, and to promote collaboration 

throughout the education system.  The model is also designed to provide support to parents, raise 

public awareness of TBI, and to provide easily accessible resources for educators and medical 

personnel.    

 

Indiana is currently considering various types of systems, including a surveillance 

system, resource facilitation, and a statewide system of support.  In 2006, Indiana received a 

grant of $300,000 to help aid with the funding of this new system.  From this grant, there are five 

main objectives that the state wished to accomplish.  First, Indiana would like to develop on 

active advisory council.  The purpose of an advisory council is to communicate about the needs 

that have not yet been met by those with TBI.  The next objective formed from this grant was to 

create an assessment of the needs and resources in the state.  This Needs Assessment Final 

Report will fulfill this objective.  The next objective was to create a statewide action plan.  

Indiana currently does not have a comprehensive public policy to treat those with a TBI like.   

 

A fourth objective is to develop and implement statewide education and information and 

referral initiatives.  This will help caregivers to find better services for their loved ones and to 

help those with TBI get appropriate help.  This would include developing an information and 

referral (I&R) system, training educators on how to deal with students with a TBI, training other 

service providers, and to create a single point-of-entry to services needed by those with a TBI.  

The single point-of-entry will open the door to all available resources by contacting a central unit 

rather than contacting numerous agencies.  The fifth objective is to create a statewide system of 

support.  Currently, the state of Indiana is working on a system of support aimed at getting those 

with a TBI back to work.  Indiana will soon be piloting a project to determine the effectiveness 

of resource facilitation services.  One group will receive traditional services without this benefit, 

while another group will receive resource facilitation.  The Internal Review Boards Community 

Hospital and Indiana University-Purdue University at Indianapolis are reviewing the project and 

it is expected to begin this spring. 
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Appendix C ï Mail Survey 
 

 

 

 
 

 

You have been asked to complete this survey either because you are an individual with a 

traumatic brain injury (TBI) or because you provide some type of support for an individual with 

TBI.  The information you provide will be used to assess strengths and weaknesses in the 

services Indiana provides to individuals with TBI and family members, and to guide the 

planning for more comprehensive and better coordination of services. 

 

This survey is anonymous ï no identifying information will be associated with any response. 

 

This survey will take approximately 45 minutes to complete; it has been broken up into four 

sections for your convenience. 

 

This survey is being conducted by Luther Consulting, LLC on behalf of the Indiana Family and 

Social Services Administration and the Brain Injury Association of Indiana. 

 

If you have questions about this survey or need assistance answering any questions, please 

contact Laura Trexler at the Brain Injury Association of Indiana toll-free at 1-866-854-4246. 

 

Please return this survey using the self-addressed stamped envelope by May 25, 2007. 

 

If you receive this survey multiple times, please only respond ONCE. 



Indiana State-Wide Traumatic Brain Injury Needs and Resources Assessment  

Final Report  

Page 59 

 

 

 

 

 

 

1. Who are you? 

Ǐ Individual with traumatic brain injury  

Ǐ Family member of individual with traumatic brain injury, 

responding for individual with tr aumatic brain injury  

Ǐ Non-family member of individual with traumatic brain injury, 

responding for individual with traumatic brain injury  
 

If you checked ñindividual with traumatic brain injuryò in Question 1, please complete pages 2-

15, which include Sections 1, 2, and 3.  You do not need to complete pages 16-19, which 

includes Section 4. 

 

If you checked ñfamily member or non-family memberò in Question 1, please complete the 

following questions on behalf of the individual you know with a traumatic brain injury.  Please 

note there are additional questions on page 16 (Section 4) pertaining specifically to family 

members and non-family members of individuals with TBI. 

 

If you have questions about this survey or need assistance answering any questions, please 

contact Laura Trexler at the Brain Injury Association of Indiana toll-free at 1-866-854-4246. 
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Section 1: Demographic Information 

 

This section should be completed by the individual with a traumatic 

brain injury, or may be completed by caregivers of individuals with 

brain injuries , on behalf of the individual with a traumatic brain 

injury.  

 

If you need assistance answering any of the following questions, please 

contact Laura Trexler at the Brain Injury Association of Indiana toll-free 

at 1-866-854-4246. 
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The following information should pertain to the individual with a brain injury . 

 

2. What is your gender? 

Ǐ Male 

Ǐ Female 

 

3. What is your age? 

 

       ______________ years 

 

4. Would you consider yourself Hispanic/Latino? 

Ǐ Yes 

Ǐ No 

 

5. What race(s) would you consider yourself?  (Check all that apply) 

Ǐ American Indian or Alaskan Native 

Ǐ Asian 

Ǐ Black or African American 

Ǐ Native Hawaiian or Pacific Islander 

Ǐ White or Caucasian 

Ǐ Other, please specify ______________________ 

 

6. In what city is your household located? 

 

__________________________________________ 

 

7. In what county is your household located? 

 

__________________________________________ 

 

8. What was your highest level of education completed before the traumatic brain injury: 

Ǐ Non-high school graduate 

Ǐ High school graduate/GED 

Ǐ Some college or vocational education 

Ǐ Completed undergraduate or vocational education 

Ǐ Post graduate education 
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The following information should pertain to the individual with a brain injury . 
 

9. Did you complete additional education after the traumatic brain injury? 

Ǐ Yes 

Ǐ No 

 

9a. If yes, please describe what type of school you attend(ed). 

 

 

 

 

 

10. Did your educational goals change after the traumatic brain injury? 

Ǐ Yes 

Ǐ No 

 

10a. If yes, please describe how those educational goals changed. 

 

 

 

 

 

11. Are you currently employed? 

Ǐ Yes, _________ average number of hours per week 

Ǐ No 

 

12. Are you currently working as a volunteer? 

Ǐ Yes, _________ average number of hours per week 

Ǐ No 

 

13. If you are not currently employed, which of the following reasons apply? (Check all that 

apply) 

Ǐ Inability to find work 

Ǐ Inability to perform a previous job 

Ǐ Inability to perform any job 

Ǐ I am a student 

Ǐ Other, please specify_________________________________________________ 
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14. Where do you live? (Please check one) 

Ǐ In house/apartment/townhouse/condo 

Ǐ In group home 

Ǐ In hospital 

Ǐ In rehabilitation facility 

Ǐ In nursing home 

Ǐ Other, please specify_________________________________________________ 

 

14a. If you live in a house/apartment/townhouse/condo, with whom do you live? (Check   

        all that apply) 

Ǐ Alone 

Ǐ Parent(s) 

Ǐ Spouse/Significant Other 

Ǐ Roommate 

Ǐ Child/Children 

Ǐ Other 

 

15. How do you travel from place to place on a daily basis (Check all that apply) 

Ǐ Drive myself 

Ǐ Ride with family/friends 

Ǐ Public transportation (bus/train/taxi cab) 

Ǐ Assisted transportation (van/door-to-door transportation) 

Ǐ Other, please specify ________________________________________________ 
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Section 2: Injury-Related Questions 

 
This section should be completed by the individual with a traumatic 

brain injury, or may be completed by caregivers of individuals with  

brain injuries , on behalf of the individual with a traumatic brain 

injury.  

 

If you need assistance answering any of the following questions, please 

contact Laura Trexler at the Brain Injury Association of Indiana toll-free 

at 1-866-854-4246. 
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16. How were you injured? (Please check one) 

Ǐ Car crash 

Ǐ Motorcycle crash 

Ǐ Bicycle accident 

Ǐ Pedestrian accident 

Ǐ Near drowning 

Ǐ Fall(s) 

Ǐ Assault/abuse 

Ǐ Firearms (gun shot) 

Ǐ Other, please specify_________________________________________________ 

 

17. In what year did the injury occur? 

 

_______________ 

 

18. What was your age at the time of the injury? 

 

_______________ 

 

19. Did you receive Emergency Room services as a result of your initial traumatic brain 

injury? 

Ǐ Yes 

Ǐ No 

 

19a. If yes, what was the name of the Emergency Room facility?  

 

 ________________________________________________________ 

 

20. Did you receive Intensive Care Unit (ICU) services? 

Ǐ Yes, for ___________ (number of total days) 

Ǐ No 

Ǐ I donôt know/not sure 

 

21. Did you receive Acute Care services?  Acute Care services include hospitalization in a 

unit not including Intensive Care and Rehabilitation.   

Ǐ Yes, for ___________ (number of total days) 

Ǐ No 

Ǐ I donôt know/not sure 

 

22. Did you receive Inpatient Rehabilitation services at a hospital or a specialty center? 

Ǐ Yes, for ___________ (number of total days) 

Ǐ No 

Ǐ I donôt know/not sure 

 

23. Did you receive Outpatient Rehabilitation services from a hospital or specialty center? 
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Ǐ Yes, for ___________ (number of total days) 

Ǐ No 

Ǐ I donôt know/not sure 
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24. Place a checkmark (ã) by the services listed below which were needed and received, 

needed and not received, not needed and not received, or not needed but received by the 

person with TBI. 

 
Helpful Hint:   Place a blank piece of paper over this grid using the top edge as a line guide. Slide the paper 

down as you read each service and mark the one box which applies. 

 

Service 

Service Needed 

and Received by 

Person with TBI 

Service Needed 

but Not Received 

by Person with 

TBI  

Service Not 

Needed and Not 

Received by 

Person with TBI  

Service Not 

Needed but 

Received by 

Person with TBI 

Supported Housing Ǐ Ǐ Ǐ Ǐ 

Assistance Employment Ǐ Ǐ Ǐ Ǐ 

Personal Care Ǐ Ǐ Ǐ Ǐ 

Dental Ǐ Ǐ Ǐ Ǐ 

Vision Ǐ Ǐ Ǐ Ǐ 

Household Care Ǐ Ǐ Ǐ Ǐ 

Speech Therapy Ǐ Ǐ Ǐ Ǐ 

Occupational/Physical Therapy Ǐ Ǐ Ǐ Ǐ 

Driving Evaluation and/or Retraining Ǐ Ǐ Ǐ Ǐ 

Reintegration to Education Ǐ Ǐ Ǐ Ǐ 

Nursing Services Ǐ Ǐ Ǐ Ǐ 

Recreational Opportunities Ǐ Ǐ Ǐ Ǐ 

Money Management/ Financial 

Counseling 
Ǐ Ǐ Ǐ Ǐ 

Transportation Ǐ Ǐ Ǐ Ǐ 

Mental Health Counseling Ǐ Ǐ Ǐ Ǐ 

Neuropsychological/Psychological 

Assessment and Support 
Ǐ Ǐ Ǐ Ǐ 

Substance Abuse Counseling Ǐ Ǐ Ǐ Ǐ 

Family Counseling Ǐ Ǐ Ǐ Ǐ 

Parenting Skills Training Ǐ Ǐ Ǐ Ǐ 

Respite Care (temporary care 

provided by someone other than 

primary caregiver) 

Ǐ Ǐ Ǐ Ǐ 

Any Physician/Medical Services Ǐ Ǐ Ǐ Ǐ 

Indiana 2-1-1, Connect 2 Help, First 

Call for Help 
Ǐ Ǐ Ǐ Ǐ 

Support Groups Ǐ Ǐ Ǐ Ǐ 

Case Management/Service 

Coordination (for example, by a 

Nurse or Social Worker) 

Ǐ Ǐ Ǐ Ǐ 

Legal Services Ǐ Ǐ Ǐ Ǐ 

Behavioral Supports (learning ways 

to reduce or avoid unwanted 

behaviors) 

Ǐ Ǐ Ǐ Ǐ 

Cognitive Training (retraining brain 

to improve everyday skills) 
Ǐ Ǐ Ǐ Ǐ 

Community Skill Training (grocery 
shopping, accessing alternative 

Ǐ Ǐ Ǐ Ǐ 
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modes of transportation) 

Assistive Technology (electronic 

organizers, specialized software) 
Ǐ Ǐ Ǐ Ǐ 

Nutritional Guidance Ǐ Ǐ Ǐ Ǐ 
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25. Please rate the following services on importance of service to recovery of the individual 

with TBI .  Please rate each issue from 1 (least important) to 5 (most important) by 

placing a checkmark (ã) in the appropriate box.    

 
Helpful Hint:   Place a blank piece of paper over this grid using the top edge as a line guide. Slide the paper 

down as you read each service and mark the one box which applies. 

 

Service 

Least 

Important  

1 2 

Somewhat 

Important  

3 4 

Most 

Important  

5 

Supported Housing Ǐ Ǐ Ǐ Ǐ Ǐ 

Assistance with Employment Ǐ Ǐ Ǐ Ǐ Ǐ 

Personal Care Ǐ Ǐ Ǐ Ǐ Ǐ 

Dental Ǐ Ǐ Ǐ Ǐ Ǐ 

Vision Ǐ Ǐ Ǐ Ǐ Ǐ 

Household Care Ǐ Ǐ Ǐ Ǐ Ǐ 

Speech Therapy Ǐ Ǐ Ǐ Ǐ Ǐ 

Occupational/Physical Therapy Ǐ Ǐ Ǐ Ǐ Ǐ 

Driving Evaluation and/or Retraining Ǐ Ǐ Ǐ Ǐ Ǐ 

Reintegration to Education Ǐ Ǐ Ǐ Ǐ Ǐ 

Nursing Services Ǐ Ǐ Ǐ Ǐ Ǐ 

Recreational Opportunities Ǐ Ǐ Ǐ Ǐ Ǐ 

Money Management/ Financial 

Counseling 
Ǐ Ǐ Ǐ Ǐ Ǐ 

Transportation Ǐ Ǐ Ǐ Ǐ Ǐ 

Mental Health Counseling Ǐ Ǐ Ǐ Ǐ Ǐ 

Substance Abuse Counseling Ǐ Ǐ Ǐ Ǐ Ǐ 

Family Counseling Ǐ Ǐ Ǐ Ǐ Ǐ 

Parenting Skills Training Ǐ Ǐ Ǐ Ǐ Ǐ 

Respite Care (Temporary Relief from 

Caregiver Role) 
Ǐ Ǐ Ǐ Ǐ Ǐ 

Any/All Medical Services Ǐ Ǐ Ǐ Ǐ Ǐ 

Indiana 2-1-1, Connect 2 Help, First Call 

for Help 
Ǐ Ǐ Ǐ Ǐ Ǐ 

Support Groups Ǐ Ǐ Ǐ Ǐ Ǐ 

Case Management/Service Coordination 

(for example, by a Nurse or Social 

Worker) 

Ǐ Ǐ Ǐ Ǐ Ǐ 

Legal Services Ǐ Ǐ Ǐ Ǐ Ǐ 

Behavioral Supports (learning ways to 

reduce or avoid unwanted behaviors) 
Ǐ Ǐ Ǐ Ǐ Ǐ 

Cognitive Training (retraining brain to 

improve everyday skills) 
Ǐ Ǐ Ǐ Ǐ Ǐ 

Community Skills Training (grocery 

shopping, accessing alternative modes of 
Ǐ Ǐ Ǐ Ǐ Ǐ 
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transportation) 

Assistive Technology (electronic 

organizers, specialized software) 
Ǐ Ǐ Ǐ Ǐ Ǐ 

Nutritional Guidance Ǐ Ǐ Ǐ Ǐ Ǐ 

 

26. What barriers were experienced in receiving essential services?  (Check all that apply) 

Ǐ Transportation 

Ǐ Inability to pay 

Ǐ Lack of insurance 

Ǐ Services not located locally 

Ǐ Difficulty understanding process or paperwork 

Ǐ Difficulty with English language 

Ǐ Lack of support/patient advocacy 

Ǐ Unaware of services and resources 

Ǐ No barriers experienced 

Ǐ Other, please specify ________________________________________________ 

 

27. What do you believe are the most important issues faced by individuals after a brain 

injury?  Please rate each issue from 1 (least important) to 5 (most important) by placing a 

checkmark (ã) in the appropriate box. 

 
Helpful Hint:   Place a blank piece of paper over this grid using the top edge as a line guide. Slide the paper 

down as you read each service and mark the one box which applies. 

 

Issue 

Least 

Important  

1 2 

Somewhat 

Important  

3 4 

Most 

Important  

5 

Medical Issues/Medication Ǐ Ǐ Ǐ Ǐ Ǐ 

Personal Relationships Ǐ Ǐ Ǐ Ǐ Ǐ 

Parenting Ǐ Ǐ Ǐ Ǐ Ǐ 

Marital Stress Ǐ Ǐ Ǐ Ǐ Ǐ 

Fulfilling Vocation/Employment Ǐ Ǐ Ǐ Ǐ Ǐ 

Memory Ǐ Ǐ Ǐ Ǐ Ǐ 

Cognition/Thinking Skills Ǐ Ǐ Ǐ Ǐ Ǐ 

Attention/Focusing Skills Ǐ Ǐ Ǐ Ǐ Ǐ 

Mental Health Ǐ Ǐ Ǐ Ǐ Ǐ 

Substance Abuse Issues Ǐ Ǐ Ǐ Ǐ Ǐ 

Anger Management Ǐ Ǐ Ǐ Ǐ Ǐ 

Recreation Options Ǐ Ǐ Ǐ Ǐ Ǐ 

Housing Issues (finding 

appropriate housing) 
Ǐ Ǐ Ǐ Ǐ Ǐ 

Quality of Living Situation Ǐ Ǐ Ǐ Ǐ Ǐ 

Transportation Issues Ǐ Ǐ Ǐ Ǐ Ǐ 

Feelings of Isolation Ǐ Ǐ Ǐ Ǐ Ǐ 

Financial Issues Ǐ Ǐ Ǐ Ǐ Ǐ 
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Public Awareness of TBI Ǐ Ǐ Ǐ Ǐ Ǐ 

School/Educational Issues Ǐ Ǐ Ǐ Ǐ Ǐ 

Family Stress/Needs Ǐ Ǐ Ǐ Ǐ Ǐ 
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28. What do you believe should be the top priorities of Indiana government agencies and/or 

insurance companies?  Please rate each issue from 1 (lowest priority) to 5 (highest 

priority) by placing a checkmark (ã) in the appropriate box. 

 
Helpful Hint:   Place a blank piece of paper over this grid using the top edge as a line guide. Slide the paper 

down as you read each service and mark the one box which applies. 

 

Priority  
Lowest 

Priority  

1 2 

Medium 

Priority  

3 4 

 

Highest 

Priority  

5 

Peer support for individuals with 

TBI 
Ǐ Ǐ Ǐ Ǐ Ǐ 

Peer support for family members Ǐ Ǐ Ǐ Ǐ Ǐ 

Long-term housing Ǐ Ǐ Ǐ Ǐ Ǐ 

Respite care (temporary relief 

from the caregiver role) 
Ǐ Ǐ Ǐ Ǐ Ǐ 

Medical care resources Ǐ Ǐ Ǐ Ǐ Ǐ 

Mental health resources for 

individuals with TBI 
Ǐ Ǐ Ǐ Ǐ Ǐ 

Mental health resources for 

family members of individuals 

with TBI 

Ǐ Ǐ Ǐ Ǐ Ǐ 

Tracking Indiana TBI data Ǐ Ǐ Ǐ Ǐ Ǐ 

Community education events Ǐ Ǐ Ǐ Ǐ Ǐ 

Community resource guides Ǐ Ǐ Ǐ Ǐ Ǐ 

Developing resources in language 

other than English 
Ǐ Ǐ Ǐ Ǐ Ǐ 

Public awareness of TBI Ǐ Ǐ Ǐ Ǐ Ǐ 

TBI education for health 

providers 
Ǐ Ǐ Ǐ Ǐ Ǐ 

TBI education for teachers/ 

educational system 
Ǐ Ǐ Ǐ Ǐ Ǐ 

TBI education for TBI individuals 

and family members 
Ǐ Ǐ Ǐ Ǐ Ǐ 

Single point of entry to receive 

TBI related services 
Ǐ Ǐ Ǐ Ǐ Ǐ 
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29. Are you aware of the following resources available for those affected by traumatic brain 

injury? 

 
Helpful Hint:   Place a blank piece of paper over this grid using the top edge as a line guide. Slide the paper 

down as you read each service and mark the one box which applies. 

 

Resource Aware of Resource 

Not Aware of 

Resource 

Brain Injury Association of Indiana (BIAI) web site Ǐ Ǐ 

BIAI support groups Ǐ Ǐ 

BIAI annual educational conference Ǐ Ǐ 

BIAI quarterly newsletter (hard copy) Ǐ Ǐ 

BIAI monthly email newsletter Ǐ Ǐ 

BIAI video library Ǐ Ǐ 

BIAI book library Ǐ Ǐ 

BIAI resource directory Ǐ Ǐ 

BIAI Toll -free Helpline Ǐ Ǐ 

Brain Injury Association of America  web site Ǐ Ǐ 

Brain Injury Association of America annual conference Ǐ Ǐ 

National Directory of Brain Injury Rehabilitation Services Ǐ Ǐ 

Indiana 2-1-1, Connect 2 Help, First Call for Help Ǐ Ǐ 

Directories of Social Services (e.g. Rainbow Directory, 

Community Resource Guide, Crisis Center Community Services 

Directory, Vigo County Common Needs Guide) 

Ǐ Ǐ 

Vocational Rehabilitation Ǐ Ǐ 

Hospital Staff with TBI knowledge Ǐ Ǐ 

Rehabilitation Facility Staff with TBI knowledge Ǐ Ǐ 
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30. Have you used the following resources available for those affected by traumatic brain 

injury? 

 
Helpful Hint:   Place a blank piece of paper over this grid using the top edge as a line guide. Slide the paper 

down as you read each service and mark the one box which applies. 

 

Resource Have Used Resource 

Have Not Used 

Resource 

Brain Injury Association of Indiana (BIAI) web site Ǐ Ǐ 

BIAI support groups Ǐ Ǐ 

BIAI annual educational conference Ǐ Ǐ 

BIAI quarterly newsletter (hard copy) Ǐ Ǐ 

BIAI monthly email newsletter Ǐ Ǐ 

BIAI video library Ǐ Ǐ 

BIAI book library Ǐ Ǐ 

BIAI resource directory Ǐ Ǐ 

BIAI Toll -free Helpline Ǐ Ǐ 

Brain Injury Association of America  web site Ǐ Ǐ 

Brain Injury Association of America annual conference Ǐ Ǐ 

National Directory of Brain Injury Rehabilitation Services Ǐ Ǐ 

Indiana 2-1-1, Connect 2 Help, First Call for Help Ǐ Ǐ 

Directories of Social Services (e.g. Rainbow Directory, 

Community Resource Guide, Crisis Center Community Services 

Directory, Vigo County Common Needs Guide) 

Ǐ Ǐ 

Vocational Rehabilitation Ǐ Ǐ 

Hospital Staff with TBI knowledge Ǐ Ǐ 

Rehabilitation Facility Staff with TBI knowledge Ǐ Ǐ 
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Section 3: Free Response Questions 

 
This section should be completed by the individual with a traumatic 

brain injury, or may be completed by caregivers of individuals with 

brain injuries , on behalf of the individual with a traumatic brain 

injury.  

 

If you need assistance answering any of the following questions, please 

contact Laura Trexler at the Brain Injury Association of Indiana toll-free 

at 1-866-854-4246. 
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31. What has been the biggest obstacle(s) since your brain injury? 

 

 

 

 

 

 

 

 

 

 

 

32. What has been the biggest help for you since your brain injury? 

 

 

 

 

 

 

 

 

 

 

 

33. Please provide suggestions/comments about services for individuals with TBI and/or their 

families, including any successful programs elsewhere that might be helpful to replicate 

in Indiana. 
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34. Please list the names and locations of agencies, clinics, rehabilitation centers, hospitals, 

etc. where you have received services related to your traumatic brain injury. 
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Section 4: Caregiver Questions 

 
This section should NOT be completed by the individual with a 

traumatic brain injury.  This section should only be completed by 

caregivers of individuals with brain injuries , on behalf of the 

caregiver him/herself. 

 

If you need assistance answering any of the following questions, please 

contact Laura Trexler at the Brain Injury Association of Indiana toll-free 

at 1-866-854-4246. 
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As a caregiver of an individual with brain injury , please answer the following questions for 

yourself.  If you are an individual with a brain inj ury , you have reached the end of the 

survey; please do not answer the following questions. 

 

35. What is your gender? 

Ǐ Male 

Ǐ Female 

 

36. What is your age? 

 

       ______________ years 

 

37. Would you consider yourself Hispanic/Latino? 

Ǐ Yes 

Ǐ No 

 

38. What race(s) would you consider yourself?  (Check all that apply) 

Ǐ American Indian or Alaskan Native 

Ǐ Asian 

Ǐ Black or African American 

Ǐ Native Hawaiian or Pacific Islander 

Ǐ White or Caucasian 

Ǐ Other, please specify ______________________ 

 

39. In what city is your household located? 

 

__________________________________________ 

 

40. In what county is your household located? 

 

__________________________________________ 

 

41. What is your relationship to the individual with a brain injury? 

Ǐ Spouse/Significant Other 

Ǐ Sibling 

Ǐ Parent 

Ǐ Child 

Ǐ Friend 

Ǐ Other, please specify __________________________________ 

 

42. How long have you been providing care for the individual with a brain injury? 

 

______________ years 

 

______________ months 
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43. Do you live with the individual with a brain injury for whom you are providing care? 

Ǐ Yes 

Ǐ No 

 

44. As a caregiver of an individual with brain injury, what areas of your life are/were most 

impacted by the individualôs brain injury?  Please rate each issue from 1 (least important) 

to 5 (most important) by placing a checkmark (ã) in the appropriate box. 

 

 Least 

Important  

1 2 

Somewhat 

Important  

3 4 

Most 

Important  

5 

Marriage Ǐ Ǐ Ǐ Ǐ Ǐ 

Education Ǐ Ǐ Ǐ Ǐ Ǐ 

Employment Ǐ Ǐ Ǐ Ǐ Ǐ 

Financial Issues Ǐ Ǐ Ǐ Ǐ Ǐ 

Living Situation Ǐ Ǐ Ǐ Ǐ Ǐ 

Medical Issues/ 

Medication 
Ǐ Ǐ Ǐ Ǐ Ǐ 

Family Stress Ǐ Ǐ Ǐ Ǐ Ǐ 

Parenting Ǐ Ǐ Ǐ Ǐ Ǐ 

Mental Health  Ǐ Ǐ Ǐ Ǐ Ǐ 

Substance Abuse 

Issues 
Ǐ Ǐ Ǐ Ǐ Ǐ 

 

 44a. If there are other areas of your life that have been affected, please describe: 

 

 

 

 

 

45. Please list services you receive to assist you in your caregiver role and indicate whether 

they are paid or volunteer services. 
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46. What do you feel are the most important issues faced by OTHER family members ï 

parents, siblings, and children of the individual with brain injury? 

 

 

 

 

 

 

 

 

47. What resources and/or services would help you provide better care or make providing 

care better for you? 

 

 

 

 

 

 

 

 

 

 

Thank you for taking the time to complete this survey.  The information you have provided will 

be used for future planning of services provided to individuals with TBI and their families in 

Indiana. 

 

If you have questions or comments about this survey, you may contact Anne Luther with Luther 

Consulting or Laura Trexler with the Brain Injury Association of Indiana at: 

 

Anne Luther 

Luther Consulting, LLC 

423 Massachusetts Avenue 

Indianapolis, IN 46204 

Toll-Free: 1.866.517.6570, ext. 107 

Email: aluther@lutherconsulting.com 

 

Laura Trexler 

Brain Injury Association of Indiana 

9531 Valparaiso Court, Suite A  

Indianapolis, Indiana 46268 

Toll-Free: 1.866.854.4246 

Email: laura.trexler@biai.org 
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Appendix D ï Mail  Survey Descriptive Statistics 
 

Question 1. Person Filling Out Survey 

PERSON FILLING OUT SURVEY FREQUENCY PERCENT 

Individual with TBI 136 36.0 

Family Member of TBI Victim 86 22.8 

Non-family member of TBI Victim 10 2.6 

Blank 146 38.6 

Total 378 100.0 

 

 

Question 2. Gender of TBI Survivor 

 

 

 

 

 

 

Question 3. Age Bracket of TBI Survivor  

AGE 

BRACKET 

FREQUENCY PERCENT 

0-9 9 2.4 

10-19 24 6.3 

20-29 104 27.5 

30-39 66 17.5 

40-49 92 24.3 

50-59 50 13.2 

60-69 11 2.9 

70-79 12 3.2 

80-89 9 2.4 

Blank 1 0.3 

Total 378 100.0 

Note: Average Age of TBI Survivor was 38.31 years with a standard deviation of 16.454 years. Median age was 37 

years. 

 

 

 

 

 

 

 

 

 

 

GENDER FREQUENCY PERCENT 

Male 267 70.6 

Female 111 29.4 

Total 378 100.0 
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Question 4. Races of TBI Survivors 

RACE FREQUENCY PERCENT 

American Indian  10 2.6 

Asian 2 0.5 

Black or African American 19 5.0 

Native Hawaiian or Pacific 

Islander 

0 0.0 

White or Caucasian 348 92.1 

Other 9 2.4 

Hispanic 6 1.6 

Total 394 100.0 

Note: Participants could denote several races, so frequencies accumulate to 394 responses. 

 

 Question 5. How TBI Survivors were Injured 

CAUSE OF 

INJURY 

FREQUENCY PERCENT 

Car Crash 171 45.2 

Motorcycle Crash 40 10.6 

Bicycle Accident 11 2.9 

Pedestrian Accident 18 4.8 

Near Drowning 3 0.8 

Fall 44 11.6 

Assault/Abuse 41 10.8 

Firearms 15 4.0 

Other 33 8.7 

Blank 2 0.5 

Total 378 100.0 

 

Question 6. City where TBI Survivors are Located 

CITY FREQUENCY PERCENT 

Albion 1 0.3 

Alexandria 1 0.3 

Amboy 1 0.3 

Anderson 4 1.1 

Argos 1 0.3 

Attica 1 0.3 

Auburn 2 0.5 

Avon 1 0.3 

Balesville 1 0.3 

Batesville 1 0.3 

Bedford 1 0.3 

Beech Grove 1 0.3 

Bloomingdale 1 0.3 
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CITY FREQUENCY PERCENT 

Bloomington 3 0.8 

Boonville 1 0.3 

Boswell 1 0.3 

Brazil 1 0.3 

Bremen 1 0.3 

Bringhurst 1 0.3 

Bristol 2 0.5 

Bronnsburg 1 0.3 

Brookville 1 0.3 

Brownsburg 3 0.8 

Butler 1 0.3 

Cedarlake 1 0.3 

Charleston 1 0.3 

Chrisney 1 0.3 

Churubusco 3 0.8 

Cincinnati 1 0.1 

Clarksville 2 0.5 

Clinton 1 0.3 

Columbus 8 2.1 

Columbia City 1 0.3 

Connorsville 1 0.3 

Crawfordsville 4 1.1 

Crown Point 2 0.5 

Danville 2 0.5 

Decatur 1 0.3 

Delphi 1 0.3 

DeMotte 1 0.3 

Denver 1 0.3 

Depauw 1 0.3 

Dubois County Rural Area 1 0.3 

Dugger 1 0.3 

Dunkirk 1 0.3 

Dyer 1 0.3 

East Chicago 1 0.3 

Eaton 1 0.3 

Economy 1 0.3 

Elkhart 1 0.3 

Ellettsville 1 0.3 

Elwood 1 0.3 

Evansville 8 2.1 

Ferdinand 1 0.3 

Fishers 1 0.3 
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CITY FREQUENCY PERCENT 

Flora 1 0.3 

Fort Wayne 18 4.8 

Fortville 1 0.3 

Frankfort 2 0.5 

Franklin 1 0.3 

French Lick 1 0.3 

Gary 1 0.3 

Gas City 1 0.3 

Georgetown 1 0.3 

Goshen 2 0.5 

Grabill 1 0.3 

Greenboro 1 0.3 

Greencastle 6 1.6 

Greeneville 1 0.3 

Greenfield 4 1.1 

Greensburg 1 0.3 

Greentown 1 0.3 

Greenwood 2 0.5 

Griffith  2 0.5 

Hammond 3 0.8 

Hanover 1 0.3 

Hardinsburg 1 0.3 

Harrison 1 0.3 

Hazelton 1 0.3 

Hobart 3 0.8 

Huntingburg 1 0.3 

Huntington 3 0.8 

Hutsonville 1 0.3 

Indianapolis 52 13.8 

Jasper 1 0.3 

Jeffersonville 1 0.3 

Kendallville 2 0.5 

Knox 3 0.8 

Kokomo 3 0.8 

Lafayette 7 1.9 

LaGrange 1 0.3 

Laotto 1 0.3 

LaPorte 2 0.5 

Lawrenceburg 1 0.3 

Ligonier 1 0.3 

Linton 1 0.3 

Logansport 1 0.3 
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CITY FREQUENCY PERCENT 

Loogootee 1 0.3 

Louisville 1 0.3 

Lynn 1 0.3 

Madison 1 0.3 

Marion 7 1.9 

Markle 1 0.3 

Martinsville 4 1.1 

Merriville 1 0.3 

Michigan City 2 0.5 

Middlebury 1 0.3 

Mishawaka 2 0.5 

Mitchell 1 0.3 

Monticello 1 0.3 

Mooresville 1 0.3 

Mount Vernon 1 0.3 

Muncie 12 3.2 

Nappanee 1 0.3 

Nashville 1 0.3 

New Albany 2 0.5 

New Carlisle 1 0.3 

New Castle 3 0.8 

New Palestine 1 0.3 

New Salisbury 1 0.3 

New Whiteland 1 0.3 

Newburgh 1 0.3 

Newport 1 0.3 

Noblesville 2 0.5 

North Liberty 1 0.3 

North Vernon 4 1.1 

Orland 1 0.3 

Oscesla 1 0.3 

Otwell 1 0.3 

Palmyra 1 0.3 

Pendleton 1 0.3 

Peru 1 0.3 

Plainfield 1 0.3 

Plymouth 1 0.3 

Portland 1 0.3 

Poseyville 1 0.3 

Princeton 1 0.3 

Quincy 1 0.3 

Redkey 1 0.3 
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CITY FREQUENCY PERCENT 

Richmond 5 1.3 

Roanoke 1 0.3 

Rockport 1 0.3 

Rolling Prarie 1 0.3 

Salem 2 0.5 

San Pierre 1 0.3 

Schererville 1 0.3 

Scottsburg 1 0.3 

Seymour 6 1.6 

Shelbyville 8 2.1 

Sheridan 1 0.3 

Shipshewana 3 0.8 

South Bend 11 2.9 

South Whitley 1 0.3 

Spencer 2 0.5 

Sullivan 1 0.3 

Swayzee 1 0.3 

Tell City 1 0.3 

Terre Haute 3 0.8 

Troy 1 0.3 

Turelene Mile 1 0.3 

Vallonia 1 0.3 

Valparaiso 3 0.8 

Veedersburg 1 0.3 

Versailles 2 0.5 

Vincennes 1 0.3 

Wabash 1 0.3 

Wakarusa 1 0.3 

Warsaw 3 0.8 

Washington 2 0.5 

West Lafayette 3 0.8 

Westfield 2 0.5 

Westville 1 0.3 

Wheatfield 1 0.3 

Whiteland 1 0.3 

Winamac 1 0.3 

Winona Lake 1 0.3 

Woodburn 1 0.3 

Total 378 100.0 
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 Question 7. County of TBI Survivor 

COUNTY FREQUENCY PERCENT 

Adams 1 0.3 

Allen 20 5.3 

Bartholomew 8 2.1 

Benton 1 0.3 

Branch 1 0.3 

Brown 1 0.3 

Carroll 3 0.8 

Cass 2 0.5 

Clark 5 1.3 

Clay 2 0.5 

Clinton 2 0.5 

Crawford 1 0.3 

Daviess 2 0.5 

Dearborn 1 0.3 

Decatur 1 0.3 

DeKalb 3 0.8 

Delaware 13 3.4 

Dubois 4 1.1 

Elkhart 8 2.1 

Fayette 1 0.3 

Floyd 2 0.5 

Fountain 2 0.5 

Franklin 1 0.3 

Gibson 2 0.5 

Grant 9 2.4 

Greene 1 0.3 

Guilford 1 0.3 

Hamilton 9 2.4 

Hancock 6 1.6 

Harrison 4 1.1 

Hawkins 1 0.3 

Hendricks 7 1.9 

Henry 3 0.8 

Howard 4 1.1 

Huntington 5 1.3 

Jackson 9 2.4 

Jasper 2 0.5 

Jay 3 0.8 

Jefferson 3 0.8 

Jennings 4 1.1 

Johnson 5 1.3 
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COUNTY FREQUENCY PERCENT 

Knox 1 0.3 

Kosciusko 4 1.1 

LaGrange 4 1.1 

Lake 15 4.0 

LaPorte 7 1.9 

Lawrence 2 0.5 

Madison 7 1.9 

Marion 52 13.8 

Marshall 3 0.8 

Martin 1 0.3 

Miami 3 0.8 

Monroe 4 1.1 

Montgomery 4 1.1 

Morgan 4 1.1 

Noble 5 1.3 

Ohio 1 0.3 

Orange 1 0.3 

Owen 2 0.5 

Parke 1 0.3 

Perry 2 0.5 

Pike 1 0.3 

Porter 4 1.1 

Posey 2 0.5 

Pulaski 1 0.3 

Putnam 6 1.6 

Randolph 1 0.3 

Ripley 4 1.1 

Scott 1 0.3 

Shelby 8 2.1 

Spencer 2 0.5 

St. Joseph 15 4.0 

Starke 4 1.1 

Steuben 1 0.3 

Sullivan 2 0.5 

Tippecanoe 10 2.6 

Vanderburgh 8 2.1 

Vermillion 2 0.5 

Vigo 3 0.8 

Wabash 1 0.3 

Warrick 2 0.5 

Washington 3 0.8 

Wayne 6 1.6 
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COUNTY FREQUENCY PERCENT 

Whitley 5 1.3 

Total 378 100.0 

 

County Region of TBI Survivor 

REGION FREQUENCY PERCENTAGE 

1 62 16.4 

2 84 22.2 

3 94 24.9 

4 68 18.0 

5 67 17.7 

Neighboring State 3 0.8 

Total 378 100.0 

 

County Area of TBI Survivor  

AREA FREQUENCY PERCENTAGE 

1 and 2 15 4.0 

3 17 4.5 

4 18 4.8 

5 12 3.2 

6 22 5.8 

7 19 5.0 

8 20 5.3 

9 10 2.6 

10 15 4.0 

11 20 5.3 

12 22 5.8 

13-16 72 19.0 

17 16 4.2 

18 6 1.6 

19 14 3.7 

20 10 2.6 

21 12 3.2 

22 17 4.5 

23 7 1.9 

24 19 5.0 

25 12 3.2 

Neighboring State 3 0.8 

Total 378 100.0 

 

 

 

 




