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Andrew Brady Newborn – wearing the camouflage hat – had a lifelong dream: to ride in the General Lee from the Dukes of Hazard. This summer Terry and Joey Gowdy made that dream come true. While visiting the General Lee, Andrew had the chance to speak by phone with Catherine Bach and John Schneider – Bo and Luke Duke. 

Andrew has a severe form of epilepsy coupled with developmental delays and learning disabilities. The event took place not long after he had surgery related to his seizures. Thanks to Phil Garner of Buffalo River Services for passing along his story.
Cover Quotes:

 “The only disability in life is a bad attitude.” - Scott Hamilton 
“Learn from yesterday, live for today, hope for tomorrow.” - Albert Einstein
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TN Disability Community Loses Leader & Friend
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InFormation: Reflections

Birthdays are a time of reflection and July is particularly meaningful for disability advocates across the country. Not only do we celebrate our nation’s birth and independence, but also the “birth” of the Americans with Disabilities Act (July 26th, 1990). The ADA celebrates its 20th birthday next year.

During the effort to pass the ADA, Rep. Ron Dellums of California spoke eloquently on what the ADA meant for so many, “a plenary civil rights statute designed to halt all practices that segregate persons with disabilities and those that treat them . . . differently. By enacting the ADA, we are making a conscious decision to reverse a sad legacy of segregation and degradation.” And so began the modern era of disability advocacy. People with disabilities saw reason for hope with one popular bumper sticker proclaiming “to boldly go where everyone else had gone before.” And success has been seen in the simplest of things: friends, with and without disabilities, sitting together at the movies; calling each other using a relay service; riding a bus that has a lift and auditory signals. Throughout the past 19 years the ADA has fundamentally changed the landscape in America, albeit more slowly than many of us hoped.

Much like 1954’s historic Brown v. Board of Education decision, the Supreme Court’s Olmstead decision in 1999 struck a blow against segregation, but this time in the provision of long-term care services. Lois Curtis and Elaine Wilson had to go to the highest court to seek the protection of the ADA because Georgia’s Department of Human Resources continued to segregate them in a state psychiatric hospital long after the agency’s own treatment professionals had recommended their transfer to community services.

The 10-year-old decision gave teeth to the ADA’s integration mandate that requires public agencies to provide services “in the most integrated setting appropriate to the needs of qualified individuals with disabilities.” This year, Tennesseans can better appreciate that decision as the state makes a renewed effort to end its institutional bias with implementation of the Long-Term Care Community Choices Act. The ADA, coupled with the Olmstead decision, has helped to give Lois Curtis, Elaine Wilson, and countless other Americans access to lives and opportunities that are reflective of fundamental American values. Americans believe in both self-determination and civic virtue. All Americans, with and without disabilities, strive to build lives that reflect individual and community success. This is defined by:

Freedom – The opportunity to choose where you live, with whom you live, and how you organize the important aspects of your life.

Responsibility – The obligation to use your personal and community resources wisely and to contribute to your community.

Independence – The ability to control your own resources and to direct how resources are effectively used on your behalf.

These are the values that I celebrate every July 4th and July 26th. The ADA and the Olmstead decision have given us a start on transformation. It will happen – for everyone. That’s the American Dream.

Project BRAIN: Local Lasting Supports for Tennessee Students with TBI

The Tennessee Disability Coalition and the Department of Health’s statewide Traumatic Brain Injury (TBI) Program established a partnership in July of 2000 with a shared goal of improving educational outcomes for Tennessee students with TBI. As defined by the Individuals with Disabilities Education Act (IDEA), TBI is an acquired brain injury caused by an external physical force, resulting in a functional disability that adversely affects a child’s educational performance.

Project BRAIN is a Resource & Information Network for educators, families, and healthcare professionals who support Tennessee students with TBI. Based on a successful TBI Resource Team Model implemented in other states, Project BRAIN has established 18 Resource Teams in selected school systems across the state. BRAIN Resource Teams are comprised of professionals from varying disciplines who have received extensive training on educating students with TBI. Team Members act as consultants for the school systems in which they work and may also provide basic training and resources to colleagues and families as needed. Recently, the program was awarded a competitive implementation grant which will expand its scope and build on previous successes.

Background: TBI and Children

Disabilities resulting from a traumatic brain injury affect the lives of nearly 5.3 million Americans. A TBI can happen to anyone at anytime. For children and adolescents in the United States it is the most frequent cause of disability and death.

Public awareness of brain injuries and how to prevent them has grown significantly in the last twenty years. Survival rates continue to increase as does our knowledge of effective rehabilitation practices for survivors. As a result, the potential for people to regain skills and independence after injury grows more promising.

No two brain injuries are the same. The impact of a TBI upon a child is determined by several factors including the child’s developmental stage, severity of the injury, the ability to avoid future compounding injuries, and the expertise of educators who will be working with the child in the classroom. For children the medical recovery and the post injury rehabilitation process are less predictable.

Complicating a child’s recovery is the transition process from hospital to home to school. Typically children are released from a medical facility into their parents care. However, ongoing care will take place in the school where children spend so much of their time each day.

Each brain injury is unique to the individual therefore supports and strategies will need to be individualized.

Understanding Transitions Hospital to Home to School

There are many reasons why families may leave the hospital or emergency room ill-equipped to deal with the challenges their child may face in the future. The initial concerns with having a child in the emergency room coupled with a barrage of questions about health history and insurance can be overwhelming when a child incurs any injury. Unfortunately, hospitals do not consistently provide appropriate educational materials to alert parents to possible symptoms of traumatic brain injury and the importance of sharing this “event” with the school system.

In addition, time constraints can prevent hospital staff from fully explaining or emphasizing the possible effects of a brain injury. When information is provided, it’s possible that, in the heat of the moment, parents may be focused more on visible, physical injuries they understand, such as a broken bone, while discounting information about signs and symptoms of a TBI. As a result, it is not unusual for parents to leave an emergency room or hospital with more questions than answers.

Healthcare professionals are eager to learn the best practices of transitioning a student’s return to school. Ideally, tools and resources provided upon hospital discharge set the stage to improve the educational success of a student with a brain injury. Once a child has returned home, challenges may develop upon returning to familiar routines at home and in school. Parents and healthcare professionals do not always alert schools about a student returning with a TBI.

Therefore, the school is not prepared to transition the student appropriately. In some cases, schools aren’t notified because of assumptions by families and healthcare community that if a child returns to school with residual symptoms, school personnel will recognize them and know what to do. The absence of effective communications and procedures for transitioning students from hospital to home and into school, many students with a TBI who need specialized services are not always properly identified. In contrast, children with a TBI who are discharged from pediatric rehabilitation units have access to a systematic and thorough transition process that makes it easier to reintegrate the student successfully back into the classroom. This is where Project BRAIN comes into play by sustaining relationships in support of the child.

Next Steps

To address these concerns Project BRAIN is building a bridge between healthcare providers, families, and educators – one that will improve TBI education & understanding and outcomes for the children and their families impacted by a TBI. Thanks to a new grant, the work will continue to expand in the coming months and years.

One way to improve care is by establishing effective and ongoing communication links between hospitals, homes and schools, thereby providing the opportunity for a student’s overall well-being. Toward this end, a new training module, Partners in Communication: Supporting Student Transitions, Hospital to Home to School has been developed. This training was designed to support, educate and assist healthcare professionals with necessary tools and resources for the student and family.

By learning about how to improve care of a student following a TBI, Tennessee’s healthcare community has expressed heartwarming enthusiasm and energy. This has strengthened collaborative partnerships. Using evidence-based research from the Teaching Research Institute of Western Oregon University,
Project BRAIN is working closely with Monroe Carell, Jr. Children’s Hospital at Vanderbilt. Efforts are underway to implement a hospital-to-school transition liaison component which will directly improve outcomes for students with TBI.

As Project BRAIN tackles these new endeavors in the coming months, there are a number of tools available today to help everyone begin to understand the potential challenges posed by a TBI. On pages 7 and 8 we have republished Project BRAIN’s tool entitled: When Your Child’s Head Has Been Hurt. This tear-out resource for families and school systems will help identify changes that may occur following a TBI. 

Project BRAIN’s website features an online Virtual School that you can visit to learn more about TBIs. And, of course, we have Resource Specialists available across the state. To learn more about Project BRAIN and the Virtual School, visit

www.tndisability.org/brain or contact a Resource Specialist in your area for more information. 
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Project BRAIN funding is supported in part from the Health Resources and Services Administration’s Maternal and Child Health Bureau, TN Department of Education, Division of Special Education, and the TN TBI Program. The grant is administered through the TN Disability Coalition.

Children with Brain Injury: Recovery & School

By: Marilyn Lash, M.S.W. of Lash & Associates Publishing/Training Inc.

How do children recover?

The recovery process for children with a brain injury is complex because the child’s brain is still developing. A new view of brain injury recovery in children describes two phases.

Immediate recovery phase

This is the time from the injury up to about one year. During this phase, the child may receive emergency medical treatment as well as intensive hospital care and rehabilitation with dramatic improvements in cognitive, motor and social skills. Because of this rapid change, families often bring their child home with the expectation of a full or almost complete recovery (Bond Chapman, 2006).

Latent recovery phase

This the period from one year after the injury to years later, even up to young adulthood. The full impact of an injury to a developing brain becomes apparent during this later phase (Bond Chapman, 2006). For more of this article from Lash Publishing: http://tinyurl.com/lash-brain
TBI – By the Numbers
• Every 21 seconds, one person in the U.S. sustains a TBI.

• More than 50,000 people die every year from a TBI.

• 80,000 Americans annually develop a long-term disability after a TBI.

• Approximately 7,000 Tennesseans are admitted annually to the hospital with a TBI.

• In Tennessee, vehicle accidents cause 43% of all brain injuries and falls account for 34%
• Young males between the ages of 15 to 24 have the highest rate of injury.
Source: http://health.state.tn.us/TBI/index.htm
Resource Links

TN TBI Registry Data

http://tinyurl.com/tn-tbi
Brain Injury Association of America

http://tinyurl.com/bia-facts
Navigating the School System

http://free.braininjurypartners.com/
School Transition & Re-Entry Program

http://tr.wou.edu/step/index.htm
General Information for Parents & Educators

http://tinyurl.com/w-oregon
Center for Children with Disabilities

http://tinyurl.com/more-tbi
WHEN YOUR CHILD’S HEAD HAS BEEN HURT – Adapted from PDF Flyer
Many children who hurt their heads get well and have no long-term changes. Some children have changes that might not be noticed right away. You may see changes in your child over the next several months that concern you. This card lists some common signs that your child may have a mild brain injury. If your child has any of the problems on the list - AND THEY DO NOT GO AWAY - see the “What to Do” section on the last page of this sheet.
These changes don’t happen often.  If your child has any of the difficulties on this list, contact your doctor as soon as possible.

• Severe headache that does not go away or get better

• Seizures: eyes fluttering, body going stiff, staring into space 

• You seem to forget everything, amnesia 

• Hands shake, tremors, muscles get weak, loss of muscle tone

• Nausea or vomiting that returns

ADDITIONAL HEALTH CONCERNS 

HEADACHES

• Headache that keeps coming back 

• Pain in head muscle 

• Pain in head bone (skull) 

• Pain below the ear 

• Pain in the jaw 

• Pain in or around the eyes 

BALANCE DIFFICULTIES

• Dizziness 

• Trouble with balance 

SENSORY CHANGES

• Bothered by smells 

• Changes in taste or smell

• Appetite changes 

• Ringing in the ears 

• Hearing loss 

• Bothered by noises

• Can’t handle normal background noise

• Feels too hot 

• Feels too cold 

• Doesn’t feel temperature at all

• Blurry vision 

• Seeing Double 

• Hard to see clearly “hard to focus” 

• Bothered by light
SLEEP CHANGES

• Can’t sleep through the night 

• Sleeps too much

• Days and nights get mixed up

PAIN CONCERNS

Neck and shoulder pain that happens a lot 

• Other unexplained body pain 

BEHAVIOR and FEELINGS 

Changes in personality, mood or behavior 

• Is irritable, anxious, restless

• Gets upset or frustrated easily

• Overreacts, cries or laughs too easily

• Has mood swings

• Wants to be alone or away from people

• Is afraid of others, blames others

• Wants to be taken care of

• Does not know how to interact with people

• Takes risks without thinking first

• Is sad, depressed

• Doesn’t want to do anything, can’t “get started”

• Is tired, drowsy

• Is slow to respond

• Trips, falls, drops things, is awkward

• Eats too little, eats all the time, or eats things that aren’t food

• Has different sexual behavior “older children”

• Starts using or has a different reaction to alcohol or drugs

• Takes off clothes in public

THINKING DIFFICULTIES 

• Has trouble remembering things

• Has trouble paying attention

• Reacts slowly

• Thinks slowly

• Takes things too literally, doesn’t get jokes

• Understands words but not their meaning

• Thinks about the same thing over and over

• Has trouble learning new things

• Has trouble putting things in order “desk, room, papers”

• Has trouble making decisions

• Has trouble planning, starting, doing, and finishing a task

• Has trouble remembering to do things on time

• Makes poor choices “loss of common sense”

TROUBLE COMMUNICATING 

• Changes the subject, has trouble staying on topic

• Has trouble thinking of the right word

• Has trouble listening

• Has trouble paying attention, can’t have long conversations

• Does not say things clearly

• Has trouble reading 

• Talks too much

WHAT TO DO

· If your child has any of the difficulties on this list, and they don’t go away: Ask your doctor to refer you to a specialist in head injury who can help you learn skills (rehabilitation)

· Ask your doctor to have you seen by a Board-certified Neuropsychologist. This specialist can help you understand and deal with your child’s behavior and feeling changes. 

· Call the Tennessee Traumatic Brain Injury Program for more information: 1-800-882-0611

For additional resources visit:

· http://health.state.tn.us/TBI/index.htm   
· www.tndisability.org/brain   

We have only listed the problems seen most often when a child’s head has been hurt. Not every problem that could happen is on this list.  To obtain this information in an alternative format, contact the TBI Technical Assistance Center at: 202-882-0611

Project BRAIN is supported in part by project H21MC06739-03-00 from the U.S. Department of Health & Human Services Health Resource and Services Administration, Maternal and Child Health Bureau.  Additional support is from the TN Dept. of Education division of Special Education.  The contents of the publication are the sole responsibility of the authors and do not necessary reflect the views of the DHHS.  Project BRAIN is a project of the Tennessee Disability Coalition, implemented through a contract with the TBI Program of the TN Dept. of Health.

Making WISE Employment Connections

Social Security beneficiaries across Tennessee have wised up on employment options! Tapping into the right support system with the help of Work Incentives from the Social Security Administration (SSA) can make career satisfaction and improved earning potential more accessible to many people with disabilities. Work Incentive Seminars (WISE) are community events that provide an opportunity for people who receive SSA disability benefits and their families to learn more about available work incentives through a friendly, accessible, informal learning environment.

Benefits to Work’s Community Work Incentive Coordinators have collaborated with Tennessee’s Division of Rehabilitation Services, the Disability Law & Advocacy Center of Tennessee, Employment Networks and other employment support providers to provide information about services and opportunities to support employment for beneficiaries in the community. So far events have been held in Knoxville, Oak Ridge, Johnson City, Chattanooga, Cookeville, and Clarksville, with more to come.

Through a formal presentation and informal time with partners, WISE participants have the chance to:

• Explore opportunities to increase income

• Learn about the Ticket to Work Program and other Work Incentives

• Find disability service providers and other resources to help navigate the career development path

• Explore employment options that do not risk loss of Social Security Benefits

These events are real chances for beneficiaries to begin to make WISE connections while they explore a return to work! For more information or to sign up for a FREE WISE in your area, please visit www.cessi.net/wise or call Benefits to Work at: 1 (888) 839-5333.

Upcoming WISE Events
September 15 – 1:00pm Central Caring Inc. 300 Ridley Drive Jasper, TN 37347-3024 
September 16 – 10:00am Central Vocational Rehabilitation Office 91 Volunteer Parkway Manchester TN 37355 (931) 723-5070 
September 23 – 10:00am Eastern Tennessee Career Center 59B Excellence Way Vonore, TN 37885 (423) 884-2400, TTY: (866) 868-3830 
October 13 – 10:00am Eastern Tennessee Career Center 6057 West Andrew Johnson Hwy. Suite 6A Talbott, TN 37877
Coalition Small Grants: Spring Awards

When the Tennessee Disability Coalition was founded, it received critical support in the form of small grants and in-kind resources from several more established organizations. This support was instrumental in providing the Coalition with the tools it needed to get off the ground.

The Coalition recognized the value of the support we have received and wanted to do the same for others. In 2003, under the leadership of Board Members Carolyn Gibson and Kim Hines, the Coalition made a commitment to develop a reserve fund to support a small discretionary grants program to assist other organizations.

In 2008, the Coalition’s Small Grants Program kicked off with grants to a half-dozen group. This summer, the program continues with a new round of award recipients. The Coalition’s Small Grants Committee, chaired by Errol Elshtain of the Council on Developmental Disabilities, reviewed 22 initial letters of interest and 9 follow-up proposals, recommending three proposals for funding. 
Congratulations to the following award recipients:

Tennessee Health Care Campaign In Nashville – The project will reach out to the 150,000 medically fragile Tennesseans at risk of losing health coverage due to the re-verification process for those in the SSI/Daniels class of TennCare. THCC will conduct 15 or more education training meetings across the state for patients, families, caregivers, providers, and advocates who need to know what is happening to the SSI/ Daniels class and what they can do about it.
The project’s goals are to:
1) engage patients, their families and caregivers, advocates, and others about the risk of losing TennCare coverage within weeks or months,

2) educate and train Tennesseans about their options, including appeals, and

3) encourage those affected to contact state legislators regarding the need to re open the Medically Needy (Spend Down) Standard TennCare category.

LifeLine, Inc. in Chattanooga – The project will expand the parent training and mentoring components of its outreach program, ParentLink, as well as train families in the role of board membership. LifeLine’s three major purposes are to provide support, education, and respite care for caregivers to those with special needs in order to help them thrive, not just survive. The organization began with four families in 2003 and serves more than 500 families today with a completely volunteer board and a staff funded by donations. The majority of its board members and volunteer staff are families who were served previously by LifeLine and are therefore ideally suited to serve and mentor others in the program.

Friends of Tennessee’s Babies with Special Needs in Knoxville – The project will restock and repair their Hearing Aid Loaner Bank for children ages 0 to 3 in sixteen East Tennessee counties. Since 1995, the Loaner Bank has assisted children in obtaining trial amplification as soon as possible after diagnosis until they are able to receive hearing augmentation of their own.
A year after Claire’s Law was passed, requiring every newborn to be screened for hearing loss prior to hospital discharge, audiology providers are finding it difficult to get payment for hearing aids from some TennCare managed care organizations. To make matters worse, some of these providers have ceased to provide the services until the situation is straightened out. As a result, some children who need hearing aids are not receiving them in a timely manner. This makes the Loaner Bank even more critical to infants and young children with hearing disabilities.

Family Support Program:
On Life Support

One of the first initiatives undertaken by the Tennessee Disability Coalition was led by our Family and Personal Support Task Force in 1991-92. The group led efforts to develop and advocate for legislation to establish the Family Support Program, the only home and community-based, cross disability program in state law. 

Created by the General Assembly in 1992, Family Support was established within Title 33 of the TN Code and is the responsibility of the Division of Mental Retardation Services (DMRS). It is an entirely state-funded program designed to help persons with significant disabilities remain at home, with their families, and in their local communities.

This is accomplished through funding for services such as respite care, personal assistance, home modifications, vehicular modifications, specialized equipment, transportation, homemaker services, and more. Family Support services are available in all 95 counties with each county having an allocation based on its population. This program currently serves 3,528 families in Tennessee, but there are currently more than 6,183 families waiting to receive this funding assistance. The average expenditure last year was $1,507 per family, an exceptionally modest cost compared to the institutional care that some families might turn to without the assistance.

Family Support is unlike any other state program. It is governed by more than 200 volunteers statewide who staff state and regional Family Support Councils.

It is family-centered with the flexibility to allow families to access the supports that are helpful to meet their unique needs as well as one of the most cost-effective programs in state government with extremely low operational costs. 
Furthermore, it is the only state program that provides services to persons with disabilities of all ages, regardless of type of disability.

A Future in Doubt
The new state budget eliminated recurring (or long-term) funding for Family Support and replaced it – for one year only – with $7.3 million in federal stimulus dollars. However, in a pre-emptive move, DMRS has chosen to contract with Family Support providers for only $6.3 million dollars for fiscal year 2009-2010. It is not clear what DMRS plans to do with the remaining $1 million dollars that the General Assembly allocated for Family Support.

The situation will worsen in late 2010 when the program will be virtually eliminated. Many families across Tennessee are struggling in today’s economic times. However, these looming cuts in Family Support will deepen the crisis for Tennessee’s families who have family members with special healthcare needs and/or disabilities.

Family Support in Action

Ben and Dorothy Harrison from East Tennessee have taken care of his sister, Margaret, for 14 years since her parent’s passing. Although Margaret requires constant care, the Harrison’s only state support is from Family Support Program. The Harrison’s use their Family Support funds to supplement care that is not covered by Margaret’s Medicare and Medicaid. The family has remodeled their bathroom to make it easier to bath and care for Margaret and added a wheelchair ramp to access their home. In addition, Margaret has more expensive dietary requirements and medication that often must be paid for out of pocket.

Ben wants legislators to realize how important the Family Support Program is to his family and families across the state. He has sacrificed for his sister, going so far as to retire early to care for her. Ben said, “I thank God for Family Support.” Down the road he is afraid that that it will be necessary to place Margaret in an institution or nursing home as a condition of getting care.
 In West Tennessee a woman echo’s those concerns for herself. With a myriad of health issues, including insulin dependant diabetes, severe allergies, and mobility issues, she finds it difficult to accomplish routine, day-to-day activities. She lives alone in an apartment and relies upon homemaker services through Family Support to cope.

In addition to the upkeep of her apartment, the homemaker services help her get groceries and medicines. She faces four home inspections a year and the results of these inspections can impact whether she can continue to live in her apartment. “I can’t do most of the physical cleaning that is required to pass these inspections,” the woman shared. “My homemaker plus is what I call my services. They have been such a blessing …If I can’t pass my inspections, I can be evicted. Without support I would have to live in a nursing home, and I don’t want to.”

Of course, adults are not the only ones facing cuts in supports in services. Parents such as Leisa Hammett are also looking for ways to make up for cuts to services. Grace Goad, Leisa’s daughter, previously received funds for respite and other needed supports such as immune supplements that her doctor recommends.

At 15 years of age, Grace requires childcare and that isn’t something you can find with any daycare, certainly not cheaply. Leisa now utilizes her Family Support Funds to help cover these expenses, “Due to the level of supports Grace needs, and being a single parent, I must work from home.” Leisa expressed concern not only for her family’s need, but also for those across the state in similar situations. It is becoming increasingly difficult for many families to make ends meet, but having a child with a disability makes it all the more challenging.
These are the families who need the help of Family Support, a program that, in the overall budget, is a drop in the bucket for the state, but priceless for thousands of families.

Facts about Family Support

• Provides help to about 3,500 families.

• Average family received about $1,500 last year.

• Administrative costs are limited to 15% of its budget.

• Program consistently gets high marks from families.

• The program has not had a budget increase in five years.
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Balancing the Budget on the Backs 
of People with Disabilities

Passing a state budget is always challenging, but even more so this year. Like many states, Tennessee has experienced significant declines in state revenue and expects further shortfalls in 2009- 2010.
After much work and seemingly infinite delays, the General Assembly passed a budget on June 17th. The budget serves as a blueprint for state appropriations and was signed by the Governor on June 25th. The 129- page budget can be found online at www.tinyurl.com/tnbudget.

The most striking feature of this year’s budget is the disproportionate share of cuts that impact people with disabilities. These cuts came out of the state’s base budget for health, human services, and disability programs, slashing or ending the recurring funding that supports preventative care and the safety net for Tennesseans.

Although legislators made modest changes, the budget is largely the same as the one proposed by the Governor and administration officials in March. Some of the changes reflect updated economic numbers. One notable amendment was the addition of approximately $5 million in nonrecurring dollars “for the purpose of making grants on a pro-rata basis to restore reductions in community based mental health and substance abuse services.” The restoration of these funds to the budget was a direct result of intense, focused grassroots lobbying by the mental health and substance abuse communities- largely by consumer and family groups.
In addition to the cuts, the General Assembly included a budget provision that gives the Governor authority to cut up to $55 million out of the budget if state revenues drop further. This would almost certainly mean even deeper cuts to critical programs which have already bore the brunt of belt tightening.

Cuts Across Departments

The overall base budget reductions for the entire budget were about 6.85%. However, the budget cut to Mental Health was 13% and Mental Retardation Services was 53%. In real world terms, these cuts can be seen is state layoff patterns. In June of this year, the state announced employee layoffs with 75% of the layoffs- or 717 positions- coming out of the Department of Mental Health and Developmental Disabilities and the Mental Retardation Services Division.
Looking Ahead

The impact of some of these cuts may not be immediately apparent in all programs as some of the cuts will be delayed for a year or so as the state uses federal stimulus dollars as a temporary bridge or “add back” to the budget. The oncoming storm will be unleashed next summer with an additional $220 million in cuts to these programs. This will result in the further elimination of essential services for vulnerable citizens and the ongoing erosion of the infrastructure, both public and private, that protects the health, safety, welfare, and quality of life for families, children, and adults with disabilities of all types.
Ultimately, the cuts were not a surprise. However, the depth of the cuts remains astonishing. Even in tight economic times, the state’s budget must be balanced, but the method should be balanced as well to ensure fair and equitable solutions. During the next 12 months our community must stand together as one to restore successful programs and services while ensuring that our government protects the state’s safety net for Tennessee’s most vulnerable citizens.

Base Budget Reductions (state funds)

• $22.8 million – Department of Mental Health and Developmental Disabilities

• $36.8 million – Division of Mental Retardation Services

• $255.7 million – TennCare

• $600,000 – Vocational Rehabilitation Services

• $38.5 million – Department of Children’s Services

2009 General Assembly – 
The Never-ending Session

Followers of Tennessee politics expected an intriguing spring session and they weren’t disappointed. Although the substantive impact of the General Assembly’s actions was mixed, there were still a few surprises – good and bad. Among them:

Who’s in Charge?

At the11th hour Republican Kent Williams was elected Speaker of the House with the votes of 49 Democrats plus his own vote to thwart Republican plans to elect Representative Jason Mumpower.

The Never-Ending Session

Most observers assumed that the session would end relatively early, perhaps in April or May. However, budget delays pushed the session until June 18th.

Health Insurance Reform

Commerce committees punted health care coverage related to Autism, Hearing Aids, and more. Instead of taking action, legislators deferred action until 2010 by suggesting that select committees might meet in “summer study” to review proposed legislation.

Disability Services Savaged

Most expected a lean year with budget cuts across state government. What wasn’t expected was the gutting of the Department of Mental Health and Developmental Disabilities and the eventual elimination of the Family Support Program, while simultaneously preserving nearly $1 trillion in budget reserves. Despite the budget challenges, the General Assembly passed a few good bills while killing other bills that were a step backward.

New Laws

Open Doors Home Health Care Act (Public Chapter 471) – In 2008 TennCare enacted rules that banned home health aides from providing services outside the home such as feeding assistance, personal care, and other routine health care tasks. As a result, aides were no longer allowed to accompany people to community activities, doctor appointments, classes or work. This left many stranded within the four walls of their homes.
In response, the Coalition drafted Open Doors to overturn these rules so that persons would not be locked away in their own homes without the supports to live and breathe in their communities. Leading the fight for passage was Senate Sponsor Diane Black, a long-term care reform proponent, and Representative David Shepard who previously worked with the Coalition to pass the Autism Equity Act.  The legislation will lift the 2008 ban on home health aides providing services outside the home. However, it doesn’t guarantee that service will be provided outside the home in every case. Senator Black has promised to keep a watchful eye to make sure the law is implemented in a manner that provides real access to the community.

Adult Care Home Act

This law builds on Tennessee’s 2008 long-term care reforms by creating another alternative to institutional care. It creates a class of adult care homes that are defined as single family homes in which 24-hour residential care is provided to no more than five adults who are elderly or have a disability. Under the law, such establishments must register with the Department of Health and meet licensing requirements. Public Chapter was not available at publication.

Certified Medication Technicians (Public Chapter 403)

 Also building on last year’s long-term care reforms, this law creates a category of licensure for certified medication aides who can administer certain medications under the general supervision of a licensed nurse at a nursing home or assisted living facility.
Judicial Exemption from the 4-Bed Limit (Public Chapter 426)
This law exempts from licensure requirements those facilities that house persons through a specialized court program that addresses the needs of individuals who are in court custody as well as dually diagnosed with a developmental disability and mental illness. Although the law provides greater flexibility for the courts, many in the disability community are concerned that it may open the door to more exemptions to the state’s 4-bed limitation on certain types of facilities.

Brain Injury Association of Tennessee

The primary mission of the Brain Injury Association of TN (BIAT) is to provide ongoing information, support, and referral services statewide to survivors of traumatic brain injury (TBI), their families and the public. Members include Tennesseans with a brain injury, families, friends, and service providers.
Concerned family members and others formed the state’s first head injury organization in 1983, the East Tennessee Interest Group on Traumatic Brain Injury. Personifying a true “volunteer” spirit, the early pioneers freely offered their time, energy, and dedication to focus on increasing awareness about the impact of head injuries. In 1988, the organization became the Tennessee Head Injury Association, and in 1995 it evolved again into the Brain Injury Association of Tennessee.

Peer Support

With the support of the Council on Developmental Disabilities, BIAT started the “TBI Families Share” peer mentoring program. Mentors are trained volunteers who have been affected by brain injury. They offer support, understanding and education about everyday life with a brain injury. Training is available across the state for survivors, family members, and caregivers. Various hospitals and rehabilitation facilities include information about the peer mentoring program in their orientation packets. BIAT has also collaborated with Vanderbilt Medical Center’s Trauma Unit in a pilot program using mentors in the middle Tennessee for their peer visitation program.

Family/Caregiver Support

With the support of the TN Disability Coalition, BIAT is developing the curriculum for a caregiver program. The Caregiver Support Network’s primary goal will be to provide support for caregivers of brain injury survivors in a holistic manner. The program will address caregiver needs through information and education as well as provide numerous opportunities for participants to share their personal stories and experiences. These vital sharing opportunities allow participants to gain and give much-needed support while developing new communities of support. 
The program will provide support and training to family and caregivers on topics such as:

• Coping strategies for caregivers

• Self-evaluation about the impact of caregiver stress on other members of the support network including spouses, siblings, extended family members, and friends

• Developing a social support network through which caregivers recognize that they are not alone BIAT’s Service Coordination program currently oversees 3 support groups in the Middle TN area (Madison, Nashville, and Smyrna).

B.L.A.S.T.

The Brain Injury Leisure & Adventure Sports Team (BLAST) is a support group for young adults (ages 19 to 30) who are survivors of a traumatic brain injury.

The program offers individuals who are survivors of a TBI (or other neurological conditions) an opportunity to build peer relationships and socialize in an active environment that facilitates increased confidence, independence, and community involvement. The program gets support and assistance from a variety of rehabilitation professionals including occupational, physical, and speech therapists. To learn more about BLAST or join its mailing list contact Kristin Hatcher at (614) 595-3610 or drop her a line at blast.tn@gmail.com
Other BIAT Services

• Statewide Conference

This annual meeting provides educational opportunities as well the chance to come together and talk about common experiences.

• Toll-Free Family Helpline

Established with support from the Council on Developmental Disabilities in 2005 to provide easy access to information, referrals and other supports. Callers also get access to “care packages” with a wide array of information about life with a TBI. The number is (877) 757-2428.
For more information, please contact Pam Bryan at (615) 248-2541 or PamB@BrainInjuryTN.org. Our website is www.BrainInjuryTN.org.

TN Disability Community Loses Leader & Friend

Charles Terry Moore was born April 13, 1954 and died on June 28, 2009. For fourteen years, he was my colleague and my friend and I miss him terribly. But I am also grateful that we were able to share a path for all that time. His legacy is his unfailing positive attitude, his generosity, and his humor. Terry made people feel loved and important. He worked hard but was always ready to laugh.

When he was determined to accomplish something you can believe that he would make it happen. He was always available to listen to people’s problems and managed to put them into perspective. But he rarely complained himself. Instead he sought inspiration and shared it with others. On his last day in the office before he left for a routine surgical procedure, he e-mailed a quote from Emerson and added the following words:
“Are you living your life to its fullest? Life is obviously what we make it and we can choose to feel downtrodden in the negativity of the world or feel joyful in the wonderful blessings that are given us daily. Go for it ... make your life the best that it can be and help that to radiate to others.”

Terry Moore was an extraordinary person. My life is immeasurably richer from having known him.

By: Jean Doster, Director

Traumatic Brain Injury Program

Tennessee Dept of Health, July 13, 2009
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