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Rx Task Force Mission:

To reduce significantly the misuse and
abuse of controlled prescription drugs;
decreasing the number of people addicted
to and deaths associated with these drugs
in the State of Indiana
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State Statutes, Regulations, or Guidelines
Regarding Opiate Use:

Indiana remains as one of only two states without any regulations,
laws, or medical board rules on prescribing of opioids. wisconsinpain Pelicies Group)
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Education Committee

Goal: Raise awareness of the dangers of Rx drug
abuse and misuse through the education of parents,
youth, patients, and healthcare providers. Ensure
adequate training to prescribers on appropriate
prescribing and dispensing of controlled substances.
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INSPECT Committee

Goal: Secure funding and increase usage of state-
based prescription drug monitoring program.
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Rx Disposal/Take-Back Committee

Goal: Develop long-term controlled substance
disposal solutions through the adoption of the
take-back bill and other means.
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Enforcement Committee

Goal: Build support for law enforcement efforts that
reduces the prevalence of “pill mills” and doctor
shopping through the investigation and prosecution
of law violators.

Treatment and Recovery Committee

Goal: Identify ways to strengthen access to
treatment and recovery solutions for those suffering
from addiction.
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Il Annual Prescription Drug Abuse
Symposium

Developing Strategies to Curb the Epidemic in Indiana
December 19, 2012
IUPUI Campus Center, Indianapolis
(Online registration opens November 5, 2012)

Audience: State lawmakers, law enforcement,
pharmacists, healthcare providers, officials from state
and local agencies, and education providers.
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Reports and Legislative Recommendations

* Findings and recommendations that result from the Rx Drug Abuse
Symposium will be compiled into a report

* The Rx Task Force will provide the Health Finance Commission and
other members of the General Assembly with a copy of the report
which will likely include legislative recommendations — some of
which will be proposed for this session

* The report will be finalized shortly after the Symposium

* Periodic reports detailing its progress in‘implementing the
initiatives set forth in their operational plan
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Executive Summary

What's Working, What's Not? Brain Injury Listening Tour in Indiana

In July and August 2012, representatives from The Generations Project traveled the state
listening to brain injury survivors, their family members and advocates. Experiences
shared in person were combined with answers on questionnaires to form the basis of this
report. Questionnaires were also collected from survivors, family caregivers, and
professionals who could not attend the listening sessions. Therefore, this report is not a
quantitative assessment of needs throughout the state, but an account of what was heard
from brain injury survivors and those who care about them. Participants spoke of their
experiences during recovery, their current needs, and what they would like to see in a
good system of care for all brain injury survivors.

Although many topics were covered, the following unranked issues were identified as
major concerns throughout the state:

e A lack of early information and consistent referral systems for survivors and
family members.

¢ Inadequate awareness and understanding regarding brain injury among
professionals, families and the general public.

¢ Delays in the provision of time sensitive services and therapies that slow or harm
the recovery of brain injury survivors.

¢ Undertrained medical and other professionals using outdated information.

¢ No organized system or continuum of services exists beyond the acute phases of
recovery and rehabilitation. The services that do exist are fragmented, short in
duration and/or hard to find.

e A pervasive need for services to help survivors reconnect to their communities
through pre-vocational, vocational, educational, recreational and social
opportunities.

e The need for transportation systems that provide viable access to the community.

e Few, if any, safe housing options that support independence and community
engagement.



The overriding message delivered by brain injury survivors and their families is that once
the initial medical treatment and short-term rehabilitation is finished they feel like they
“drop off a cliff” into nothing. Left in isolation, they struggle to find treatments, services,
and supports to continue their recovery or maintain any abilities they have reacquired.
Family members must become care managers, brain injury experts, and providers of
services. They are challenged to find information and appropriate treatment for the
survivor. Clashes with untrained or undertrained professionals who misdiagnose or brush
off the persistent symptoms experienced by the survivor are frequent occurrences.
Families battle with insurance providers to cover essential services and supports. If they
persist, families are fortunate to find one competent professional. But an isolated
professional can only give a brain injury survivor fragmented care. Coordination is
needed with other providers and community supports. Services and supports are more
available in the major metropolitan areas, but nowhere in the state is there a network of
connected professionals that allows for a comprehensive continuum of care throughout
the recovery process or, if needed, for the life span of the survivor.

The tour demonstrated that professionals and policy makers in Indiana must actively
listen to people with brain injury, their family caregivers, and their advocates. ALL
stakeholders must be at the table and working together to meet identified needs and to
develop a well-organized, consumer-focused plan of action to establish a lifelong
continuum of care for brain injury survivors.



The Current Dilemma

Brain injury is a significant problem that affects countless people in all walks of life. Yet
it remains a lightly explored issue in the state.

For several years, advocates, professionals, survivors of brain injury and their families
have invested thousands of volunteer hours asking the state of Indiana to examine the
need for brain injury services here. Little has come from that investment — two years of
legislative summer study committees culminated in the passage of Senate Enrolled Act
15 (SEAL1S5) in the spring of 2012. SEA15 directed the Indiana State Department of
Health and the Indiana Family and Social Services Administration to

"study the current brain injury services offered in Indiana; and determine any
deficiencies in the provision of brain injury services in Indiana; and determine how
to implement additional brain injury services and neurobehavioral rehabilitation
programs in Indiana."

The law called for establishment of a treatment advisory committee to assist in these
efforts. The sixteen member committee was to consist of state administrators and
professionals and included one consumer of brain injury services and one individual who
is a caregiver of a consumer of brain injury services. The committee had until October 1,
2012 to complete its work. Despite repeated requests from citizens and members of the
General Assembly, Governor Mitch Daniels did not appoint the advisory committee. As a
Kokomo professional duly noted, “Brain injury survivors need a champion..” As of
October 1, 2012 that champion has not emerged.

Listening to Consumers

The 2012 What's Working, What's Not? Brain Injury Listening Tour brought consumers
and their families into the conversation regarding the need for comprehensive brain injury
services in Indiana. The listening tour was designed to hear from survivors and their
families in an open discussion of what has worked for them and what has been difficult in
their efforts to regain function, purpose and quality in their lives.

Representatives of The Generations Project held sessions in Bloomington, Columbus,
Evansville, Fort Wayne, Indianapolis, Kokomo, Lafayette, Muncie, Richmond,
Sellersburg, South Bend, Terre Haute and Vincennes, d to listen to local citizens. In
addition to their comments in the open-format meetings, attendees were asked to fill out
questionnaires about their concerns. The questionnaires were also distributed to
individuals who could not attend a listening session. Providers of brain injury services



No one spoke to them about how long the brain might take to heal, what potential
difficulties might arise and what the final outcome might be. If they received information,
most families received words of discouragement, not hope.

Family caregivers and advocates said it is vital that information about brain injury and
available services be provided to them soon after the time of injury. Timely information
would let them know that they are not alone, would begin their education about brain
injury, what to expect, who to contact, and what may be needed to help themselves and
their loved one. Learning about where to get services, filling out forms, researching
rehabilitation programs, applying for services and connecting with medical insurance all
need to be addressed while families are still reacting to the shock and grief they are
dealing with after a loved one's brain injury.

Listening session discussions often centered on the reality that Indiana has no standard
pathway to access brain injury services, no structured network of services, nor a “team
approach” to brain injury management. Participants said family members are the primary
resource for locating brain injury services. As such, family members expressed intense
frustration in finding appropriate providers. Caregivers reported their main avenues for
finding services were through word of mouth, internet research, phone calls, books,
physicians, nurses, and therapists.

Participants stated that Indiana nursing homes are
not appropriate placements for people with brain

N ) "How do we get services that
injuries. Nursing home staff members don’t have

will take my family member to
appropriate brain injury rehabilitation or the next plateau?"

caregiving skills. Consequently, survivors ...a worried mom in Lafayette
experience little or no improvement and that

results in transfers to lower custodial levels of care

that provide little chance for improvement. Home and community care options are not
available without long wait times to be approved for services. If a care plan exits at any
level, it is not comprehensive, and does not include rehabilitation, community
connections, housing options, transportation, education goals and returning to work.
Families indicated that having a brain injury specialist/care manager to work with them
throughout the recovery process would be extremely helpful. In Bloomington ,
Indianapolis, Fort Wayne, and South Bend participants reported they found the
beginnings of local service networks, but getting referrals to appropriate services could
still be difficult.



The listening tour moderators learned that many services are utilized by people with brain
injury. These services include home care, Medicaid waiver services, transportation
services (When available), physical, occupational, and speech therapies, nursing home
care, group homes, adult day services and vocational rehabilitation services. People with
TBI on the Developmental Disability (DD) waivers can receive enhanced services that
include behavior and music therapy, and community habilitation.

Although there are some service successes, many Hoosiers with long term brain injury
needs receive no services to help them improve or maintain physical and cognitive
function. Under current practice, Medicare, Medicaid and private insurance providers
limit the number of therapy visits available to the survivor. These limits are based on
improvement expectations of people who have physical disabilities and not brain injuries.
Often brain injury survivors will improve more slowly or will plateau in their recovery,
and are then denied additional therapies that could lead to better recovery. In many parts
of the state competently trained providers are not available.

Support Groups

‘The listening sessions produced mixed comments "Support groups are great,
regarding brain injury support groups. A little more than | bu¢1don't consider them a

g & ) .]ury pport Srotp ... part of a network of services.”
half of the participants who were aware of brain injury ..a family member in

support groups in their area attended them. Some Bloomington

attendees saw brain injury support groups — where
available — as a compassionate place to share problems and a great networking and
educational resource. Some support groups offered social opportunities which were
welcomed. Family members and survivors who attended support groups no longer felt
alone in their struggle and felt other members understood what they were going through.
The greatest barriers that prevented support group attendance included not knowing who
to contact about the meetings, lack of transportation, distance to travel to the meeting,
feeling they were too late in recovery to be helped, or a feeling of not fitting in.
Participants thought support groups could better serve their community by concurrently
raising public of awareness of their existence and of brain injury. Support groups could
"We need a regular location and also offer a variety of activities that would

time for support group meetings accommodate both the wheelchair user and the
with timely communication with
people who inquire about this L. . 7.
support service." provide information, opportunities and programs for

-..a mom in South Bend | single people appropriate to their time in life would

ambulatory survivor. Support group activities that




be welcomed. Caregivers suggested that support groups could also be the local advocate
for all people with brain injury. Through modeling and training, and by standing up for a
brain injury survivor, a community-based support group could fill a much needed role.
Many communities thought they would benefit from a Clubhouse’ or community center
for BI survivors.

Awareness, Professionals and Services Needed

Participants thought medical professionals lacked training in brain injury treatment and
needed specialized brain injury certification. Doctors — neurosurgeons, neurologists,
pediatricians and family practitioners — should have the skills to recognize and treat brain
injury. Many families and survivors, especially those with mild brain injuries, felt
misdiagnosed or pushed aside because their doctor did not have appropriate training.
Appropriately trained care managers that remain with the survivor and family during all
phases of recovery are needed. Therapists and direct care workers also need to understand
the unique issues that may arise when working with someone with brain injury.

" Doctors of all specialties should Families and survivors stated they often had to

recognize and understand brain travel to Indianapolis to find professionals who
injury and be part of a network of

. X . were trained and experienced in the treatment of
professionals that provide services or

can refer survivors to appropriate brain injury. They repeatedly stressed that limits on
providers.” ... a survivor from the number of therapy sessions are a barrier for
Kokomo

people with brain injury who improve slowly and

often need ongoing therapy to maintain function,
improve cognition, manage difficult behaviors, or deal with emotional issues.

Participants were also discouraged that the general public is unaware of issues that people
with brain injury face or how they can help survivors and their families. Ignorance and
prejudice often result in fear and stigmatization of brain injury survivors and hinder their
recovery and their ability to return to full community participation.

People with mild to moderate brain injury reported there are few services to help them
return to maximum functioning in the community. They are not considered "ill" enough
to be covered by insurance, and professionals and family members don't "see" or
understand their reduced capacity to function. Services are denied or delayed for years
while the survivor searches for validation and support. With no help to retrain or relearn
skills, no training in compensatory techniques, and no assistance in returning to work,
these survivors feel useless and lost. They stated that help with finding suitable
employment and employer education about brain injury is needed for them to secure and



remain in suitable jobs and keep them from dependence on entitlement programs.
Transportation barriers are also a major issue.. It was often stated that many of these
survivors are frustrated and have given up on their efforts to recover and to make more
progress towards independence.

Many families of survivors who received out-of-state post acute rehabilitation reported
that their loved one returned to Indiana with high hopes of moving forward only to
realize there was no ongoing rehabilitation plan to help them maintain their new skills
and functions. They return to an environment void of therapy, vocational, social and
recreational opportunities. Their hope of "getting a life back," quickly turned into a life
of inactivity, isolation, and depression. Family caregivers find themselves providing all
the services required by their loved one including case management, housing, shopping,
help with activities of daily living, medication management, money management,
therapy, transportation, recreation and social activities. They also may pay out-of-pocket
for rehabilitation, bail money, substance abuse treatment, and housing for their loved one.
After out-of-state rehabilitation, families need follow-up services to connect their loved
ones to new teams and a care manager who will work with them to focus on continued
improvement, setting life goals and planning for the future.

Family caregivers want ongoing or intermittent services for brain injury survivors as
needed throughout a survivor’s lifetime to help them maintain the skills acquired during
acute and post-acute rehabilitation.

Physical and Social Isolation

This issue was very emotional for some survivors to discuss. Many report they feel they
have lost their friends because of the brain injury and how this has changed them. Friends
don't know what to do or how to react to them after the injury and simply leave. Feelings
of being different, rejected and isolated prohibit them from reconnecting to their
community. Brain injury support groups address some of this void, but monthly meetings
are not enough to satisfy the need to be connected. People want recreational and social
opportunities with other survivors who understand what they have experienced as a first
step in rebuilding confidence and connecting with the greater community. Participants
thought Clubhouse programs’, specialized community centers, and centers for
independent living might help meet this need.



Return to School or Work

For the most part, people with brain injury state that they want to return to work. Many
find out they are no longer able to return to their former career and must retrain or go
back to school. Participants in the listening sessions were generally aware of vocational
rehabilitation services in their area, but not aware that they could ask for a brain injury
specialist. Many expressed the concern that people with brain injury struggle with issues
that make it difficult to remain in a job or be a successful student.

Brain injury survivors and family members noted that returning to school is often
difficult. Cognitive skills and processing speeds have changed. Physical stamina,
function, and sensory perception have changed. Their ability to focus and concentrate is
diminished. Family members suggested that more informal learning opportunities and
on-the-job training could meet some educational needs. Others agreed that more
educational options with special accommodations for students with brain injury would
help a great deal. Professional educators who attended the sessions requested
information on how to better assist survivors to be successful in post-secondary school.

Ivy Tech could provide educational opportunities to many people with brain injury.
Professionals from the community college disability services offices gave attendees
support and encouragement. The Indianapolis and South Bend campuses have been very
successful in assisting brain injury survivors through these services.

Without a doubt, survivors of brain injury who are or want to be students must overcome
many issues. One concern expressed in Kokomo was the requirement that a new, updated
neuropsychological evaluation was required before a survivor could be accepted as a
student. This is an expense few can afford. Other survivors found that they need help
with tuition expenses, but qualify for assistance only if they are full-time students.
However, carrying a full class schedule is impossible for many. Participants thought these
issues could be solved with appropriate coordination and training of educators and
opening up scholarship opportunities for part-time students with brain injuries. Formal
vocational rehabilitation services might also be able to help with some of these issues.
Classes that focused on improving cognitive skills would be a good prerequisite for
entering mainstream course work. Campuses that are having success working with
student survivors should be encouraged to share their expertise with other educational
professionals.
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Housing Options

Brain injury survivors who currently live "How will I live independently

independently worry about the future — keeping a after my mom is gone?"

home, paying bills, staying organized and focused. ~an Indianapolis survivor who
lives with her aging parent

Most participants maintained that housing choices
appropriate to the survivor’s level of need and function are not available in Indiana. Most
young adults said they live with their parents, but want and need to live as independently
as possible. There is considerable need for residential options including rehabilitative

community care, shared housing with services, and independent living in a safe and
accessible environment. Few people with brain injury said they have the resources to pay
for non-subsidized housing. Many families indicated that sharing rent with people with
similar needs might be a good option for their family member. Group homes or
(Medicaid) waiver houses designed for people with developmental disabilities or mental
illness are not appropriate living situations for brain injury survivors. Parents and
professionals know that with reduced cognition and processing speed, and obvious
physical disabilities, persons with brain injury are prime targets of criminals and need a
safe living environment. Family caregivers noted that balancing safety and independence
for this adult population is essential, but very difficult. Baseline training to recognize and
work with people with brain injury is largely missing among law enforcement officials.
A professional attendee stated too many survivors who did not receive proper services
and supports currently live in jails and mental health facilities.

Family caregivers and brain injury survivors agreed that they should never be placed in
programs, housing or employment designed for people with mental illness or
developmental disabilities. These programs are not appropriate for them. They do not
take into account the survivor's potential and chances for improvement given the right
supports. These programs may provide inappropriate therapy and interactive
environments for persons with brain injuries.

Funding Issues

Family members and survivors are concerned that Indiana currently focuses on funding
research on TBI to the exclusion of research on other acquired brain injuries and to the
exclusion of funding services. The state recently adopted a more restrictive definition of
traumatic brain injury that eliminates many acquired brain injury survivors from
receiving services through the Traumatic Brain Injury (TBI) waiver. Family members
were also disappointed to know that Indiana has a Traumatic Brain Injury/Spinal Cord

1



Injury (TBI/SCI) Research Fund which does not fund services. Of the twenty one other
states that have brain injury trust funds, all focus on services for people with brain injury.
Some of these states have a second trust fund for research projects. No other state has a
trust fund for research and no fund for services. In fact, the lack of recognition and
discussion between citizens and their policy makers regarding the scope and depth of
funding needed to establish viable brain injury services remains a foreboding barrier to
progress in Indiana.

Monthly spend down to receive Medicaid medical services is a concern for some who are
living on their own and trying to make enough money to survive. Keeping track of
medical expenses every month is difficult. Participants were in favor of an annual spend
down assessment.

Funding brain injury services represents a major barrier to appropriate and sustainable
brain injury services in Indiana. Fears regarding costs for medical care and ongoing
therapies were consistently expressed by participants in the listening sessions. Poverty is
a huge problem for persons with brain injury. Nonetheless, persons participating in the
listening tour consistently identified common problems faced by most, if not all, persons
with brain injury and their families. They also identified practical solutions. The ability
to identify the most salient problems and their solutions strongly suggests we have the
means to quantify and pay for them. An honest, open dialogue needs to begin between
the consumers of brain injury services and public policy makers regarding practical
funding solutions.

Conclusions

Brain injury survivors and their family members have identified many barriers to
recovery and a return to a "new normal" with a good quality of life. These difficulties
begin with the lack of early education for family members and the survivor of the brain
injury. Consequently, accurate brain injury assessments, practical knowledge about
probable consequences, and realistic strategies for recovery and growth are needed by all
parties. We know barriers to services and supports will continue throughout the recovery
and lifetime of the survivor. That is why the practical solutions identified by the
participants in the listening tour are so important. They represent the pathways to hope
for persons with brain injury and their families. They are the building blocks that policy
makers should use to construct workable and affordable solutions.

Families and survivors require timely and sufficient knowledge about potential care
needs and early referral to services in order to begin the process of recovery. Often the
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very professionals who should be helping are untrained or undertrained in the issues and
nuances of brain injury detection and treatment. The lack of awareness and appropriate
knowledge by professionals, policy makers, and the community-at-large have led to a
fragmented and uncoordinated system of care. That fractured system is especially
evident beyond the acute phases of recovery and rehabilitation. Within that so-called
system, services are hard to find or simply unavailable.

Brain injury survivors and families have identified a pervasive need for the development
of a continuum of lifelong services and supports. These services and supports must be
provided in a fimely manner and continued long enough to achieve maximum progress
towards recovery. Caregivers frequently noted the need for ongoing or intermittent
services throughout the lifetime of survivors to help them maintain the skills they
acquired in acute and post-acute rehabilitation. These services serve as tune-ups or
refresher courses to help survivors who have difficulty with physical disability, behavior
control, short term memory and cognition. Participants in every community spoke about
the need for reliable and suitable transportation systems that can provide safe access to
the community at reasonable times of day and night. Survivors of brain injury want
social and recreational opportunities that will allow them to make new friends and to
connect and contribute to the community. Services that provide support to family
caregivers are often as important as services provided to brain injury survivors.

Survivors often spoke of their need to be independent and to be able to live on their own.
However, families, professionals and advocates agreed that there are few safe housing
options which provide support and encourage independence and community connection.
Housing options — especially housing with supports and services to live as independently
as possible — are needed across the state. Advocates, families, professionals, and
providers of all services, including housing agencies and transportation services, are the
stakeholders that need to work together to solve this problem.

The What’s Working What's Not? Brain Injury Tour offered people with brain injury and
their families an opportunity to talk about what they need. Tour participants were
thankful to have this opportunity and want to continue such discussions in the future.
Everyone who cares about people who have survived brain injury and are concerned
about their recovery can learn from these listening sessions. Together we can continue the
process of learning and building a system of care, supports and services that will help
survivors of brain injury attain their best lives possible.
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1. Brain Injury Statistics from The Brain Injury Association of America, 2012
www.biausa.org/LiteratureRetrieve.aspx?1D=104992
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"An ABI Clubhouse is a community center for people living with the effects
of an acquired brain injury (ABI). The Clubhouse is based on a model that
has been recognized for over 70 years. It offers a safe environment where
people are treated with dignity and respect.

A Clubhouse focuses on abilities rather than disabilities, and capitalizes on
these abilities for the combined good of all Members. Members of the
Clubhouse are recognized for their contribution, no matter how big or small
that contribution is. There are no ‘patients’ in the Clubhouse. Members work
together to support each other in the pursuit of personal goals. In the process,
people develop the skills and self-esteem needed to regain control of
meaningful and productive lives. The Clubhouse encourages community re-
entry, the rebuilding of social relationships and the training of skills required
to return to productive activity.

The Clubhouse is divided into four main areas: Work Ordered Day, (which
consists of Units such as Kitchen and Business), Employment, Education
and Evening/Weekend activities. Members choose who they want to work
with and how they want to utilize the Clubhouse. Staff is sufficient to
engage the membership, yet few enough to make carrying out their
responsibilities impossible without member involvement."
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