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I.  Overview 
 

The Training and Advocacy Support Center (TASC), receives funds from the Human Services 
Resources Administration to provide training and technical assistance to protection and 
advocacy traumatic brain injury (PATBI) programs, so that they can better serve their clients.  
PATBI programs are funded by Congress to provide legal advocacy to protect the civil rights of 
individuals with traumatic brain injury (TBI). As part of our efforts to provide services that meet 
the needs of individuals with TBI, TASC recently distributed a TBI Discussion Guide. The guide 
was distributed to individuals with TBI and their family members and asked questions about 
access to TBI programs, services, and supports.  The questions were designed to identify 
possible legal rights violations individuals may have experienced. Information from the guide is 
being used to better focus TASC training and technical assistance.  In addition, the guide may be 
used as a reference for PATBI programs, as they struggle to decide where to focus limited funds. 
  

 
II   Overview of Findings: 
 
Between Mid-November 2004 and January 5, 2005, TASC received 64 completed TBI 
Discussion Guides.  All but a handful of respondents identified themselves as having a TBI or 
having a family member with a TBI.  The other respondents indicated that they provide direct 
supports to individuals with TBI. Responses came from all over the country, with a high number 
from Maine, Pennsylvania and Washington State.   
 
The TBI discussion guide asked respondents to check from a list areas where they experienced 
difficulty accessing TBI services or other community opportunities.  The services listed were 
those regulated under federal law.  The guide also asked respondents to “please tell us any other 
problems you are having because of a TBI.”  The top areas where respondents noted difficulty 
were:  
 
1) obtaining vocational supports and employment;  
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2) finding and paying for appropriate health care; and  
3) accessing community-based services.   
 
Frequent responses to the question about “other problems” as a result of TBI, included:  
 
1) social isolation;  
2) public misunderstanding of TBI;  
3) barriers to health care; and  
4) too few medical professionals knowledgeable about TBI.   
 
Not surprisingly, the top areas of difficulty were similar to the top areas of training and technical 
assistance that PATBI programs requested of TASC, in an October 2003 PATBI needs 
assessment.  For example, individuals with TBI reported access to health care and professionals 
knowledgeable about TBI as a barrier.  PATBI programs sought training and assistance from 
TASC on:  TBI specific Medicaid waivers; help identifying individuals with TBI who have been 
misdiagnosed; information about TBI treatment models; and identification of TBI experts.  The 
clear connection between the top barriers mentioned by consumers and frequent requests for 
TASC technical assistance suggests that PATBI is addressing the main legal concerns of 
individuals with TBI. 
 
III Methodology 
 
The TBI discussion guide asked respondents to identify if they had ever had trouble accessing a 
TBI service or program.  The services listed were those primarily funded and regulated under 
federal law.  Trouble accessing the service could thereby suggest a possible violation of federal 
law.  (Examples include:  failure to comply with the Individuals with Disabilities Education Act; 
and poor enforcement of the Olmstead v L.C. Supreme Court decision, etc.)  In addition to 
answering questions about access to TBI supports, the discussion guide asked for individuals to 
“please tell us any other problems you are having because of a TBI.”   
 
TASC distributed the TBI discussion guide in mid-November to all P&A programs and to 
NASHIA, TBI, TAC, and the BIA.  TASC/NAPAS asked these programs to pass on the guide to 
anyone they knew who had a TBI or had a family member with a TBI.  TASC also posted the 
guide on its website, www.napas.org.  PATBI programs, and many others, distributed the guide 
to TBI advisory boards, TBI support groups, and past clients with TBI.   
 
64 individuals completed the guide and e-mailed or mailed the form back to TASC/NAPAS. 
About 20 percent of the respondents were from Maine and about 10 percent were from 
Washington State. The remaining respondents reside across the nation.  TASC/NAPAS stopped 
collecting responses on January 5, 2005. 
 
IV Summary of Findings 
 
NAPAS received a total of 64 surveys.  Results suggest that the follow issues are ripe for PATBI 
assistance:   
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1) Addressing barriers to employment. (Additional comments tell us that access to 
education and vocational rehabilitation are key to employment difficulties.  Another 
major barrier is the refusal to provide accommodations because employers and educators 
do not understand TBI symptoms and may not believe an individual has a disability). 

 
2) Access to health care.  (Additional comments tell us that lack of access to medical 

professionals who can adequately diagnosis and understand TBI is a particular problem.) 
  

 
3) Access to community services to live independently in the community.  (Additional 

comments tell us that often the services needed are low tech and inexpensive, such as, 
help with household chores, organization, and bill paying.  Failure to obtain community 
supports has sometimes resulted in unnecessary institutionalization.) 

 
4) Education about TBI  (This is a shortened statement of numerous expressions of social 

isolation, depression, and a feeling that people don’t understand TBI.)  
 
RESULTS OF THE TBI DISCUSSION GUIDE 
TOTAL RESPONDENTS:  64  

62□ You or your family member has a TBI 

14□  You need extra supports to do well in school, like tutoring or a computer but 
the school has not given them to you.  

46□ You have difficulty finding or keeping a job because of a TBI.  

41□ You need help paying for health care  

26□ You need help getting social security because of a TBI.   

41□  You need help, because of a TBI, to live more independently in the 
community, 

12□ You need help to move out of a nursing home and into the community. 

28□  You are having difficulty finding housing or have been evicted from housing 
because you have TBI. 

20□ You think you could use a computer to help you at work or school, because of 
a TBI, but you can’t afford it or don’t know what computer you need.  

10□ You are in prison, or jail and you are not getting medical or other services you 
need. 
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14□  You have been told you can not vote because of a TBI. 
22□  You have been told to leave a public place, such as a restaurant, theater, or 
store, because of how you act as a result of a TBI. 
 
10□  You have been abused or harmed by others as a result of having a TBI 
 
Please tell us any other problems you are having because of a TBI.   
 

SUMMARY OF COMMENTS 1
 
Comments are grouped together, in order to demonstrate trends.  The categories are underlined 
and in bold. 
 

BARRIERS TO MEDICAL CARE AND SERVICES 
 
You can’t get access to cognitive therapy if you only have mild, not severe, TBI, but 
cognitive therapy would help my son.- 
They say because of when I had my brain injury they can not provide me with what I need 
and I was kicked out of the outpatient program.- 
You can’t get access to services if you have ABI and not TBI.- 
I can’t get services outside of the hospital. - 
It is hard to find medical help for ongoing health problems as a result of TBI, especially 
headaches, vision problems and fatigue.- 
Doctors don’t understand survivors of TBI and have inappropriate evaluations.- 
I am unable to find general practitioners who is adequately understanding of TBI.- 
I can’t find qualified providers or get accurate diagnosis our health care system does not have 
the technology to properly assess my needs.- 
Medical professionals need to be trained on TBI symptoms and treatment.- 
I have been prescribed the wrong medications, misdiagnosed and psychiatrists and 
counselors don’t understand TBI.- 
I have worked as a nurse for individuals with TBI for 25 years, they can help you medically 
after the injury but there are not enough services at the back end to help with re-entry.- 
Commercial insurance is exhausted before a persons need for therapy is gone, if a person has 
Medicaid that helps, however Medicaid and SS are slow in making decisions.- 
I am not getting the services I need from workers compensation.- 
We need to eliminate the control insurance companies have over patients.- 
 
BARRIERS TO COMMUNITY BASED SUPPORTS, UNNECCCESSARY 
INSTITUTIONALIZATION: 
 
My son has been beaten by other kids, no one is helping him learn to be independent, I worry 

                     
1 *Many of the comments received described the physical symptoms of TBI and described the history of how the 
respondent acquired the TBI.  Some respondents did not complete the survey, but spoke of legal issues in a narrative 
letter format.  In these situations, I have transcribed some and summarized others.   
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about when he becomes an adult.- 
I am in a nursing home because community supports are not available.- 
My daughter is in a nursing home because I can’t get help to take care of her in my home, 
she should be with me.- 
It is very difficult to find services to help my husband live at home, he is only 33 and I don’t 
want him in a nursing home.-   
There is very little information to help someone learn about resources and then access them.- 
I need help with organizing my home especially assistance to provide for my son who has 
ADHD.- 
I need help paying my bills and shopping I need someone to help me.- 
I need help paying my bills.- 
I move in and out of nursing homes because I fall or get sick, I am often homeless.- 
We need help with voting, such as identify citizens with TBI by county and help with 
registration.- 
Help with transportation, lack of transportation prevents me from community involvement. 
 
BARRIERS TO HOUSING: 
 
Housing is becoming a problem, I need mentoring and counseling due to prolonged 
compound and cognitive disorders.- 
Druggies and homeless people move into his house and because of this he has been evicted.- 
Our condo association is not allowing use to put up and attractive lattice fence on our 2 
patios to prevent my wife with TBI who has vertigo from falling off the deck.- 
No one helps me and I get hungry and cold when I can’t find a place to live.- 
 
BARRIERS TO SCHOOL AND WORK: 
 
VR has denied me schooling, because I can’t attend full time with a TBI.- 
Faculty members refuse to provide accommodations, because they do not believe you can not 
do the work without accommodations.- 
I have subtle symptoms and the faculty is adversarial, they failed to recognize I had a 
learning disability.- 
I would not even know how to begin to work, I need rehabilitation therapy and counseling, 
especially on handling personality and sexual behaviors.- 
Train employers that they have to provide help, develop a video that could be taken to 
employers that could explain how to work with TBI, take training about rights to employers.- 
Provide mediation assistance in employment.- 
Employers don’t consider you capable, so they don’t bother to train you.  You are not 
considered for promotions.  They think because you are slow you can not learn.- 
I have an old computer but can not get help learning what programs could help me with 
cognitive reasoning and short term memory.- 
Social security comes down on me and makes me feel like they are doing me a favor.- 
I have had a long time-line of hassles with SSA.- 
 
POLICE MISUNDERSTANDING AND INCARCERATION: 
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Police don’t believe me when I tell them I am abused.- 
Police think I am drunk because of my balance.- 
I lose my temper and I have been arrested several times.- 
I have had repeat admissions into mental facilities and jail because they don’t have the 
services to help me outside.- 
He has been in jail and nobody, not even his case worker, knew anything about TBI.- 
My son was in jail and isolated for 23 hours to keep him away from other inmates who might 
harm him, but the isolation made him psychotic and he struck a guard they handled him 
roughly as a result and he was bleeding.  They chained him to a chair for 16 hours without a 
bathroom or food. 
I went to jail twice and the court ordered me to rehab, but there was no place for me to go 
when the rehab was done, I will end up without a home or jail.- 
 

SOCIAL ISOLATION, DEPRESSION, AND PUBLIC MISUNDERSTANDING:
 
My family and friends don’t want me around them.- 
My family doesn’t like to be with me.- 
My family tries to get rid of me and I get kicked out of school.- 
No one likes me.- 
I feel Invisible.- 
I am Lonely.- 
I am isolated.- 
Isolation, friends are tired of me mentioning TBI.- 
There is no hope.- 
My family left me and I can’t see my children.- 
I want to die if I can’t live better and have hope.- 
My family hates me I lost my house and all my money.- 
Lack of public understanding of TBI.- 
Lack of socialization.- 
TBI is an invisible disability, if people can’t see it they don’t believe it, when we ask for help 
people don’t really believe that we need it.- 
I am tired of being treated like I am faking it.- 
I can advocate for myself, but I have experiences facing confrontations by adversaries.- 
Everyone turns away from me because they say I have a brain injury.- 
I get kicked out of public places all the time because they say I scare people.- 
My guardian does not understand me.- 
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