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Cover Photo
This is young Ellis Jones during a visit to the American School for the Deaf in Hartford, CT.  The school was founded by Laurent Clerc and Thomas Gallaudet.  Elli was born profoundly deaf and American Sign Language (ASL) is his first language.

Today, he has a cochlear implant and can hear pretty well according to his mother who also told us, “We use a bilingual model for teaching him: ASL and access to Deaf Culture, spoken English and ability in a hearing world.”
Quotations on the Cover
“To listen well, is as powerful a means of influence as to talk well, and is as essential to all true conversations.” – Chinese Proverb

“Trouble knocked on the door, but hearing laughter, hurried away.” – Benjamin Franklin
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Looking Back and Moving Forward on Health Care Reform
Nearly 40 years after President Richard Nixon’s call to action, the pursuit of accessible, affordable health care continues, and the debate rages on about how to craft an equitable system for all.  Nevertheless, Nixon’s words still ring true today:

“One of the most cherished goals of our democracy is to assure every American an equal opportunity to lead a full and productive life.  

In the last quarter century, we have made remarkable progress toward that goal, opening the doors to millions of our fellow countrymen who were seeking equal opportunities in education, jobs and voting.  Now it is time that we move forward again in still another critical area: health care.

Without adequate health care, no one can make full use of his or her talents and opportunities.  It is thus just as important that economic, racial and social barriers not stand in the way of good health care as it is to eliminate those barriers to a good education and a good job.”

Millions of people with disabilities rely on Medicaid and Medicare because they are unemployed or uninsurable.  Millions more face lifetime caps on services, exclusionary provisions that leave them underinsured, or simply go without health care insurance due to skyrocketing costs.
Everyone who experiences a disability or knows someone who does, should pay careful attention to the health care debate.  It is important to understand the decisions being made about implementation of the Affordable Care Act (ACA) in Tennessee.  Proposals about changes in Medicaid and Medicare need to be thoroughly evaluated for unintended consequences that would hurt people with disabilities.

In this issue of the Coalition Quarterly we are focusing on health care, especially the Affordable Care Act.  Look for summaries about the ACA’s impact on children with special health care needs and adults with disabilities.  Look for resources that can give you additional information and help you understand what changes may mean for you and your family.

In addition to making insurance and primary care more accessible, the ACA provides additional funding for two programs supporting community living for people with disabilities, the Money Follows the Person (MFP) demonstration program and the Community First Choice Option Program.  Tennessee was recently awarded a MFP grant, and through the Community First Choice option, the state will receive a 6% increase in federal matching funds for providing community-based attendant services and supports to people with Medicaid.
Strengthening Medicare, making Medicaid more available to those who need it, and assuring  that people with disabilities have equal access to private health insurance are all essential benefits of health reform in Tennessee.  Protecting these recent reforms, including new safeguards for those with pre-existing conditions, are critical to ensuring in the years ahead that every Tennessean can make full use of his or her talents and opportunities in pursuit of the American Dream.

Knowledge is power.  It is incumbent on each of us to pay attention, learn about what is happening, participate in the health care debate, and to make our voices heard on the issues important to people with disabilities.

Written by Carol Westlake, Executive Director

Children’s Corner

A Washington, D.C. Adventure in Recovery

Thanks to Project BRAIN my daughter Parris and I were able to be part of the TBI Program Leadership meeting in Washington, D.C.  Both of us were anxious to find out what this meeting would be like and were a little nervous to be part of the “survivor’s” group.  My daughter suffered from a brain injury after a deck collapsed in October 2008, during her freshman year in high school.   The injury led to a misdiagnosis, a series of hospitalizations, and a year of searching for answers until finally given a diagnosis of Traumatic Brain Injury (TBI).

The Leadership meeting provided a wealth of information, a new set of friends with a depth of understanding about where we had been, and a couple extra pounds from some great food.  The presentations, the conversations, and the new relationships helped us solidify our plans on how we could start being a voice for future TBI victims.
On the plane ride home my daughter began to put together information that she would use to present to classmates in the coming week at her high school.  A big step for her was to obtain the confidence to share her experience with peers, a confidence she had gained only from being with others at the conference who had suffered in the same way.  Those who validated what she had felt and who knew the pain she had suffered.

We discussed the ways we must impact those areas in which we had struggled while trying to find Parris help.  We would work together to:

· spread the word to the private school system (teachers and coaches) about TBI and special learning needs

· work with local hospital systems to provide Project BRAIN transition materials so that follow-up after an emergency department visit would be done where we had none

· collaborate with Project BRAIN to create materials to help pediatricians identify changes in the child who has experienced a heady injury

· finally, to teach those who diagnosed my daughter with ADHD to assess for past brain injury when making a diagnosis

Our goal is to educate the same system which failed my daughter so that the next family will be diagnosed, supported, and validated.  We are grateful for the opportunity to make a difference and to be allowed to bring meaning to our suffering.

Personal story contributed by Brendie Keane, RN, BSN of Brentwood, Tennessee

Conservatorships, Wills, and Special Needs Trusts, Oh My!

Family Voices of Tennessee held its second annual Family-to-Family Outreach conference March 26th at the Nashville Public Library with sponsorship from the library and the Vanderbilt Kennedy Center.  The conference focus was transition and was very successful in providing families information and tools for transitioning their youth with special needs and/or disabilities to adulthood through knowledgeable speakers and vendors.

Ed Maurer of Mauer & Gardner Associates explained the legal aspects of transition around conservatorships, wills and special needs trusts.  The employment session provided families insight about programs that can support their youth during transition.

Those programs included the Work Incentive Planning and Assistance program, the Centers for Independent Living, Vocational Rehabilitation, and Tennessee Career Centers.  The health session provided families information related to health issues and concerns for youth transitioning from pediatric care to adult providers.  During the closing session families enjoyed hearing from other families who have experienced transition in their journeys.
Family Voices has already started plans for next year’s conference.  FV is exited to once again collaborate with the Nashville Public Library.  Mark your calendars for March 31, 2012.  Watch the Coalition website for details as planning continues.

Leading the Charge for Accessible and Affordable Health Care: 
TN Health Care Campaign

Tennessee Health Care Campaign (THCC) has been on a mission for 22 years, working to secure affordable access to high-quality health care for every Tennessean. From its instrumental role in the creation of TennCare, to its high-profile opposition to the TennCare cuts in 2005, to its support of the Patient Protection and Affordable Care Act, THCC has a long history of taking “controversial” positions on a very simple premise: Every Tennessean deserves health care in their time of need.  

Tennessee Health Care Campaign is a non-partisan non-profit consumer advocacy organization representing patients in health care policy work on both the state and national levels. It works in collaboration with advocacy groups, affected constituents, community leaders and policy makers – from grassroots to grasstops – to influence positive changes in public health and health care. THCC envisions a society where the physical, mental and emotional health needs of all adults and children are met, and its work is guided by the belief that we can create a system of care that is equitable and sustainable as well as fair and affordable for both families and for society.  

The United States is at a critical crossroads for health care reform and THCC has been in the intersection between families in crisis and policy proposals that begin to address the problems that leave many families unable to access or afford health care. In a time of intense debate about how to reform our health care system, THCC has been standing up for patients and helping average Tennesseans amplify their voices to be heard above the political rhetoric. By involving and developing leaders from those most affected by public policy, THCC enables the faces and voices of the disenfranchised to be seen and heard, and helps everyday people to engage in civic participation – often for the first time. 

Our work has three components: 

1. Direct Service – helping individuals find and keep health care coverage through private insurance or public programs

2. Public Education – helping average Tennesseans understand how health care policy affects their lives and their ability to get or pay for health care

3. Advocacy – helping health care consumers to communicate their needs and concerns with decision-makers who pass or implement the laws that affect them
The Patient Protection and Affordable Care Act

For the past two and a half years, THCC has led state efforts toward national health care reform, advocating for consumer protections and helping Tennesseans get involved in the shaping of health care policy that meets their health care needs. Thanks to the efforts of thousands of people across the state who joined with THCC to push for reforms, Tennesseans are now feeling some of the benefits and protections in the new law:

· Children with special needs can no longer be denied care or coverage because of a pre-existing medical condition

· People with chronic conditions no longer have to worry about a lifetime cap on their insurance coverage

· Parents now have peace of mind that their young adult children can stay on the family insurance plan until age 26

· People with insurance now enjoy new security knowing that their insurance company can no longer drop, or rescind, their coverage because they got sick

· Seniors and people with disabilities on Medicare now get free preventive health services and help affording their prescriptions when they fall into the “donut hole”

These are just a few of the highlights. There are many more new rules that insurance companies must follow. Insurers must now dedicate at least 80% of your premiums back to medical care, instead of administrative overhead and profit. For large group employer plans, it’s 85%. If they don’t meet this ratio, they owe their policyholders a rebate. Also, insurance companies must now justify rate increases through a review process before they charge policyholders more in premiums. Under the law, Tennessee’s Insurance Commissioner has new authority to block unreasonable rate hikes.

Looking forward to January 1, 2014

THCC is eagerly anticipating this date because from this point forward, no one can ever again be denied health insurance because of a pre-existing medical condition or charged more because of their health status or disability. The Tennessee Health Insurance Exchange, an organized insurance marketplace, will be up and running to help uninsured individuals and small businesses shop for the best deal in private insurance. Sliding scale advanced tax credits will be available to help low- and moderate-income families pay for premiums through the Exchange. Physicians and hospitals will have new incentives to work together to coordinate care in a patient-centered, evidence-based care model which will be rated and rewarded based on patient satisfaction, reduced medical errors and cost-savings.    

THCC Annual Conference
Moving Forward: Making Health Reform Work for TN
Saturday, June 11 from 9am to 4:30pm in Nashville

Visit www.thcc2.org to learn more and register or call 1 (877) 431-7083.
Family Voices of Tennessee:  
Supporting Families and Children with Special Health Care Needs.
About Family Voices

FamilyVoices, Inc. was founded in 1992 by family leaders concerned about the changing health care environment and the implications for our children with disabilities, chronic illnesses, or other special health care needs.  The catalyst was the prospect of health care reform during the Clinton administration.

Family leaders and advocates who were in Washington, D.C. at that time for another meeting came together for an informal meeting around this issues. The resounding question was “who is speaking for our children with special health care needs?” They believed that some group needed to focus solely on children’s special health care needs during the discussion of health care reform and whatever group emerged should include a voice for families.  Thus the name Family Voices was born.

In 1993, Family Voices leaders asked White House officials to explain why President Clinton’s Health Reform Plan had no provisions for children with special health care needs. The response was “Actuarially, those children do not exist.” Family Voices and family leaders knew “those children” existed, but many important people did not.

Since then, Family Voices national and state leaders, government officials and researches have worked together to define children with special health care needs, count them, and ensure that health policies take them into account.  In 1994-95, a small panel of experts, including a Family Voices representative, developed the first formal definition of children with special health care needs for the Maternal Child Health Bureau.

Because the Tennessee Disability Coalition shared the same concerns about children and youth with disabilities, it has supported and provided leadership for Family Voices of Tennessee from its earliest days and continues to support the program.  In 1992, Dara How, a parent leader in Tennessee received a phone call from Julie Beckett (Katie Beckett waiver advocate.) Julie asked Dara to be part of the national grassroots movement. Dara was very passionate for this grassroots movement to take hold and make a difference for not only her son Alex, but also for other children and youth with special health care needs.

Family Voices of Tennessee started in 1993 as a program of the Tennessee Disability Coalition and in 2000 became the first state chapter formally recognized by the national organization. Furthermore, Family Voices of Tennessee was one of six Family Voices state programs to participate in a pilot program in 1999-2001 to develop Family-to-Family Health Information Centers (F2FHICs).

These F2FHICs are designed to be family-friendly places to learn about health care service systems and programs for children and youth with special health care needs.  Their purpose is to provide training and/or assistance to families in navigating various service systems, including Medicaid and TennCare, SSI for Children, Title V (Children’s Special Services), Early Intervention (TEIS), and other programs.

The TN F2FHIC also educates families about how to access services and resources for their children and how to be effective partners with health providers. Family Voices staff work with families, health care providers, public and private agencies and advocacy or support groups to promote family-centered care and medical homes for children and youth with special health care needs.

They actively promote discussion and linkages among families, providers, managed care programs, and government to better serve the health care and related needs of children and families in Tennessee.  The staff also continues to collect data on children and youth with special health care needs to inform and impact policy makers on issues related to their health care needs.  Family Voices of Tennessee continues to operate a F2FHIC.

FamilyVoices of Tennessee also has a contract with the Tennessee Department of Health to administer the Newborn Hearing Program.  This program is designed to assist families of children who are deaf or hard of hearing.  This program employs parent consultants across the state to provide support and information to families.  Each of the parent consultants are also parents of children who are deaf or hard of hearing. You may join the NBH listserve (H.E.A.R. TN) to receive updates and useful information.

Another program that Family Voices of Tennessee works with is the Vanderbilt LEND training program. It is a training program for graduate students from several universities (Vanderbilt, Belmont, TUS, UT Nashville) and various disciplines (Occupational Therapy, Speech & Hearing, Nursing, Physical Therapy, etc.) to learn about children with neurodevelopmental disabilities.  Family Voices provide the family faculty member for this program to ensure the family voice is heard as trainees learn about children and youth with disabilities and the impact on families.  
Family Voices staff are located in each grand region. To locate the staff member for your area call toll-free 1 (888) 643-7811 or visit our website at www.tndisability.org/familyvoices.

The Future 
Family Voices of Tennessee is awaiting news regarding funding to continue its Family-to-Family Health Information Center (F2FHIC). Funding is for fiscal year 2011-2012 through the United States Department of Health and Human Services under the Affordable Care Act.

The F2FHIC is family-staffed and run, assisting families informed decision about health care in order to promote good treatment decisions, cost-effectiveness, and improved health outcomes for such children.

Future F2FHIC Goals:

1. improve transitions for children with special health care needs from childhood to adult health care services (CSHCN)

2. increases families’ knowledge of medical home components to better inform public policy

3. improve and increase access to health care for CSHCN and their families

Breaking News: Hearing Aid Legislation Passes TN House and Senate
The Coalition Quarterly went to press just as the TN House and Senate passed legislation that will require health insurance plans to cover hearing aids for children.  Now the legislation awaits the Governor’s signature.

This is a great victory for families! Parent Susan Hiscutt said of the legislation, “For my son who was born 13 years ago with CHARGE syndrome, a deaf-blind syndrome, this is a big thing.  He has already had 4 pairs of hearing aids in his 13 years. This bill will allow us to be able to keep up with technology and provide him with the best opportunities to hear, learn and reach his greatest potential.”

The Coalition would like to thank the sponsors of Senate Bill 607/house Bill 761.

Senate Sponsors:  Overbey, Ketron, Faulk, Gresham, Burks, Tate, Marrero, Haynes, Stewart, Harper and Lt. Governor Ramsey.

House Sponsors: Montgomery, Maggart, Curtiss, Gilmore, Naifeih, Pitts, Sontany, Shepard, Favors, Elam, Todd, Haynes, Swann, S. Jones, Sparks, Camper, Moore, Eldridge, Roach, K. Williams, Harrison, McDaniel, McCormick, Wirgau, H. Brooks, D. Miller, Shaw, Towns, Ragan, Carr, Odom, C. Johnson, Coley, Alexander, Hawk, B. Cooper, Hardaway, Parkinson, Brown, Bass, Richardson, L. Miller, L. DeBerry, and Stewart.

Special Health Care Coverage Section
The Affordable Care Act and Adults with Disabilities

Access to comprehensive health care is crucial to the independence, dignity, and equality of all people, especially people with disabilities. The Affordable Care Act (ACA), passed March 23, 2010 will make health care more available, adequate, accessible, and affordable for working-aged people with disabilities, and will strengthen Medicare and Medicaid.  

Below we’ve outlined how the ACA will do this.

Private Insurance Market

The Act includes many provisions that make private market health insurance far more available and affordable to people with disabilities and other chronic conditions.  Most provisions will be in full effect by 2014.

No Discrimination Based on Pre-Existing Conditions

As of 2014 health insurers will no longer be able to discriminate against people due to disabilities or other pre-existing conditions. Health insurers will no longer be allowed to deny coverage, charge higher premiums, exclude benefits relating to pre-existing conditions, rescind coverage after someone is injured or acquires a new condition, or impose annual or lifetime caps on benefits. 

Benefits Caps

Lifetime caps on benefits are prohibited immediately. This will end the common insurance practice of imposing lifetime caps such as $1 million. Annual caps will be raised incrementally between now and 2014, when they are eliminated completely.

Coverage Provisions

For most health insurance plans, ACA requires – at a minimum – the following essential benefits: ambulatory patient services, emergency services, hospitalization, maternity and newborn care, mental health and substance use disorder services (including behavioral health treatment) prescription drugs, rehabilitative and habilitative services and devices, laboratory services, preventive and wellness services and chronic disease management. 

Limits on Cost Sharing

The amount that people will have to pay out-of-pocket cannot be greater than the current limits for health savings accounts ($5,950 for individuals and $11,900 for families in 2010). 
Small group market plans are prohibited from deductibles greater than $2,000 for individuals and $4,000 for families. 
Individuals and families who do not get insurance through an employer can shop through a health insurance marketplace, called an Exchange. 
People earning up to 400% of poverty ($88,000 for a family of 4) will be eligible for sliding-scale subsidies to help buy coverage through an Exchange. Based on income, there will be a cap on the amount charged for premiums.

Medicaid 

Since the passage of ACA, states are required to maintain their current services under Medicaid and have incentives to cover preventive services and immunizations without cost-sharing for adults.  

Health care reform substantially increases the number of people who are eligible for TennCare/Medicaid.  Since many people with disabilities have low or very modest incomes, this Medicaid expansion will give many more people with disabilities the right to health care coverage. 

Full expansion is required by 2014 when Medicaid will be available to everyone under age 65 with income at or below 133% of the federal poverty level (currently $14,484 for an individual). States can choose to begin the expansion now, and will receive enhanced federal funding if they do so.

States also have new incentives to expand options in their Medicaid programs for: home- and community-based care, health homes to coordinate care for people with chronic conditions, prevention, and family planning.

Medicare

Medicare is a primary source of coverage for seniors and many people with disabilities. No guaranteed Medicare benefits are cut by the ACA.  

The ACA does provide Medicare Part B coverage, with no co-payment or deductible, for personalized prevention plan services. “Personalized prevention plan services” means the creation of a plan for an individual that includes a health risk assessment, screenings and other elements.

The ACA phases out the infamous “donut hole” in Medicare prescription drug coverage by 2020. Currently, when Medicare enrollees are in the donut hole they must pay for prescription drugs at full price. Beginning January 1, 2011, it provides a 50% discount on brand name drugs and 7% discount for generic drugs for enrollees in the donut hole. Financial assistance will increase each year until the donut hole is completely closed in 2020.

Long-Term Care

The ACA introduced several new and enhanced provisions to expand home- and community-based services so that it will be easier for people to live at home and participate in their communities. 

To learn more about the benefits of the ACA visit the TN Health Care Campaign online at www.thcc2.org or call toll-free (877) 431-7083.
The Affordable Care Act and Children with Special Health Care Needs
Children and youth with special health care needs require health coverage that is universal, continuous, adequate, and affordable.  The Affordable Care Act of 2010 (ACA) offers opportunities to realize these goals for children and youth with special health care needs. Some parts of the new law are already in effect. Others will go into full effect by 2014.

PROVISIONS RELATED TO UNIVERSAL AND CONTINUOUS COVERAGE

2010

· Children with pre-existing conditions are now protected through guaranteed issue of coverage. Insurance companies cannot deny or limit coverage based on special health care needs or other health problems.

· Youth who transition to adulthood can stay on their parent’s health insurance policy to age 26.

· Health insurance coverage through TennCare (Medicaid) and CoverKids (CHIP) are still available. The state cannot make it more difficult to obtain this coverage.

2014

· All children will have access to coverage through a range of choices: employer-based coverage, individual coverage, and government-sponsored plans.

· Qualified children who use a lot of medical services will be guaranteed access to new policies, and cannot be denied renewal of a policy because of their health status or policy use. 

· Former foster children transitioning to adulthood can stay on stay on TennCare to age 26.

PROVISIONS RELATED TO ADEQUATE COVERAGE

2010

· Lifetime benefit limits have been eliminated. 

· Annual benefit caps of less than $750,000 have been eliminated and will increase each year until they are phased out completely in 2014.

2014

· Both Lifetime benefit limits and annual benefit caps will be eliminated.

· All health plans sold in an Exchange or offered through TennCare must cover “essential benefits” including ambulatory patient services; emergency services; hospitalization; maternity and newborn care; mental health and substance use disorder services, including behavioral health treatment; prescription drugs; rehabilitative and habilitative services and devices; laboratory services; preventive and wellness services and chronic disease management; and pediatric services, including oral and vision care.” The exact list of services under these categories is yet to be determined by the U.S. Department of Health and Human Services.

PROVISIONS RELATED TO AFFORDABLE COVERAGE

2010 

· New health insurance plans must provide free, pediatrician-recommended preventative services for children. This includes services such as immunizations and “well child” visits.

2014

· Parents who earn up to 400% of poverty ($88,200/family of 4) may qualify for tax credits and premium assistance to help afford coverage for their kids (and themselves).

· TennCare will be expanded to all individuals and families up to 133% of poverty ($29,000 for a family of 4).

· Out of pocket expenditures will be limited to $11,900 in 2010 dollars for family coverage.

To learn more about the benefits of the ACA for Children with Special Health Care Needs

· Contact a Family Voices of TN Parent Consultant toll-free 1 (888) 643-7811 or visit our website at www.tndisability.org/familyvoices to find one in your area

· Visit the TN Health Care Campaign online at www.thcc2.org or call toll-free (877) 431-7083

· Download an 8-page Fact Sheet about the impact on children at www.bit.ly/childfactsheet
The CLASS Act:  Home- and Community-Based Services:
Because No One Should Have to Choose Between Living at Home and Receiving the Services They Need

Community Living Assistance Services and Supports
The Community Living Assistance Services and Supports Act (CLASS) provisions of the Affordable Care Act of 2010 establish a national, voluntary insurance program for purchasing community living services and supports. The CLASS program is designed to expand options for people who become functionally disabled and require long-term services and supports. Unlike Medicaid, CLASS does not require people to be impoverished to qualify for this program.
The CLASS program became effective on January 1, 2011. The Health and Human Services Secretary is expected to define the CLASS benefit by October 2012. Enrollment can begin after that. HHS is required to develop an actuarially sound benefit plan so that the program is self-sustaining, financed by premiums.
Frequently Asked Questions about the Class Program

• Who can enroll in CLASS Programs?

Working adults will be able to make voluntary premium contributions directly or through payroll deductions through their employer. 
• Who is eligible for benefits?

Adults with multiple functional limitations, or cognitive impairments will be eligible for benefits if they have paid monthly premiums for at least five years and have been employed during three of those five years. Payment of CLASS benefits will not take effect until 2017.
• What are the benefits?

Adults who meet eligibility criteria will receive a cash benefit that can be used to purchase non-medical services and supports necessary to maintain community residence; payments for institutional care are permitted. The amount of the cash benefit is based on the degree of impairment or disability, averaging no less than $50 per day. The benefit is not designed to cover the all of the costs associated with long-term care needs; however, it will help offset the costs incurred by adults with chronic and disabling conditions. 
• How does it impact Medicaid?  
CLASS will generally be the primary payer for individuals who are also eligible for Medicaid.
Other Home- and Community-Based Service Programs
Community First Choice Option 
This program allows state Medicaid plans to choose home- and community-based services and supports as the rule, rather than the exception, for Medicaid-eligible individuals with disabilities with incomes up to 150% of the Federal Poverty Level, who would otherwise require institutional care. To encourage states to choose this option, states that opt-in will receive an additional 6% to the federal government’s share of Medicaid costs (referred to as the Federal Matching Assistance Percentage or FMAP) for five years. Effective October 1, 2011. 


Money Follows the Person 
The ACA also extended the popular Money Follows the Person demonstration grants until September 2016. These grants help state Medicaid programs defray the cost of moving eligible Medicaid recipients who have resided in an in-patient facility for a minimum number of consecutive days into community-based settings for eligible Medicaid recipients. 


Home- and Community-Based Services in Medicaid 
The ACA made it easier for state Medicaid programs to offer HCBS by allowing states to do so by amending their state plan, rather than having to apply for a Medicaid waiver, which can be a lengthy and cumbersome process.

For more information: 

· Download an extensive report from the Kaiser Family Foundation at www.bit.ly/classactfacts
· Contact the nearest Center for Independent Living.  You can find a list of centers at www.tnsilc.org
Money Follows the Person: 
Expanding Community-Based Alternatives to Institutional Long-Term Care
Tennessee is the beneficiary of a new grant funded by the Affordable Care Act. The Money Follows the Person (MFP) demonstration program will help move Medicaid beneficiaries out of institutions and back into the community. The first year award is for $2.4 million dollars, with almost $120 million dollars committed to the project through 2016.  

The funds will be used to help “rebalance” long-term care services by helping individuals move from institutional settings into home- and community-based settings (HCBS), increasing the number and percentage of HCBS participants, and decreasing the average length of stay in nursing facilities for Medicaid beneficiaries. Other goals include expanding the number of people who use the consumer-directed model of HCBS services, and increasing the amount and percentage of Medicaid spending for HCBS.

The TennCare Bureau, the recipient of the MFP demonstration grant, anticipates working closely with the Department of Intellectual and Developmental Disabilities (DIDS) and managed care organizations (MCOs) that operate the CHOICES program. One of the primary target groups for the MFP program will be individuals with intellectual disabilities that still live in the state’s large institutions, Clover Bottom and Green Valley. The state also plans to target some individuals with intellectual disabilities who currently reside in in nursing homes, predominately in West Tennessee.  

For those persons who have been in-patient for 90 days or longer, the MFP program will be available to help support the transition. The TennCare Bureau reports that roughly 75% of nursing facility residents indicate a preference for returning to the community. The Bureau estimates that 5 to 10% of nursing facility residents can readily achieve transition, but that many more can transition with focused planning efforts and barrier removal.   

To learn more about MFP in Tennessee:

· Contact the nearest Center for Independent Living.  You can find a list of centers at www.tnsilc.org

· Call the TennCare Bureau toll-free at (800) 342-3145

· Call DIDS toll-free at (800) 535-9725
TennCare Choices
For many years Tennessee ranked virtually last among states in offering residents alternatives to nursing home care. A decade ago, less than 2% of long-term care funding was spent on home- and community-based services (HCBS), the rest was spent on institutional care such as nursing homes. This disparity occurred despite the fact that seniors and people with disabilities overwhelmingly prefer HCBS services that allow them to live full and productive lives in the settings of their choice. 

The TennCare CHOICES in Long-Term Care Program, established by the Long Term Care Community Choices Act of 2008, has helped to change that situation. CHOICES, a Medicaid managed care program, was phased in across the state during 2010. CHOICES replaced the state-wide waiver operated by the Area Agencies on Aging and Disabilities.  

It serves as Tennessee’s HCBS alternative for persons who are age 65 and older as well as adults age 21 and older with physical disabilities. Persons with Traumatic Brain Injury and persons with mental illness who are elderly or age 21 and older with a physical disability may also qualify to receive HCBS in the CHOICES program.

At the end of last year, there were 21,805 persons receiving Medicaid reimbursed nursing home services in Tennessee, and 6,740 persons receiving HCBS in the CHOICES long-term care program.

According to the TennCare Bureau, in Middle Tennessee, where CHOICES has been operating for a year, the percentage of persons enrolled in HCBS (versus nursing home services) has increased by more than 50%. Today, more than 25% of Medicaid long-term care recipients in Middle Tennessee are served through CHOICES.  

The transition to CHOICES has not been without problems for some recipients as advocates, providers, families, and self-advocates work to navigate changes in the system and managed care. All the while state budget woes and health care debates complicate access to care.  However, CHOICES has begun finally to move Tennessee in the right direction.

To learn more about CHOICES in Tennessee:

· Contact your local Area Agency on Aging and Disability toll-free at (866) 836-6678

· Visit the CHOICES website at www.tn.gov/tenncare/CHOICES
Changes in Waiver Services Impact Real Lives
In early March 2011, the Tennessee Department of Intellectual and Developmental Disabilities (DIDD) sent notices about service changes to Independent Support Coordinators (ISCs), providers and those enrolled in the Home- and Community-Based Services (HCBS) waivers for people with intellectual disabilities. This has resulted in many phone calls to advocacy organizations from many individuals and families expressing grave concerns about the negative impact of the changes on their ability to have real lives in community.
The changes were approved by The Centers for Medicare and Medicaid Services on February 15, 2011 and apply to the Statewide, Arlington and Self-Determination waivers.  Changes are:

1. Vehicle Modifications are no longer covered.  This is true even if they have been approved in the Individual Support Plan (ISP). 

2. New Limits. Some services have new limits, and services above these limits are not covered anymore, even if they have been approved in the ISP.  They are:

• Nursing Services are limited to 48 units (12 hours) per day 

• Nutrition Services are limited to 6 visits per calendar year, only 1 of those visits each year can be a Nutrition Services assessment  

• Dental Services are limited to $5,000 per calendar year and $7,500 across 3 years in a row 

• Environmental Accessibility Modifications are limited to $15,000 across 3 consecutive years.  AND, going forward, they’ll only be covered for someone who: 

· Is newly enrolled in the waiver; 

· OR has had a recent and severe loss of mobility.   

Personal Assistance (PA) service limits (to 860 units or 215 hours per month) are on hold pending resolution of a complaint filed with the United States Office of Civil Rights. Until the complaint is resolved, individuals will continue to receive the same amount of PA services they have been receiving.

One Man’s Story

“Bill” is a gentleman who lives in his own home and receives Personal Assistance (PA) services. He loves spending time with his PAs. Since Bill’s parents are older and cannot take care of him as they would like, Bill really depends on his PAs to assist him with things that he needs. 

Bill and his family recently found out that there will be some caps put in place for PA services, and Bill is going to lose a great deal of support that he currently depends on from his PAs. Bill’s father, who has his own health problems, already has to spend some nighttime hours at Bill’s house. Bill and his family are very concerned about how the new PA caps will affect Bill’s ability to continue living in his own home. Bill and his family are looking at what steps they are going to have to take to help ensure that Bill still gets the supports that he needs while keeping the independence and lifestyle that Bill prefers and enjoys. 

Bill may have to change his PA Provider to find one that offers some additional services. This means that he might lose his current PAs with whom he has built very close relationships. Bill’s parents are also struggling with how they, being older in their years and having their own health problems, are going to be able to ensure that Bill remains safe, healthy, and happy in his home and able to enjoy the things that are important to him.

Bill’s story contributed by: Patti Hall, The Arc of TN
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Coalition Member Organizations

· Access Services of Tennessee 

· Advocacy Partners 

· Autism Society of Middle TN 

· Autism Society of Mid-South TN 

· Brain Injury Association of TN 

· Bridges 

· Buffalo River Services 

· Center for Independent Living of Middle TN 

· Compass Coordination 

· disABILTY Resource Center 

· D.S. Jernigan & Associates 

· East TN Technology Access Center 

· Easter Seals of TN 

· Faith for All 

· John F. Kennedy Center of Vanderbilt University 

· Mid-South Paralyzed Veterans of America 

· Middle TN Council of the Blind 

· Middle TN TASH 

· P.A.R.E.N.T.S. 

· Siskin Children’s Institute 

· Special Olympics TN 

· Statewide Independent Living Council 

· Support & Training for Exceptional Parents 

· TARP Center for Independent Living 

· The Eye Center at the Southern College of Optometry 

· The Team Centers 

· TN Association of Audiologists and Speech Language Pathologists 

· TN Association on Intellectual and Developmental Disabilities 

· TN Chapter of the National Assoc. for the Dually Diagnosed 

· TN Conference on Social Welfare 

· TN Council on Developmental Disabilities 

· TN Health Care Campaign 

· TN Mental Health Consumers’ Association 
· TN Microboards Association
· TN Occupational Therapy Association 

· TN Technology Access Project 

· TN Voices for Children 

· The Arc of Tennessee 

· The Arc of Washington County 

· The Arc of Williamson County 

· UT Boling Center for Developmental Disabilities 

· Vista Points 

· Wheel Me On

