Background


It is estimated that 5.3 million Americans, over 2% of the population, currently live with disabilities attributed to Traumatic Brain Injury (TBI). One million people are treated and released from hospitals annually for brain injuries, and each year 80,000 Americans experience the onset of long-term disability following brain injuries. Further, vehicle crashes are the leading cause of brain injury, and drug and alcohol abuse are often involved in the cause of the crash. Falls are the second leading cause of TBI in seniors, with TBI risk being highest among adolescents and young adults. The cost of TBI in the United States is estimated to be $48.3 billion annually. (Brain Injury Association of America, 2001; CDC, 1999; Lewin, 1992; McLean, Kaitz, Keenan, et al., 1995).


The consequences of TBI are multiple and diffuse. This is why effective strategies for return to work following brain injury are often ineffective, expensive, and largely underutilized (Godfrey, Bishara, Partidge, et al., 1993; Greenspan, Wrigley, Kresnow, et al., 1996; Wehman, West, Johnson, et al., 1999; Wehman, Kregel, West, et al., 1994). The result of blunt trauma or from coup contre coup (the brain literally bouncing off the inside of the skull) of the brain can affect a person cognitively, physically, and emotionally (Brain Injury Association of America, 2001; Abreu, Seale, Podlesak, et al., 1996; Bell and Sandel, 1998; Ruff, Marshall, Crouch, et al, 1993). 

Cognitive consequences can include:

· Short-term memory loss, slowed ability to process information, trouble with concentration, difficulty with comprehension of information, communication, or written language, spatial disorientation, organizational problems and impaired judgment, difficulty with multi-tasking or complex operations. 

· Physical Consequences can include: seizures of all types and severity, muscle spasticity, double vision, low vision, blindness, loss of taste or smell senses, speech impairments such as slow or slurred speech, headaches and migraines, fatigue, increased need for sleep, balance problems, chronic pain.

· Emotional Consequences can include: lack of activity initiation or difficulty finishing tasks without reminders, increased anxiety, depression and mood swings, denial of deficits, impulsive behavior, aggression, egocentric behaviors.


Approximately 75% of individuals with TBI who return to work lose their jobs within 90 days if work supports are not in place, and it is a fact that the literature on return to work of individuals with TBI shows a paucity of efficacious models, with supported employment being the predominantly effective approach (West, 1996; West, 1995; Oliver, Ponsford, and Curran, 1996; Hirsh, Duckworth, Hendricks, et al., 1996; Johnson, Greenwood, and Schriner, 1988; Prigatano, Klonoff, O’Brien, et al., 1994; Sander, Kruetzer, Rosenthal, et al., 1996; Van der Naalt, Van Zomeren, Sluiter, et al., 1999; Wall, Niemczura, and Rosenthal, 1998).

Numerous studies and projects have aimed at return to work following a TBI, and numerous models have been explored. These include such approaches as “critical pathway care” in which care leading up to employment is maximized (Abreu, Seale, Podlesak, et al., 1995). Another approach reported on by Curl, Fraser, Cook, and Clemmons (1996) utilized paid co-worker support to increase job tenure. Still other approaches have combined pre-employment readiness training, milieu therapy, neuropyschology, and vocational coaching to increase job resiliency. The common denominator is the provision of supports and the realization by researchers and practitioners alike that competitive placement for individuals with TBI, and other significant disabilities, does not work (Wall, et al., 1998; Wehman, 2001). 

Self-Employment Development for People with Traumatic Brain Injury

The SEDTBI (Self-Employment Development for Individuals with Traumatic Brain Injury) is a NIDRR-funded project awarded to the Brain Injury Association of America (BIA) in partnership with the Rural Institute at the University of Montana and Griffin-Hammis Associates (GHA).  Its purpose is: To create self-employment for individuals with Traumatic Brain Injuries through inventive, replicable, and capacity building approaches coupled with the provision of high quality and cost effective technical consultation and program redesign in two development communities.  The project tests how best practice information and procedures may be applied to this specific group of people, how accommodations may differ from other groups entering self-employment, and how self-employment impacts the lives of the participants, their support systems, and their communities.

Currently, the two development communities are Salt Lake City, Utah and Louisville, Kentucky.  Locally, participants are supported by staff at the Brain Injury Association of Utah (BIAUT) and the Brain Injury Association of Kentucky (BIAK) in partnership with a local employment services provider, Community Employment, Inc.  Capacity building technical assistance is provided to BIAUT by the Rural Institute and to BIAK by GHA, with all parties contributing to the data being collected throughout the project.

This project seeks to build on the obvious success of supported employment for individuals with TBI, but takes it one step farther toward self-determination and self-management using a self-employment approach that borrows supported employment techniques to stabilize and bolster the individuals and the small business using a variety of post employment supports.  Supports may be provided by rehabilitation organizations, but also include a host of supports utilized by most small businesses, including mentors through the Service Corps of Retired Executives (SCORE), Small Business Development Center (SBDC) consultants and classes, Chamber of Commerce members, contracted accountants, bookkeepers, sales representatives, marketing specialists, product developers, fabricators, fellow business people, and others. 

The project team has demonstrated the effectiveness of “supported” self employment in numerous communities across the country and on Indian Reservations, and have worked with many individuals deemed “too disabled to work” or “too behaviorally challenged” to get a job. These outcomes are well documented in Rural Institute publications (Griffin, Flaherty, Kriskovich, et al., 1999; Rural Exchange, 2001; Griffin, Katz, Shelley, et al., 2001; Newman, 2001; Newman, 2000; Griffin and Hammis, 2001b).
Self-employment is gaining respect as a service option nationwide. Annually, Vocational Rehabilitation closes about 5,000 self-employment cases, or roughly 2% of their total closures. Nationally, most participants in self-employment have serious physical disabilities.  People with TBI continue to be underserved ( see USOR 2004 graphs, Appendix A & B) by state vocational rehabilitation agencies and community rehabilitation providers, the need evident in the literature and in the consumer outreach by the Brain Injury Association of America.  This project seeks to expand the successes of the past few years of the Rural Institute and Griffin-Hammis Associates in serving underserved populations using self-employment approaches (Griffin and Hammis, 2000; Griffin, 1999; Shelley, Griffin, Hayes, et al., 1999) and to study and develop these approaches to serve people with TBI.   This development project uses self-employment as both a logical extension of supported employment techniques that have proved by far the most effective employment strategy for individuals with brain injuries, and as a common-sense job accommodation that considers each individual’s unique disability status, personality, dreams, talents, and desires when developing a business model (Griffin and  Hammis, 1996; Griffin and Hammis, 2001a; Newman, 2001; Griffin and Hammis, 2001b; Wehman, et al, 2001, Griffin and Hammis, ?????????).  

Development Model and Research Questions


SEDTBI is based on a practical development model. The research questions follow a heuristic design because the research literature of return to work and TBI is barren of even slight mention of self-employment or micro enterprise. Due to this, the model must first be refined and tailored to the unique nature of TBI and its many complications and challenges. There are, however, basic data analysis points that are central to the development project, including the following research questions:

1) What is the cost of self-employment compared to existing national cost data for competitive employment?

2) What is the cost of self-employment compared to existing national cost data for supported employment?

3) What are the individual usable vocational financial resources pre-project compared to individual resources post project inception?

(4) What is the usage of assistive/universal technology in employment pre-project compared to usage post project inception?

(5) Is there an increase in consumer-reported quality of life pre and post project?


In addition, the project is documenting its observations about how self-employment development models and strategies are refined and tailored to meet the needs of individuals with TBI, as well as what types of supports are needed.  In addition, participants/business owner interviews are being recorded.  While it is too early in this project to answer the five questions outlined above, some of these initial observations and a few brief business owner profiles are presented here.

Interviews and Profiles


As the project proceeds, interviews are conducted with potential business owners (PBO), brain injury association personnel, vocational rehabilitation personnel, and unfunded resources, and personal support people (family, friends and other community members). All concur that the option of self-employment holds great promise for people with TBI. The opportunity to acquire financial resources and supply necessary personal accommodations via the business plan, staffing, and structure provides a real motivation for continued advancement toward the work goal. Through the interviews and tailoring of the self-employment process, personal values and past experience are evident in the person’s business idea, and in some cases, the influence of ready and tested markets plays an important role in the person’s choice of self-employment and the business idea. For example, in one case, the potential business owner had access to potential customers due to previous work experience, while another was encouraged by potential customers/markets to begin business operations. 

Interviews revealed that accommodation and ongoing support for both the individual and the business development effort, as well as technical support on particular aspects of the business operations are viewed as necessary both by the potential business owners and the various people supporting them.  One such accommodation is providing services and supports to the person in his or her home, which may run counter to the manner in which many providers administer services. For the person who may not be able to transport themselves to the provider’s office, or feels more comfortable working from their home, this accommodation appears to be not only reasonable, but necessary.  In some cases, community or personal supports may have to be asked to perform these functions, either by the person themselves or by the supporting personnel. 

Technical assistance with any number of business issues, website development, securing 

and preparing of business location, marketing of products and services, or manufacturing and business logistics must be provided to the extent that the person deems necessary. This type of technical assistance both serves to assist the person in focusing on the identified goals and priorities of the business, and to maintain the passion and energy associated with any self-employment initiative.

Self-Employment Profiles

Alan – Landscape Maintenance

Layton, Utah

Reason for employment choice: Alan has always liked working outdoors and landscaping.

Background: Alan’s father and two brothers are in the nursery business, so he “grew up in the business”. Alan was in the nursery business prior to injury. He was previously employed by the City of Layton in the maintenance department.

Business services: Pruning, landscape maintenance, sprinkler systems, mowing, weeding, planting all types of shrubs and trees.

Customer base: Business people, homeowners

Marketing plan: Target people that he has known through former work experiences and as a member of the community. He has not paid for any form of advertising.

Supports: Family members and customers

Margaret – Informational Web-based Publishing

Salt Lake City, Utah

Reason for employment choice: Margaret’s choice is based upon her values and her concern for other people with disabilities and their access to information to improve their quality of life.

Background: Margaret participated in the Community Computer Education Program (CCEP) which is a return to work program supplying people with computer skills and a free computer upon successful graduation. She also used the career development services offered by the BIAUT.

Business services: Publishing of web-based newsletter to supply information to people with disabilities and to showcase provider and community services. This newsletter is sponsored financially by the organizations being showcased in the various editions. Margaret will develop a listserve in order to facilitate exchange of information between herself and community members, as well as the members themselves. 

Customer base: Service providers, community businesses and organizations, people with disabilities
Marketing plan: Develop website prototype and present it to the customer base with the help of BIAUT and develop sponsors. 

Supports: Vocational rehabilitation, BIAUT, Utah Arts Council (grant writing skills class), and a personal friend for website development and graphic arts.

Paris – Therapeutic Massage and Sports Therapy

Provo, Utah

Reason for employment choice: Paris is driven to work with people with spiritual and physical needs and to supply information on healing methods.

Background: Paris had a head injury at 14. He is a licensed massage therapist who has learned a variety of techniques. He prefers to practice oriental healing techniques, and has worked with people with severe head injuries. He had a business based in a hair salon (business within a business), and a home based massage therapy business.   

Business services: Treating people with head injury and a variety of physical ailments. Treating local athletes for sports related injuries and training them to avoid injury. 

Customer base: Local college and high school athletes, people with head injury, and community members

Marketing plan: Paris is endeavoring to specialize in sports-related therapy. His first contact to provide services will be with the Brigham Young University (BYU) football program in Provo. He will then begin contacts with the local high school sports programs.

Supports: Vocational rehabilitation, BIAUT, and family members

Support Team Member Profiles

Andrew – Vocational Rehabilitation Counselor, Salt Lake City, Utah

Rehabilitation philosophy concerning self-employment and people with TBI: Self-employment is a practical approach for people with traumatic brain injury in that it allows the person to supply accommodations and supports as necessary. It may also allow people the time that it takes to become successful in competitive self-employment where typical employment may be more restrictive.

Rehabilitation approach: To allow people entering the self-employment process to be supported by local providers using limited, but flexible, VR funding for technical assistance in exploring and organizing their business.  He allows the person to develop many of their own supports and the direction of the business development process. He will develop the plan of employment (IPE) as the person identifies business goals and resources which are necessary for employment success. He is careful not to erect systemic barriers that may diminish the person’s energy for their self-employment goal.

Concerns for successful rehabilitation: The ability for people with traumatic brain injury to focus and prioritize.  

Recommendation to overcome concern: His continued meeting with the person and other support personnel to supply on-going technical assistance and help with problem solving.  

Larry – Brain Injury Association of Utah, Salt Lake City, Utah

Rehabilitation philosophy concerning self-employment and people with TBI:  Self-employment promotes a sense of self-determination for the person, and their ability to fully enjoy the freedoms of the employment process. It provides the opportunity for the person to engage in activities they truly perceive as important. Self-employment provides accommodations which may not be available through more typical employment where employers retain a stereotypic view of people with brain injury.

Rehabilitation approach: The self-employment model and its emphasis upon self-determination add purpose and direction to other aspects of the person’s life. The attainable work goal contributes to a better quality of life for the person, overall.

Concerns for successful rehabilitation: The ability to prioritize tasks that need to be done for a smoother transition. With traumatic brain injury, fatigue, mobility issues, lessened ability to concentrate, and changes in behavior may become on-going barriers which require significant accommodations.

Recommendation to overcome concern: The facilitation of supports and resources for the person on an extended basis. These would include family members, community members, existing typical services for people endeavoring to build successful businesses, and other public entities serving people with brain injury.  

General Observations: Tailoring Self-Employment Approaches


While not true of every person participating in the project, project technical assistance staff have noted some themes and commonalities specific to the people with TBI who have participated in the project.   These themes are presented here because they appear to be somewhat unique in the team’s experience in developing self-employment and small business with people labeled with a variety of other disabilities.  It would be inappropriate to mistake these themes as prerequisites or predictors of success.  Rather their impact guides and alters the process of self-employment development, changing the focus somewhat from a heavy emphasis  on individual Discovery to planning and developing the supports and strategies needed for the individual and the business to be successful.

1) Firm Business Ideas 


The people who have participated in this project have, by and large, come into the project with solid business ideas.  In many cases, people have thought through the idea and have a vision of what the business should look like, who their customers might be, and what kinds of supports they might need.  

2) Preliminary Work on the Idea

Many of the people participating in this project came in to the initial meetings with not only a business idea, but also having done significant work to move in that direction.  For example, one man came in wanting to start a foundation to provide financial assistance to individuals and families in the immediate aftermath of a brain injury and work as a trainer and presenter on issues related to recovery following injury.  He and his wife had already benefited from consultation in establishing a foundation and have filed necessary applications with the Internal Revenue Service (IRS).  He had also signed on his first few donors, who were simply waiting for the required approvals from the IRS.  In addition, he had booked several speaking engagement, and was working on building on that.

Several individuals had already started taking classes to build their expertise in their chosen business area.  One already had his massage therapy certification, another had necessary Microsoft and other certifications to aid her in starting a computer help-desk type business.  Still others have started dabbling in their chosen area, taking on a few clients and selling their product or service.  Some had joined various business owner groups for the networking and support available via these venues.  Some had already been involved with their local Small Business Development Centers (SBDC) or similar organizations.  Nearly every person who came into this project had taken some significant steps to start their business.  

3) Garnered Support

Most people who participated in this project came with some built-in or previously developed supports.  Some had significant family support, emotionally, financially, or structurally, in one combination or another.  Others had very good friends as resources, in a few cases, friends offering significant financial support for start-up.  As mentioned before, those that had accessed the SBDC or business owners groups had made supportive contacts.  These supports are key to moving the process forward.  While not all people came in with established supports, those that did presented with very solid ones.  

4) Links to the Past

In several cases, people’s business ideas were related to their pre-injury interests of experiences.  For example, one man wanted to pick work in the landscaping business that he had “grown up in”, while another wants to rebuild his pre-injury photography work as a business.  While some are interested in reconnecting with their pre-injury interests or work, others were looking to engage an entrepreneurial spirit, having run a business prior to injury.  Although there is not necessarily the desire to return to the same type of business, the desire to be self-employed remains.

5) Keep People Engaged

One of the most striking observations of the project team has been the difficulty keeping people engaged with the process.  Nearly 30% of project participants dropped out of the project.  Reasons were varied but were primarily centered around personal and family issues, or a decision that they felt uncomfortable with moving forward for one reason or another, some deciding that they just weren’t sure they wanted to be self-employed as they begin to understand it better.  In general, people have required consistent support to keep moving forward with the process of developing a business. 

6) Keep It Simple

Most people in the project have expressed a desire to keep it simple.  They state a desire to build something that allows them to do something they enjoy, build the flexibility and supports they need to be successful at work, and enable them to make some money.  The more complicated the process, the plan, and the business structure and operation, the harder it is to manage and move forward.

General Observations:  Frequently Requested Assistance and Support

Though many people did join the project with solid ideas and, in many cases, significant preliminary work, there were several areas people needed support and assistance.  In general, the assistance focused on determining if and how the idea could be turned into a sustainable business, and what kinds of supports would be needed for the individual to be successful.

1) Fleshing Out the Business Idea

People needed help taking the business idea from concept to reality.  This includes exploring the idea, looking at the product, identifying target customers/market, testing for feasibility of business, marketing, contingency planning, positioning, basic business structure, etc.  Basically people need assistance with developing the idea into a sustainable business.
2) Financing and Financial Planning 

Most people identify financial planning for the business as an area of need.  This process involves determining how much income a person needs or desires to generate from the business as a starting point.  Financial planning also includes determining what equipment and/or other start-up costs are, product pricing (considering price to produce vs. sales price), necessary production for produce desired levels of revenue, budgeting and revenue/cost projections, planning for managing the business finances, etc., and identifying sources of funding for start-up.  In most cases, the business development team seeks to use multiple sources of funding to cover the various expenses of start-up.  Funds may include Vocational Rehabilitation funds, Social Security Work Incentives (SSWI) such as Plan to Achieve Self-Support (PASS), personal or family or friend investment, and other funds available and identified locally.
3) Business Research, Planning, and Development:  The Business Plan 
The Business Plan weaves together all the elements necessary to build the business:  feasibility, product, customers, marketing, financing and budgeting, distribution, operational and management issues such as accounting, billing, staffing if needed, etc.  In addition, supports necessary for the individual and the venture to be successful are written and funded as part of the business plan. All of the information to be incorporated into the plan is studied and developed by the individual and his or her business development team (BDT).  The business plan provides the structure needed for the BDT to move forward with the business, and the information necessary for funders to commit to the self-employment venture.
4) Ongoing Support 
The provider organization is a necessary component in the business development process.  Throughout this project, provider organization staff facilitate the BDTs and have provide significant supports to the individual.  Mentoring, facilitation, guidance, support, and regular contact and encouragement of steady progress are essential factors in moving from a plan to an operational business.  In many cases the provider and/or members of the BDT are involved in assisting people to purchase and set-up equipment and helping the individual learn to use it.  Support is required to help people learn the operational details such as keeping records, managing time, appointments, deadlines, etc. and accommodations and compensatory strategies are put into play as needed.  Though it is still fairly early in the project, it appears likely that coaching and support strategies will be important on an ongoing basis for most participants.
5) Benefits Planning

Benefits planning is of critical importance in the self-employment development process.  Many people with TBI have ongoing medical expenses, so maintenance of Medicaid and/or other health benefits are a major concern.  People also express concerns about their cash benefits as for many people, this has been their only or predominant source of income since the life-altering event that resulted in the TBI.  Thorough benefits analysis, paired with planning and education  help the individual to understand the impact of self-employment net earnings on benefits, and can help him or her make informed decisions about benefit.  Further, benefits analysis and planning may reveal resources that may be brought to bear in support of the business.

The identified needs and supports for the project participants demonstrate to some extent the unique challenges and opportunities available to people with disabilities via self-employment.  While the SBDC, SCORE, and other organizations are valuable resources and can be extremely helping is setting up the business, their experience with people with TBI or other disabilities is limited.  This may impact perception of the individual’s likelihood of success or failure, and may hinder the understanding of what and how to build in the essential supports needed by the individual.  Further, benefits planning is not typically part of the business planning process for people who are not receiving Social Security and/or other benefits.  There are also sources of funding available to people with disabilities to help with business start-up and development that are not available to people of the general population such as Vocational Rehabilitation and Social Security Work Incentives.
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