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A Letter of Thanks

Dear Reader,

The Board of The Generations Project sincerely hopes you enjoy the following report entitled
Lessons from Home.  The report represents the diligent efforts of fifty Hoosiers.  These citizens
spent three days in November and December to cobble together forty four solutions to the
pressing problems of senior citizens and persons with disabilities who need home care and
related services.  They were participants in the Round Table Education Series hosted by The
Generations Project.

Readers should note that the challenges in Indiana’s system of long term care that are identified
in this report represent the conditions that citizens were observing and experiencing in late 2007.
Since that time a few changes have occurred but overall the circumstances still exist that
prompted the recommendations that are presented in the report.

Many of the individuals who participated in Round Table Education Series are persons with
disabilities who use the CHOICE and Medicaid waiver programs.  Others are the spouses,
grandparents or parents of loved ones with disabilities.  Still others are long term care
professionals, lawyers, legislators and operators of their own businesses.  Together, they
produced a set of poignant and positive recommendations.  If adopted these recommendations
have the potential to address the major issues that challenge the independence of thousands of
senior citizens and others with disabilities in our state.  If adopted, these recommendations can
make Indiana a better place to live and do business.  Please join us in working for the
implementation of these thoughtful proposals.

We wish to thank the Retirement Research Foundation (RRF), the major underwriter of The
Generations Project.  Without the support of the Retirement Research Foundation the work of
the Project could not be sustained.  Thanks should be given to Eli Lilly and Company.  Lilly
joined RRF as a direct sponsor of the Round Table sessions.  Thanks should also be extended
to the members of the Project’s governing and advisory boards.  These individuals, our
dedicated staff, and the volunteers who work on behalf of the Project’s member organizations,
make possible successes such as this report.

Sincerely,

Elmer Blankenship Michelle Niemier
President of  Governing  Board Vice-President of  Governing  Board

John Cardwell
Director
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Executive Summary

Lessons from Home is a report on the findings of the Round Table Education Series hosted by
The Generations Project. The Series took place November 7 and 14, and December 12, 2007 in
Indianapolis.

Fifty citizens took part in the three days of deliberations. Those discussions produced the
forty four separate findings and recommendations that are attached to this executive summary.
The findings and recommendations are summarized as follows:

1. Indiana has made great progress in changing the legal parameters of its long term care
system, but enormous challenges remain for citizens and their family caregivers who
need home and community based services. This continued imbalance in the delivery
of  long term care places Hoosiers at risk and is a major negative for the state’s economy
and quality of life.

2. The state should implement and fund home and community based services through
the CHOICE and Medicaid waiver programs as made possible and as intended by the
2007 General Assembly. The failure to do so continues to waste tens of millions of
tax payer dollars while forcing Hoosiers to use unwanted and inappropriate nursing
home care.

3. The state should level the playing field between home and community based services
and the services provided in nursing homes. Indiana’s laws and regulations are still
biased toward nursing home care even though it is clear Hoosiers want and need
home care.

4. The state and nonprofit organizations should join together to protect the rights of
individuals and families who need home and community based services, and stop the
unintended discrimination against low income minorities and low income rural
residents.

5. The state, area agencies on aging, centers for independent living, and organizations
representing senior citizens, persons with disabilities, minorities, churches, business,
industry, and unions should join together to help family caregivers who also do duty
as breadwinners.

Creatively applied, these recommendations could stimulate Indiana’s economy, its business
climate, and improve the quality of life for all Hoosiers.

1



Lessons From Home      THE GENER ATIONS PROJECT

2

Introduction

The report that follows is anchored in the shared life experiences of individuals with
disabilities and their families. These are Hoosiers of all ages who must address daily
the unique challenges associated with Indiana’s system of home and community based
services (HCBS). The Generations Project has learned that these real life lessons from
home constitute the empirical building blocks of any successful publicly financed system
of  long term care (LTC). From the Project’s perspective a successful long term care
system must feature consumer choice, emphasize consumer rights and responsibility,
provide services when, where and as needed, demonstrate cost effectiveness, and
produce enhanced quality of life and health outcomes.

A Brief  History

When The Generations Project began in 2001 the foundation was laid to grow the
participation of citizens in the processes that shape public and private long term care
policies in Indiana.  The structuring of the Project as a partnership of organizations
and leaders representing senior citizens, persons with disabilities of all ages, minorities,
interested LTC professionals and persons in the business and manufacturing sectors
has assured diversity. Fixing the focus of the Project on rebalancing the state’s long
term care system, and having consumers driving the Project’s agenda, assured the
steadfastness of its mission in all subsequent activities.

Securing adequate resources has also been enormously important to the Project’s
advocacy education and outreach activities. Throughout the Project’s history its major
underwriters have been dedicated to the mission of rebalancing the LTC system based
on consumer driven principles. The Health Foundation of Greater Indianapolis, the
Indianapolis Foundation, the Nina Mason Pulliam Charitable Trust, Eli Lilly &
Company, and the Retirement Research Foundation have all supported that core
mission.  In 2006 and 2007, when the Round Table series was developed by the Project’s
leadership, the support of  the Retirement Research Foundation and the Pulliam Trust
was critical to that creative process. Knowing the needed resources would be in place
allowed the Project to move ahead with the planning and implementation of the Round
Table Education Series.
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The education series had its genesis in the training and policy summits hosted by the
Project in 2004, 2005 and 2006. Those gatherings, and the other outreach activities of
the Project, created a diverse and deep base of LTC consumers and advocates well
schooled in the issues, challenges and opportunities facing the creation of a consumer
friendly and effective system of home and community based services. That base allowed
the Project to establish an effective and efficient process for identifying persons from
across the state to participate in the Round Tables who were also representative of the
citizens who need a rebalanced LTC system.

Consequently, on November 7, 2007 forty Hoosiers, who address the realities of home
and community based services in their daily lives, gathered at the Indiana Interchurch
Center to identify problems and issues in the state’s system of long term care. For five
hours these consumers, family caregivers, advocates, senior, minority and disability
community leaders worked intensely to produce a comprehensive assessment of HCBS
and other long term care services, such as nursing home care. A week later, the same
citizens returned to the Center to produce a set of recommended solutions and positive
actions to address the HCBS and other LTC issues and problems they had previously
identified.

On December 12, 2007 at the American Red Cross Building in Indianapolis the
participants from the November meetings were joined by legislators and business
leaders. Together, these fifty citizens used a vigorous, positive and open dialogue to
produce the remarkable and far reaching recommendations that follow in this report.

Participants at the November 7th Round Table
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The Lessons from Home

The recommendations developed during the three Round Table sessions simply did not happen
without context. In the course of the discussions the participants told compelling stories
from their daily lives regarding the need for home and community based services. Without
identifying the individuals who spoke out here are just a few of the lessons from home that
were described in the sessions.

One participant described in detail cases of sexual assault by home care
workers against consumers with profound disabilities. The participant
hoped that such cases were the exception.  Nonetheless, it was widely
agreed that the state’s ability and willingness to police providers is hit
and miss. The agencies charged with protecting home care consumers
are under funded, under staffed, act in isolation, have limited authority,
and in some cases their interventions have actually harmed consumers.

Many participants complained of the state’s use of “paper enforcement”
as its primary means of policing nursing homes and licensed home health
agencies. As one person put it, “If  a provider says in writing it has taken
corrective action the state accepts that as true.”

Several participants spoke of great home care workers who were
hampered by low pay, few or no benefits including no health insurance,
poor working conditions, and subject to poor treatment by their
employers. As one CHOICE consumer said during the Round Table
process, “Every time I get a good home care worker I must worry that
she or he will quit. My life depends on having home care workers that I
can rely on.”   Presently, the yearly turnover rate in Indiana may be as
high as 90 percent among home care workers. Home care workers and
Service Employees International Union (SEIU) representatives participating in the sessions
confirmed these working conditions.

Several persons expressed concerns about the state trying to force people to move from the
CHOICE program to a Medicaid waiver because of estate recovery, fewer rights for consumers
under the waivers, and less flexibility in services.

The state was repeatedly criticized for the lack of access to self directed care through publicly
funded HCBS programs.

The state’s federally funded “money follows the person” program grant (MFP) was severely
criticized because it was still not providing services and was entering its second year. In the
meantime, Indiana has been transitioning people out of nursing homes, and diverting people
away from nursing homes, at relatively low levels.

4

Cathy  Tar tar,  a
home care worker
and member of the
Service Employee
International Union,
commenting on the
r isks and work ing
conditions endured
by members of her
profession.
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Area agencies on aging generally received good marks but the Round Table participants
consistently cited the shortage of area agencies on aging (AAAs) case managers and
inconsistencies among the agencies.

Great fear was expressed in the meeting regarding the arbitrary refusal of the Indiana Family
and Social Services Administration to release the funds that had been appropriated by the
General Assembly for the centers for independent living (CILs). This “created crisis” was
placing the centers and the consumers who depend on
their services at grave risk.

The CHOICE program got very high marks but hours of
services were too few, and there was growing pressure
from the state to make further cuts. Cases were cited of
services being arbitrarily cut and dollars being held back
by the Division of Aging and the Indiana Family and
Social Services Administration that had been appropriated
for CHOICE services by the state legislature. Examples
were given by consumers where the cuts were placing them
at real risk in their own homes. The state was also
criticized for misrepresenting cost and utilization data in
the CHOICE program.

The state was consistently criticized for making irrational
decisions to block the authorization of Medicaid waiver services for persons who obviously
qualified for those services, for using rate structures for waivers and CHOICE that discouraged
the participation of providers in rural areas, for inconsistent and unpredictable policy and
staffing changes, and for privatizing services that placed lives at risk.  Family caregivers
reported that arbitrary decisions by the state made it extremely difficult for them to get the
caregiving backup they needed. One participant described how she and her husband were
forced to stop working, and how the state refused to authorize payment for needed
modifications in their home so they could be better caregivers.

The welfare modernization program was severely criticized for blocking Medicaid applications
for senior citizens and persons with disabilities because of a shortage of case workers in the
county offices.

The participants described a public transportation system that is virtually nonexistent in most
of the state and which puts senior citizens and persons with disabilities who can no longer
drive at great risk. Publicly financed and accessible housing is another major hurdle the
participants discussed.  Furthermore, the claims by the state regarding the availability of
assisted living, adult family care, and adult day care through Medicaid appear to be greatly
overstated.

Al Tolbert, disability advocate, HCBS
consumer and family farmer.
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Concern was expressed regarding the still widespread ignorance of home and community
based care options among consumers, their family members, and health professionals. Hospitals
continue to send the bulk of people who need long term care directly into nursing homes and
the pre-admission screening program does little to stop this from happening.

There was considerable discussion regarding how minority populations were too often left
out of the focus of the state and local agencies in the provision of HCBS, and that people
were being placed at risk because of the “unintended consequences” of this failure of policy
and programs.

The participants also expressed concerns regarding Medicaid rules that kept citizens with
disabilities from having viable employment, the lack of communication between provider
agencies and the employers of family caregivers, and the impact of caring for aging parents
on a family’s income and health.

Years of citizen advocacy and education activities preceded the Round Table Education
Series. An example of such activity occurred in April 2007 when citizens and members of
the Indiana General Assembly gathered in the State House to support funding for the CHOICE
and Medicaid waiver home care programs.
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The Round Table Recommendations

The human stories from the Round Table sessions provided compelling real life evidence
regarding the urgency of rebalancing of the state’s system of long term care by fully investing
in HCBS. The stories played a direct role in building consensus among the participants. The
Project believes these consensus recommendations are solutions that can be used by citizens,
businesses and the state to dramatically improve our system of long term care. These
recommendations represent an opportunity to elevate the quality of life for all Hoosiers. The
Round Table process is also a model that can be applied in other states.

Under the topical headlines that follow, please read the recommendations from the citizen
participants in the Round Table Education Series.

Fund CHOICE and Medicaid waiver services as made possible and intended by the
Indiana General Assembly.

¨ Make CHOICE and Medicaid waivers work as intended by releasing the dollars
appropriated for those programs according to the schedule set by the General Assemblyin the
state budget act, HEA 1001. It is now apparent that many, if  not most, area
agencies on aging had their CHOICE dollars held back by the Division of Aging and
the Family and Social Services Administration at least through the first quarter of the
present state fiscal year, SFY 2008 beginning July 1, 2007. On the disability side of
the ledger, centers for independent living (CILs) are still in a struggle with FSSA to
have their funds released. In both cases, persons served by these agencies have been
placed at great risk, employees of the agencies harmed, CILs placed in jeopardy, and
precious funds will go unspent because of the delays while vulnerable Hoosiers go
without service.

¨ Stop cuts in funding, services and hours of service for CHOICE consumers. Recently, reports
have popped up all over Indiana of area agencies on aging (AAAs) being forced to cut
services and hours of service for established CHOICE clients. These cuts cannot be
justified given the level of funding provided by the General Assembly for CHOICE
in the 2007 budget act and the concurrent migration of persons from CHOICE to
Medicaid waivers under the provisions of SEA 493.

Fully implement CHOICE, SEA 493 and related consumer driven HCBS programs.

¨ Fully implement SEA 493 and properly implement the CHOICE program
because the services through these programs are vital to the health and well being of
persons with disabilities, senior citizens, and their families. These programs are the
law!
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¨ The primary emphasis should be on home care among the services provided
through the CHOICE and Medicaid waiver programs (under SEA 493). All
HCBS services are important but plain old home care can serve more people faster
and cheaper than other programs and keep people in their homes. It is the best deal
for taxpayers and the quickest and most reliable way to reduce the need for expensive
Medicaid funded nursing home care.

¨ Aggressively implement the Money
Follows the Person (MFP) provisions of
SEA 493 and properly implement the
$21 million federal MFP grant the state
received over a year ago. MFP is a
huge opportunity to move people
from institutions back into their
homes or into community based
care settings. As a recipient of a
five year federal grant for that
purpose, Indiana has a great
opportunity. Unfortunately, the
implementation of services under that grant has still not happened and the state is
already into the second grant year. Federal law requires a person to be in a nursing
home six months before the MFP grant dollars can be used. However, under the
provisions of SEA 493 thereis no six month restriction. In the situations where MFP
grant dollars cannot be used the state could apply other dollars to meet the provisions
of  SEA 493 for persons using services via a Medicaid HCBS waiver. Finally, there are
no restrictions on placing NF residents who meet CHOICE eligibility criteria in
community services funded by that program except for the availability of appropriated
dollars.

¨ Explore using Medicare funds for home care on a temporary basis until a person can utilize
CHOICE services. In the early days of the CHOICE program there was more attention
given to the limited service window for home care provided by Medicare.  For persons
coming out of hospitals reviewing that option could be an important short term home
care funding source. Additionally, the state and the area agencies on aging should
dramatically increase the rate of transitioning people out of nursing facilities, and diverting
folks from facilities, by working in close partnership with organizations that represent
senior citizens, persons with disabilities, and community based groups.

¨ Implement the Private Hire Act and optimize the use of self-directed care. Self-
directed care not only keeps people in their homes but it dramatically engages consumers
in the nuts and bolts of their own care. It is radically under-utilized in Indiana and
shouldbe a major feature of CHOICE and Medicaid waivers.

Mike Sullivan, Alzheimer’s Association, presenting
at the November 7th, 2007 Round Table at the
Indiana Interchurch Center, Indianapolis.
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¨ Let the market develop naturally for CHOICE
and Medicaid waiver services under  SEA 493
`by not limiting the service slots available to
consumers for these programs. SEA 493
required the state to have 20,000 slots
available for Medicaid waiver services,
but that provision was never utilized. This
recommendation is important for two
critical reasons. First, nursing home care
is a legal entitlement so anyone who is
denied HCBS can always go into a NH.
Second, the limiting of slots or access to
needed services drives people away from the best health outcomes and most cost
effective forms of LTC. Such outcomes are bad for taxpayers and the overall quality
of life in our state.

¨ Establish provider rates that truly work for CHOICE by re-establishing the local rate
negotiation authority for that program that was successfully and cost effectively utilized
by the area agencies on aging from 1988 until 2006.

¨ Set year by year targets for the number of people to be served in HCBS and for
reductions in the number of people using Medicaid certified nursing home beds. The
targets should be linked with a nursing home resident diversion and conversion program
that is effective for all consumers who need HCBS. When the market is not artificially
manipulated this approach has proven to be effective in other states.

¨ Select the membership of the CHOICE board as required by state law. If  the statutory
process was followed the CHOICE board membership would include senior citizens,
persons with disabilities, and other advocates with real standing among the
constituencies they are legally charged to represent. This would enhance the
effectiveness of the body  per its dual policy oversight and advisory functions regarding
publicly funded LTC. It should be noted that in 1996 and 1998, when the CHOICE
board had stronger consumer representation, it produced studies and recommendations
that anticipated the content of SEA 493 in 2003.

¨ Publish data regarding the CHOICE program and Medicaid waivers that is accurate. In 2007
the state counted people as active recipients of CHOICE services who had
merely been assessed or reassessed per their HCBS eligibility and status. Inaccurate
data and exaggerated claims regarding persons served jeopardize public confidence
and place the proper funding of HCBS by the General Assembly at risk.

State Senator Sue Errington (D-Muncie) and State
Representative Larry Buell (R-Indpls.).
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Level the playing field between HCBS and nursing home care.

¨ Establish HCBS as an entitlement under Indiana law. This would solve the problem of
access to HCBS and resolve the parity issue with nursing homes. Given the low cost
and high effectiveness of CHOICE and Medicaid waivers, if entitlement status was
established, long term care consumers, taxpayers and the state
would all be better served.

¨ Place state employees in hospitals to review and screen every discharge to
make sure no one is inappropriately sent to a nursing home. It is common
practice for persons to go directly to nursing homes from
hospitals. This dramatically increases the risk of permanent
institutional placement. The state of Washington has used state
employees in hospitals since the early 1990s to direct patients
to appropriate LTC services. Washington and Indiana have
virtually the same sizepopulation and very similar
demographics. Washington has a daily Medicaid nursing home
resident population of about 11,000.  The same number for
Indiana is over 25,000. In Indiana, AAA case managers could
stationed in hospitals as an alternative to state employees.

¨ Establish a Pre-Admission Screening (PAS) system and a Medicaid
eligibility determination process that really works. PAS, the
administrative mechanism administered by the AAAs to route persons to the
appropriate form of long term care, fails all too often.  As suggested above, placing
state employees or AAA case managers in hospitals (and even nursing homes) would
allow PAS to work as intended and needed. Many Hoosiers are also having their
Medicaid applications for HCBS waivers delayed for months by the state.  These
failures waste taxpayer dollars and place the health and independence of long term
care consumers at risk.. Giving AAAs  presumptive eligibility authority would be an effective
way to avoid these problems.

Karen Vaughn,
advocate and HCBS
consumer, discussing
risks faced by HCBS
consumers.

Dennis Frick of the Senior Law Project in a discussion of
Medicaid HCBS issues with other participants at the November
14th Round Table.
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Changes in state policies and programs must resolve any unintended consequences
that harm HCBS consumers.

¨ The serious problems for senior citizens, persons with disabilities, and minorities
that are being caused by welfare modernization must be addressed. Welfare
modernization (privatization) is jeopardizing access to HCBS because it is stopping
people from entering the Medicaid system. This will increase the pressure on vulnerable
individuals to turn to nursing homes for care. Stripped down county Division of
Family Resources (DFR) offices are telling persons they are not taking Medicaid
applications at the present time, or that they will have to wait for several months to
apply. If  true, this is clearly a violation of federal law. The problems may get worse as
the new telecommunications based eligibility system is not likely to work for many
individuals with cognitive and physical impairments. Additionally, most of the
experienced case workers have been transferred to the private contractor or they have
simply quit. The Generations Project has even received reports of county DFR
employees coming to local AAA offices for instructions on how to process Medicaid
applications.

¨ Changes in home medical services that place the lives of consumers in jeopardy
must be reversed immediately. Citizens in the Round Table hearings and during other
outreach activities by the Project identified planned changes by FSSA and private
vendors that are threatening to end the home delivery of medical supplies and services
that literally keep persons with significant disabilities alive. These planned changes
need to be reviewed immediately and stopped, if consumers are at risk.

¨ The interpretation and/or application of Medicaid rules that irrationally blocks needed
HCBS services should be changed. Reports are coming in from across the state of
persons who are being denied Medicaid waiver services who were already Medicaid
eligible. In many cases, state Medicaid officials appear to be issuing arbitrary denials
of  home health equipment purchases, home modifications, and services even when
these denials jeopardize the provision of needed home care or make it harder for
family members to continue as caregivers. Moreover, consumers and family members
are often stonewalled for extensive periods of time when attempting to get answers
from the state.  The entire Medicaid HCBS review and decision making process
needs to be reviewed with consumers, their advocates, area agencies on aging, and
the centers for independent living.

¨ Any universal health care proposal considered by the General Assembly should include
all forms of long term care. Universal health care proposals are receiving increasing
attention in every state in the nation. In the 1960s, home and community based
services were not a part of  the Medicare and Medicaid debate. The same mistake
should not be repeated if universal health care becomes politically viable.
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Address the HCBS needs of minorities and special demographic groups.

¨ Examine the data regarding the distribution of publicly funded HCBS and the unmet need for
those services among minorities and persons in unique demographic and geographic areas. This
should include research regarding variations in HCBS services among demographic
groups and working with the Indiana Minority Health Coalition, area agencies on
aging, and centers for independent living to identify the services needed by those
populations.

¨ Direct involvement of minority populations in the HCBS
policy and program decision making process. This should
include re-examining the composition of the
CHOICE board and adding a minority services
component to the Division of Aging.

¨ Establish training and education programs for area agencies
on aging and centers for independent living per the needs of
African Americans, Hispanic Americans, Native
Americans, and other populations with significant HCBS
needs. Such training and education would be highly
consistent with the total service mission of the new
aging and disability resource centers that are being
developed by every AAA in the state. The training
and education would also help fill long standing  and lapses in service received by
minority populations.

¨ Act to serve populations with profound and unique LTC needs, including HCBS.  Persons with
brain injuries and other populations with profound and unique needs often have life
long and highly individualized care requirements. The state should proactively address
the immediate and life span needs of these individuals with the objective of helping
them achieve as much independence and self-reliance as possible. Developing and
establishing supports for persons with life long needs enhances the possibility that
these individuals can become partially, if  not fully independent. Such support can
reduce or eliminate the stress on aging parents that often places their health and
financial well being at risk. For years Indiana has been sending persons with brain
injuries to out of state facilities for services. These services have been paid entirely
with Hoosier taxpayer dollars without the benefit of  federal Medicaid matching funds.
It is long past time for the state to establish those services in Indiana. That will allow
families to remain whole and better protect the interests of taxpayers.

State Representative Sheila Klinker
(D-Lafayette) and A.G. Clyne, family
caregiver, discussing the lack of
comprehensive services in Indiana
for persons with brain injuries.
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Grow consumer empowerment, rights and protections.

¨ Establish consumer-directed (or self-directed) HCBS as a priority for the state and the area agencies
on aging (AAAs). Many states successfully employ consumer-directed care on a large
scale.  It has been proven to save money and to sustain the independence of consumers
for whom it is appropriate. This option is being grossly under utilized in Indiana.

¨ Extend the consumer-driven features of CHOICE to Medicaid waivers as required by SEA
493. In reality, this feature of SEA 493 was never implemented. Consumer driven
principles should be applied to all features of current and future HCBS including all
Medicaid waivers, and to all transportation services (local, intercommunity, and statewide).

¨ Significantly increase the number of AAA case managers that arrange and broker HCBS services
for consumers, and who troubleshoot and intervene for consumers when there are problems with
those services and/or providers. For CHOICE and Medicaid waivers to work as intended
and established in state law there must be an extensive AAA case management system
in place to work with and to protect vulnerable consumers.

¨ Full and timely funding of  HCBS. The failure to properly fund services and to
provide adequate levels of care when needed is probably the primary threat to the
health and well being of all Hoosiers who need home and community based services:
seniors, persons with disabilities, and family caregivers. Since the mid-1980s, this
has been the leading concern and complaint stated by long term care consumers and
their families in Indiana.

¨ Improve the status, pay, training and working conditions of home care workers in order to improve
the quality of HCBS in Indiana.  This should be a priority for the state. The Generations
Project believes innovative programs between unions, such as SEIU, and Ivy Tech
Community College could be put in place that would dramatically improve the home
care work force, directly boost the state’s economy, and raise the quality of services
rendered to consumers. Indiana would also benefit from having an independent provider
network (IPN) to facilitate the development of a large pool of home care workers.
The state of Illinois presently has an IPN in place. The state could also explore with
the federal Centers for Medicare and Medicaid Services the establishment of a Medicaid
waiver to fund a health insurance benefit for home care workers. It is a sad irony that the
lack of health insurance for home care workers continues to be one of the major
blocks to sustaining a quality HCBS work force.
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¨ Establish extensive programs by the Division of Aging (DoA), FSSA, AAAs, and CILs to
educate in detail HCBS/LTC consumers and their families regarding their rights and responsibilities.
Equally extensive consumer rights education programs for state DoA staff, AAAs,
CILs, and the general public should be established. The Generations Project believes
there is a strong link between consumers well-versed about their rights, responsible
behavior, and quality assurance. The Project has concluded there is a strong link
between the ignorance of the public and some professionals that leads to the over-
utilization of nursing home care.

¨ Implement adequate and effective regulations to protect all HCBS consumers with swift and
substantial fines against providers whenever necessary. The services needing beefed-up
regulation include, but are not limited to, home care, assisted living, adult family or
foster care, and adult day or night care.

¨ Pursue swift, certain and significant punishment for providers and professionals who personally,
mentally or physically harm HCBS consumers. During the Round Table process first hand
accounts of inexcusable abuse by providers were heard.  In one instance, the identified
perpetrator of a sexual assault against an HCBS consumer was not prosecuted and
was believed to still be employed by a home health agency. The Division of Aging
should develop protocols with the area agencies on aging for immediately engaging
local police, prosecutors, and Adult Protective Services in such situations. Citations
and fines, or so called “paper enforcement”, by the Indiana State Department of
Health is failing to protect consumers in far too many cases.

¨ Establish appropriate levels of funding for the state and local ombudsman services, guardianship
services, and adult protective services. Ombudsman services are grossly under funded for
nursing home residents, and are essentially nonexistent for HCBS. Ombudsmen are
charged with advocating on behalf of consumers, particularly those who cannot speak
for themselves, in order to address concerns regarding the delivery and quality of
services.  Strengthening ombudsman, guardianship and adult protective services is an
important step toward ensuring the protection of highly vulnerable persons.

¨ Reform the guardianship system in order to stop abusive and inappropriate guardianships.
Consumers must be heavily involved in any reform process. Court appointed volunteer
advocates from nonprofit organizations to monitor guardianships could be among
the approaches used to guarantee independent oversight. The practice of appointing
APS employees as guardians must stop.

¨ Eliminate estate recovery for Medicaid waiver HCBS as long as family members are engaged in the
overall provision of appropriate care. This would provide a huge incentive for family
members to continue in the caregiving role. The fear of estate recovery continues to
cause individuals and families who qualify for HCBS to refuse to participate in
Medicaid. Ironically, this makes them more vulnerable for institutional placement at
a future date.
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¨ Implement an extensive and comprehensive public
education program on HCBS. This might be
the most powerful tool that is available to
recalibrate the public’s attitudes and
behavior regarding HCBS and the positive
possibilities for caring for loved ones. The
education process needs to include the
general public, businesses, unions,
potential HCBS consumers, seniors,
persons with disabilities, state officials,
doctors, nurses,hospital administrators and
discharge planners, and even AAAs and
CILs. This recommendation could be
combined with the aforementioned HCBS
consumer rights education proposal.

¨ Reestablish the Governor’s Conference on Aging as a meaningful and consumer empowering event.
In the 1980s home care was extensively debated at the annual aging conference. The
conference has been reduced to a non event in the last three years. During the Orr
administration, the conference attracted nearly 1,000 participants and truly engaged
seniors in the public policy process. Today, the Governor’s Council for Persons with
Disabilities still holds a powerful conference each fall for Hoosiers with disabilities.
That conference consistently brings the disability community into the public policy
process. The Commission on Aging could be given the same task for the senior
community and, with help from the area agencies on aging and sponsors, stage an
important conference each year at little or no cost to the state. The sponsors could
include academic institutions, foundations, nonprofit entities, and for-profit
corporations.

¨ Establish and aggressively pursue affordable, accessible and safe housing for people coming out of
nursing facilities with appropriate support services as part of the package. Affordable, accessible
and safe housing is empowering for persons with disabilities:  it allows them to live
and work in the community with dignity, and makes it much, much easier for family
caregivers to sustain their assistance. Universal design in housing for persons with
disabilities could be a part of  this process. Home modifications for seniors and persons
with disabilities are also in this mix. Indiana desperately lags in doing home
modifications, which places thousands of Hoosiers at risk who want to age in place at
home.
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¨ Support creative housing initiatives for seniors and persons with disabilities.  Presently,
there are active models in Indiana of creative housing initiatives that are
designed to let people age in place and live in diverse communities. Two are in
Indianapolis. The Jewish Community Center operates a NORC, or naturally occurring
retirement community, that has received direct support from the Division of Aging.
The local area agency on aging, CICOA Aging and In-Home Solutions, operates
Lifelong Living Communities, an innovative program that is currently helping seniors
in the Fountain Square neighborhood to rehab and retrofit their homes to be safe and
accessible.

¨ Establish a process for non-elderly persons with disabilities to review and shape HCBS public
policies, and the local administration and delivery of services, from a consumer perspective. The
Division of Aging could work with advocacy groups, CILs, the CHOICE board, the
Governor’s Council for Persons with Disabilities, the Indiana Council for Independent
Living, and AAAs to make this process a reality.

Develop the opportunities that HCBS represent for employers, their employees, and
Indiana’s economy.

¨ Promote cooperative education programs between consumer
groups, manufacturers, other businesses, unions, nonprofit
agencies, and the state that can help employers to work with
and assist employees who are trying to provide home care for
loved ones. MetLife, university research, and secondary
analyses done by The Generations Project all agree
that HCBS is great for industries with aging work
forces. In Indiana, Eli Lilly & Company has long
worked with its employees who do double-duty as
family caregivers. In fact, industries across the nation
are increasingly looking to make investments in
states that have well developed programs to support
persons with disabilities of all ages.

¨ The General Assembly and the state administration should
explore with employers, unions, consumer  groups, AAAs, CILs, and other nonprofit entities
positive solutions to  workplace issues for persons who are family caregivers. Enhancing the
state’s Caretaker Support Program, established by SEA 493, should be an important
part of  this process.
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Develop a smaller, but far better, nursing home industry that is defined by a high
quality of direct care for consumers.

¨ Take advantage of the savings that are generated by growing HCBS to improve the total LTC
system including nursing home care. Fully implementing SEA 493, properly implementing
CHOICE, supporting  employers who want to help employees who are also family
caregivers, and taking the many steps described in this paper to help HCBS consumers
and their families would dramatically lower the unnecessary utilization of nursing
home care in Indiana. But simply reducing the number of nursing homes and Medicaid
certified beds is not enough. The savings generated by reducing the use of nursing
homes needs to be used in four ways:  rapidly growing HCBS, educating the public
regarding all LTC options, improving the HCBS work force, and improving the quality
of  care in nursing homes.

¨ Make high quality care the norm in a smaller nursing home industry.  Nursing home care is an
important option in Indiana’s LTC system. “High quality” should be the words that
describe nursing home care in the future. To achieve high quality Indiana’s grossly
over built nursing home industry must become
smaller over time in order to reduce the resource
drain that is caused by that over investment.  Paying
for inappropriate care and unneeded buildings and
beds reduces the quality of care throughout the LTC
system. Nonetheless, as the nursing home industry
gets smaller Indiana needs to invest more money on
a per capita basis in the direct care of nursing home
residents. This redirected investment means tougher
and better standards for protecting residents, and
better salaries, benefits, working conditions, and
training for direct care workers. Steps must also be
taken to enhance and strengthen the rights of
residents, to improve their quality of life by
increasing the personal needs allowance (PNA) and
more opportunities for socialization. The PNA
should be matched with the rate of inflation.
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Innovative Division of Aging (DoA) programs should be continued, developed, and
scrutinized for their viability.

¨ Changes implemented by the Division of Aging must be thoroughly
evaluated per their impact on consumers and vital public services. In the
past two years the DoA has promoted assisted living and adult
foster care through Medicaid waivers, and has encouraged the
development of NORCs, ADRCs, local transportation systems,
and adult protective services. The agency has also forced changes
in AAA senior meal programs, its internal fiscal management
and operational structure, and tried to impose a merger between
the CHOICE Advisory Board and the Commission on Aging.
From a consumer and taxpayer perspective, these changes ranged
from very good to very bad. Furthermore, close scrutiny of
claims by the division in terms of the number of people served
on Medicaid waivers and through CHOICE, and the cost of
services through these programs, is merited. For example, The
Generations Project cannot verify recent claims by the division
regarding enrollments and the average cost
per CHOICE client.

¨ The AAA authority to negotiate CHOICE rates
should be re-established. The forced changes by
the Division of Aging and the Indiana Family
and Social Services Administration in the
provider reimbursement system for the
CHOICE program continue to put pressure
on providers, especially in rural areas, to
leave the system.

¨ Attempts to privatize aspects of aging services need to be critically reviewed. Efforts by DoA
and FSSA to privatize aspects of aging services, such as meals, and most recently the
transition of persons from nursing homes to HCBS, have been and remain disruptive.
The rationale for the privatization initiatives has been hard for many professionals
and consumer advocates to understand since Indiana’s single point of entry long term
care system is locally administered by private nonprofit area agencies on aging.
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Conclusions

The recommended solutions in this paper were assembled based on the issues and suggestions
raised by the participants in the November and December 2007 meetings of the Round Table
Education Series. These individuals were invited to participate in the Round Table sessions
based on input received by The Generations Project from the leaders of its partner
organizations. The Project has been privileged to work with these dedicated citizens.

The recommendations in this paper can be heard throughout Indiana by anyone who is listening
to the real stories that are part of  the struggles that tens of thousands of Hoosiers face every
day. Without a doubt, the need for home and community based services is profound in
every community, among all demographic groups, and in all regions of the state.

It is important to note that the solutions identified in this paper must be implemented by a
variety of people and institutions:  government, business, nonprofit entities, advocacy groups,
and our fellow citizens. The solutions will range from legislation to private sector alliances to
informal agreements and individual actions.

In 2001, when The Generations Project was founded with the mission of helping Hoosiers
rebalance their system of long term care, the path to that solution was driven by hope and the
grit of  people who must have home and community based services. Today, we know much
more about the rebalancing process and the enormous human costs that occur whenever we
fail our most vulnerable citizens. Given that knowledge, we must act with urgency to advance
the public’s awareness of these recommendations and the need for a balanced and humane
system of long term care.
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Credits and Resources

Members of the Governing Board of  The Generations Project:

President:  Elmer Blankenship

Vice President:  Michelle Niemier

Secretary:  Nancy Griffin

Treasurer:  Clifford L. Willis

Board Member and Director of the Project:  John Cardwell

Contributors to Lessons from Home:

The fifty citizen participants in the Round Table Education Series of  November 7 &
14, and December 12, 2007.

Primary Author/Writer:  John Cardwell

Editors:  Michelle Niemier, Nancy Griffin and June Holt

Art and Design:  Matt Greenwood

Other reports from The Generations Project that are relevant to the build-out of home and
community based services and the rebalancing of Indiana’s long term care system include
Moving Forward, January 2005 and What Citizens Are Saying, March 2007. These publications
are available on the Project’s website.  Also see The Miracle of CHOICE, April 2007. Published
by United Senior Action this report contains eight compelling case studies of Hoosiers who
use HCBS.

How to contact The Generations Project

The Generations Project can be reached on line at www.generationsproject.org. Written
communications can be sent to:  One North Capitol Avenue, Suite 1025, Indianapolis, IN
46204. There are also links on the website to the Project’s member organizations and other
agencies that serve HCBS consumers.
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Member Organizations of The Generations Project:

The member organizations of The Generations Project are AARP Indiana, Alzheimer’s
Association, The Arc of Indiana, CICOA Aging and In-Home Solutions, Citizens Action
Coalition Education Fund, Indiana Alliance for Retired Americans, Indiana Association of
Area Agencies on Aging, Indiana Minority Health Coalition, Indianapolis Urban League, Mental
Health America in Indiana, and United Senior Action of Indiana.

This report was made possible by the generous support of  The
Retirement Research Foundation of  Chicago, Illinois .
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