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MINUTES OF THE HOUSE AGING AND LONG TERM CARE COMMITTEE

The meeting was called to order by Chairman Bob Bethell at 3:30 p.m. on January 21, 2010, in Room 784
of the Docking State Office Building.

All members were present except:
Representative Owen Donohoe- excused
Representative Don Hill- excused

Committee staff present:
Doug Taylor, Office of the Revisor of Statutes
Terri Weber, Kansas Legislative Research Department
Estelle Montgomery, Kansas Legislative Research Department
Iraida Orr, Kansas Legislative Research Department
Kathie Sparks, Kansas Legislative Research Department
Judith Holliday, Committee Assistant

Conferees appearing before the Committee:
Jane Rhys, Executive Director, Kansas Council on Developmental Disabilities
Tom Laing, Executive Director, InterHab
Pat Terick, Director, Governmental Activities, Cerebral Palsy Research Foundation

Others attending:
See attached list.

Chairman Bethell called attention to the national report from United Cerebral Palsy, “The Case for Inclusion:
An Analysis of Medicaid for Americans with Intellectual and Developmental Disabilities” provided to each
Committee member. (Attachment 1) This report benchmarks a state’s efforts in providing services for the
developmentally disabled and inclusion of those individuals into society. Kansas ranks 24" on the list, and
while we’re not the best and not the worst, he feels we can do better.

Jane Rhys, Executive Director, Kansas Council on Developmental Disabilities, provided background
information of the Kansas Council on Developmental Disabilities. (Attachment 2) The Council is federally
mandated and funded under the Developmental Disabilities Assistance and Bill of Rights Act of 2000.
Members are appointed by the Governor and include primary consumers, immediate family, and
representatives of the major agencies providing services for individuals with developmental disabilities (DD).
Their mission is advocacy for individuals with DD to receive supports to make life choices such as where to
live, work, and learn. The Council is a member of the Big Tent Coalition and supports the 2010 Priorities
developed by the Big Tent.

A Developmental Disability occurs before age 22, is lifelong, and results in major substantial functional
limitations in three or more areas sych as self-care, mobility, and economic self-sufficiency. These disabilities
require lifelong supports, are not curable and individuals do not improve with age. Examples of DD include
autism, cognitive disabilities, and severe cerebral palsy.

Ms. Rhys pointed out that the data contained in the national report is from 2007 and does not show the effects
of the current reduction in funding including the 10% rate decrease in Medicaid rates. The last page of the
report shows the data source and a web link for each data referenced.

The report contains rankings for what each state achieved in four areas:

1) Allocating resources to those in the community. Kansas ranks 15th among all states in this category
because state policy has been to reduce the size of immediate care facilities for those with DD, except for the
two state DD hospitals in Parsons and KNI in Topeka.
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2) Supporting individuals in the community and home-like settings. Kansas ranks 33rd on the list. This area
includes funding, but also looks at the settings in which people live and the available waivers that promote
self-determination. Self determination includes providing services that are self-directed, or determined by the
individual and his family what services are needed and who provides them. This includes personal budgets
and client satisfaction surveys. From 1999 to 2010, the increase of people on the DD waiting list has grown
from 292 to 2,182.

3) Keeping families together through family support. Kansas ranks 24™ with 129 families per 100,000. This
will drop because families depend on respite care which was eliminated from services. Other family services
include in-home support, direct financial support, equipment modifications, wellness monitoring and medical
alert.

4) Supporting meaningful work. Kansas ranks 46th. Meaningful work is work that occurs in the community
and may be both supported (i.e., the person needs some support on the job) and competitive employment.

Ms. Rhys called the Committees attention to attachments to her testimony which provided information on the
different community developmental disability organizations in the counties. She explained the charts on the
number of persons served in the community; the DD waiting list; a waiting list for the under served; and those
receiving no services.

Also attached to her testimony was a page from the Governor’s Budget Report that shows proposed funding
for both DD and Autism. The Council supports the proposal, recognizing it as a maintenance budget. For
additional funding, the Council recommends adoption of the Governor’s Facilities Closure and Realignment
Commission that recommend the closure of Kansas Neurological Institution (KNI) and downsizing Parsons
State Hospital. This would allow better distribution of state and federal funds so additional people could be
served. Winfield closure was a success story for the residents and the closure savings were put into DD
community services.

Ms. Rhys concluded by telling the Committee that Kansas was a leader in services for persons with DD, but
now it is dropping, and services are of lower quality due to lack of adequate funding and policies in place had
not been modified to reflect current needs and/or new methodology.

Ms. Rhys responded to numerous questions regarding the charts provided with her testimony.

Tom Laing, Executive Director, InterHab, presented testimony to the Committee on the role of Home and
Community Based Services in the progress realized for persons with DD. (Attachment 3) The Federal match
allows Kansas to finance a wide array of community supports and services for persons and families of children
at least five years of age. These services have allowed choice to thousands of persons with DD in where to

live, work, play and worship.

Mr. Laing referenced the report and its affect on this population. He noted that after several years of Kansas
being among the leaders among all states, there is a steady decline in the three years studied in the report. He
attributes this decline to lack of commitment on the part of the Administration and the Legislature.

The HCBS system: is favored by families, the persons served, and professionals; keeps families in closer
proximity as natural supports for their children; downsizes expensive program models (state hospitals) and
offers preferred models in the community; distributes state resources to all 105 counties; creates more
employment opportunities for those served in the community; and draws other community resources, such as
Jocal tax dollars and charitable giving, to support the community system and hold down costs of state-financed

Services.
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The community DD system is Kansas” most successful model of a Federal/State/Community partnership and
we simply cannot allow recent decades of progress for persons with DD to be forgotten and wasted.

The Governor’s 10% cut from every Medicaid reimbursement may save the State $2.2 million, but will cost
the community DD system $5.4 million in federal matching funds. Despite the recommendation to the
Governor that the State could cut an identical $2.2 million from un-matched funds, the full $7.9 million cut
is still in place. Mr. Laing asked the Committee to urge the Appropriations Committee and respective party
leaders to address and reverse this issue either through advocacy with the Administration or in the Senate’s
rescission bill.

Two lessons contained in the report are about the progress made in the field of DD, and how quickly the
agency can lose focus and momentum if State leaders are not in tune with the program’s needs. The report
could be used as a reminder for legislative efforts to serve persons with common sense, compassion, and
financial wisdom.

Pat Terick, Governmental Activities Director, United Cerebral Palsy of Kansas (UCP), presented testimony
to the Committee. (Attachment 4). United Cerebral Palsy of Kansas has been providing assistance for
assistive technology for Kansans with disabilities for over a decade with funding from sources such as United
Way, private contributions, and a grant from the Kansas Rehabilitation Services.

The report ranks all 50 states on how well they provide community-based supports to Americans with

intellectual and developmental disabilities served by Medicaid. The findings are mixed.

+ Positives: Fewer Americans living in large state institutions; more than 80 percent of those served living
in home-like settings; seven states direct more than 95 percent of all related funds to HCBS rather than
large institutions and nationally, 29 states direct more than 80 percent of all funding to HCBS; 39 states
have a Medicaid Buy-In program supporting individuals as they go to work and increase earnings.

*  Negatives: Only nine states report more than 2,000 residents living in large public or private institutions;
one state reduced the number of people served on the HCBS waiver by more than five percent.

Mr. Terick’s handout included a copy of the Employer Work Incentive Act for Individuals with Severe
Disabilities, sponsored by U.S. Senators Pat Roberts and Edward Kennedy, and co-sponsored by U.S. Senators
Susan Collins, Joseph Lieberman and Richard Burr. This program will generate tens of thousands of jobs and
save the Federal Treasury nearly $50 billion over a 10-year period. With the Social Security Benefits assisting
people with DD approaching insolvency, it is imperative to put a program in place to assist in turning the tide.

There are no incentives for private sector employers to hire people with disabilities. An incentive must be put
in place for businesses to hire people with disabilities who receive Social Security benefits. All business
entities should be allowed to participate, whether profit or non-profit, and regardless of size or ownership, as
long as a required set percentage of people with severe disabilities would be employed at a competitive wage
and a minimum of 50% of health insurance costs be paid the employing company.

This initiative would not require new dollars but would establish a “directive” to have 2.5% of existing
outsourced procurement contracts go to eligible business entities. Further, it does not harm or change existing
Federal set-aside programs and proposes that 1% of the requested 2.5% be held for AbilityOne providers.

As a result of the initiative, providing competitive employment for only 1% of the current SSD beneficiaries
would generate a savings of nearly $50 billion to the Federal Treasury over a 10-year period. It allows people
with severe disabilities a real option for upward mobility and a productive, independent lifestyle.

Mr. Terick told the Committee he is a “graduate” of KNI. He gave several examples of individuals with
disabilities who are gainfully employed. There are many places that could employ these individuals if they
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could get creative.

Chairman Bethell told of the Walgreen’s plant that employed the disabled at a ratio of 40% disabled to 60%
able-bodied individuals; the plant has a 22% higher efficiency than any other Walgreen’s plant. He
encouraged everyone attending the meeting to talk to employers in the community about employing people
with disabilities.

The next meeting is scheduled for January 26, 2010.

The meeting was adjourned at 4:40 p.m.
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About UCP

United Cerebral Palsy (UCP) is one of the nation’s leading
organizations serving and advocating for the more than 54
million Americans with disabilities. Most UCP consumers are
people with disabilities other than cerebral palsy. Through its
nationwide network, United Cerebral Palsy assists more than
176,000 individuals, as well as their families and communities
each day, with services such as job training and placement,
physical therapy, individual and family support, early
intervention, social and recreation programs, community living,
state and local referrals, and instruction on how to use
technology to perform everyday tasks. For more information,
visit www.ucp.org or call (800) 872-5827.

About the Author

Tarren Bragdon has been involved in healthcare policy research
and analysis for over a decade. His work has been featured in
dozens of newspapers and media outlets nationwide including
the Wall Street Journal, New York Post, New York Sun and PBS.
Past and present clients include United Cerebral Palsy; the
MELMAC Education Foundation; the Maine Heritage Policy
Center; the Heritage Foundation in Washington, DC; the
Manhattan Institute; the Home Care Alliance of Maine; and the
National College Access Network. He has testified before the US
Senate’s Committee on Small Business and Entrepreneurship and
presented to numerous legislative committees and physician,
hospital, Medicaid, business, social service and policy research
organizations. He served two terms in the Maine House of
Representatives on the Health and Human Services Committee,
He serves as chair of the board of directors of Spurwink Services,
one of the largest social service providers in Maine with over 850
employees.

Introduction

What a difference a year can make!

In spring 2009, federal health reform owns the headlines across
the country. Medicaid spending pressures at the state level to a
large extent have been alleviated by the Federal Stimulus package
passed earlier this year. But Medicaid shortfalls are projected to
come roaring back in fiscal year 2012, when the Stimulus
Medicaid funds run out.

Sadly, actual program outcomes for Americans with intellectual
and developmental disabilities are too often not discussed or even
considered as part of Medicaid budget cuts and spending debates.
States focus solely on how much is spent for various Medicaid
services or populations, rather than on what that spending is
actually achieving,

President Barack Obama has championed the advancement of
individuals with developmental disabilities. During his
campaign, he released a comprehensive four-part plan “to
provide Americans with disabilities with the greatest possible
access to the same opportunities as those without disabilities.”
This agenda included: (1) providing Americans with disabilities
the educational opportunities they need to succeed; (2) ending
discrimination and promoting equal opportunity; (3) increasing
the employment rate of workers with disabilities; and (4)
supporting independent, community-based living for Americans
with disabilities.

The United Cerebral Palsy (UCP) annual Case for Inclusion is so
important for benchmarking states’ actual performance in
improving lives for individuals with intellectual and
developmental disabilities. More than how much or how little is
being spent, the Case for Inclusion shows what is being achieved.
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As the University of Minnesota’s Research and Training
Center on Community Living concisely states: “The promise
of access to and support for integrated community lives and
roles for persons with {intellectual and developmental
disabilities] is clearly expressed in national legislative,
judicial, administrative and other sources that, collectively,
make four basic commitments:

» People with disabilities will live in and participate in their
communities;

+ People with disabilities will have satisfying lives and
valued social roles;

» People with disabilities will have sufficient access to
needed support, and control over that support so that the
assistance they receive contributes to lifestyles they desire;
and

+ People will be safe and healthy in the environments in
which they live.

These commitments have been articulated in a number of
legislative, administrative and judicial statements describing
national policy”'

Medicaid is the safety net program that can assist in
supporting individuals with intellectual and developmental
disabilities with their acute and long term care service needs.
Other state programs can assist in providing other
comprehensive supports to individuals. However, some
Medicaid long term care policies and state programs can
play a negative role by promoting isolation and seclusion.

Beginning in 2006, UCP has annually released rankings of
the 50 states and the District of Columbia to show what

they are actually achieving. TOO often the goals of
independence, productivity and community
inclusion are at odds with reality. The 2009
rankings use the same methodology and core data sets as the
2007 and 2008 rankings, allowing readers to appreciate how
individual states have improved, regressed or remained the
same.

United Cerebral Palsy conducts this holistic analysis to chart
each state’s ranking and progress in creating a quality,
meaningful and community-inclusive life for those
Americans with intellectual and developmental disabilities
served by that state’s Medicaid program.

Nationwide, Medicaid served almost 588,000 individuals
with intellectual and developmental disabilities in 2007, up
43,000 in just two years. Medicaid spending on people with
disabilities rose to $32.3 billion, from $28.8 billion in 2005,
or about $55,000 per person for 2007. Although this is a tiny
portion of the 58.7 million individuals enrolled in Medicaid
and the total $320 billion spent in 2007, Americans with
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intellectual and developmental disabilities are some of the
most vulnerable Medicaid recipients. Individuals with
intellectual and developmental disabilities make up one
percent of all Medicaid recipients, but 10 percent of
Medicaid spending,.

In addition to the noted Medicaid spending, states
collectively spend an additional $17.2 billion to support
individuals with intellectual and developmental disabilities
in the community.

Although this report is a set of statistics, it is a collective
summary of the impact and outcomes of Medicaid services
to over half a million unique individuals with intellectual
and developmental disabilities. Ideally such assessments
should not be considered in the aggregate, but at the
individual level.

As always, the state rankings in this report are a snapshot in
time. Most data is from 2007, although all data is the most
recent available from credible national sources.
Unfortunately, the data sourced is only as good as that
provided directly by the states to the federal government or
in response to surveys.

Although some states rank better than others, every state has
room for improvement. The Case for Inclusion uses data
and outcomes to clearly show where states’ Medicaid
programs are performing well and where improvement is
needed.

1 The University of Minnesota Research and ‘Iraining Ceater on Community Living. “Medicaid
Home and Community Based Services for Persons with Inteflectual and Developmental Disabilities -
Interim Report.” September 26, 2005, Page 3, Available at:

http://www.cms.hhs.gov/reports/downloads/ UnivOfMinn.pdf
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What We Don’t Know but Should

Unfortunately, some of the most important outcome data is not
nationally collected or reported regularly. For example, to more
completely assess key outcomes, states should report regularly
and be scored on:

+ Are services self-directed and how many individuals are
participating in self-directed services?

» Are individual budgets used?

+ What is the pay and turnover rate of direct support staff?

+ What school-to-work transition programming exists for this
population?

» What are the detailed results of standard client satisfaction
surveys?

+« What is each state’s long term plan to close large institutions
(public and private), if any?

But advocates should always be looking at quality of life for the
individual, irrespective of rankings and overall scoring,.
Aggregate data is important, but the true key to a state’s
performance is what quality of life each individual is living. The
ideal is for outcomes to be reviewed at the individual level.

Hopefully, these Case for Inclusion reports, coupled with other
advocacy initiatives, will encourage national groups to begin
collecting and reporting on the above data measures so that a
more complete picture can be presented and scored in future
rankings.

Using This Report

This report is intended to help advocates and policymakers
understand:

« How their state performs overall in serving individuals with
intellectual and developmental disabilities

+ What services and outcomes need attention and improvement
in their state

« Which states are top performers in key areas, so that advocates
and officials in those top performing states can be a resource
for those desiring to improve

This report puts into a national context how each individual state
is doing. Advocates should use this information to educate other
advocates, providers, families and individuals, policymakers and
their state administration on key achievements and areas needing
improvement within their own state. These facts and figures can
support policy reforms and frame debates about resource
allocation for this population. Advocates can also use these facts
to prioritize those areas that need the most immediate attention.
Lastly, advocates can use these facts to support adequate and

necessary ongoing funding and increasing resources in order to
maintain their high quality outcomes, eliminate waiting lists, and
close large institutions.

Elected officials should use this report as a guiding document on
what needs time and attention and, possibly, additional resources
or more inclusive state policies in order to improve outcomes for
individuals with intellectual and developmental disabilities.

Those within federal and state administrations should use this
report to put their work and accomplishments in context and to
chart the course for the next focus area in the quest for
continuous improvement and improved quality of life. The state
should replicate this data reporting in more detail at the state and
county level to identify areas of excellence and target critical
issues needing attention.



What the Rankings Revealed -
More Work Needs to Be Done but
Improvements Made within the Past Year

1) All states have room to improve outcomes and services for
individuals with intellectual and developmental disabilities.

2) Too many Americans with intellectual and developmental
disabilities still do not live in the comnmunity, although real
and notable progress has been made in just one year:

« Now three states, up from two — Vermont, Nevada and Alaska
— have more than 95 percent of individuals served living in
home-like settings (at home, in their family’s home or in
settings with three or fewer residents).

Still 19 states — same as last year, but up from 16 in 2007 -
have more than 80 percent of those served living in home-like
settings.

Positively, there are 1,536 fewer Americans living in large state
institutions (more than 16 beds). This is a bigger drop than
seen last year, However, there remain 169 large institutions (4
fewer) housing 36,175 Americans.

Now only nine states (down from 11) report more than 2,000
residents living in large public or private institutions ~
California, Florida, Illinois, New Jersey, New York, North
Carolina, Ohio, Pennsylvania & Texas.

The number of Americans with-intellectual and
developmental disabilities served in their own home
skyrocketed by about 11,000 (to 115,700 from 101,100 two
years prior) and the number served in community settings,
with one to six beds, remained almost the same.

Nine states — Alaska, Hawaii, Maine, New Hampshire, New
Mexico, Rhode Island, Vermont and West Virginia, and the
District of Columbia - have no large state institutions.
Thirteen states have only one large state facility remaining.
While the overall number of people served in the community
increased just 2 percent, several states had a large increase in
number of Americans reached. Five states — Idaho, Louisiana,
North Carolina, Ohio and Texas — as well as the District of
Columbia had at least a five percent increase in people served
in the community (HCBS waiver). Wisconsin reduced
number of people served in the community (HCBS waiver) by
more than five percent.

3) Too much money is still spent isolating people in large
institutions, with nominal change from last year:

» Nationally, 16.5 percent (down from 19 percent in two years)
of those living in institutions consume over a third of all
Medicaid funding spent on those with intellectual and
developmental disabilities.

+ Seven states — Alaska, Arizona, Michigan, New Hampshire,
Oregon, Rhode Island, and Vermont— direct more than 95
percent of all related funds to those living in the community
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rather than in large institutions. Colorado directs a very close
94.6% of funds.

* Nationally, 29 states direct more than 80 percent of all related
funding to those living in the community.

4) Waiting list are increasing overall, but performance is quite
mixed by state. Most states are not serving all those in need:

* Only seven states — California, Hawaii, Idaho, Massachusetts,
Michigan, Rhode Island, and Vermont - report maintaining a
waiting list with no one waiting for residential services.

» Fifteen states report having a residential services waiting list so
large that their programs would have to grow by at least 25
percent to accommodate the need.

+ 24 states — up from 18 the previous year - report maintaining
a waiting list with no one waiting for Home and Community-
Based Services (HCBS).

+ However, eighteen states report having a HCBS waiting list so
large that their programs would have to grow by at least 25
percent to accommodate the need.

» There is a real divide among states — those meeting the need
and those documenting the unmet need through a waiting
list.

How the Rankings Were Developed

These rankings were developed through a broad, data-driven effort.
Demographic, cost, utilization, key data elements, and outcomes
statistics were assembled for all 50 states and the District of
Columbia. Ninety-nine individual data elements from numerous
governmental non-profit and advocacy organizations were reviewed.
Dozens of Medicaid, disability and intellectual and developmental
disability policy experts, were consulted as well as members of
national advocacy and research organizations. They were asked to
consider the attributes of top performing Medicaid programs and
offer opinions and recommendations on the project in general.

To comprehensively determine the top-performing states, a
weighted scoring methodology was developed. Twenty key
outcome measures and data elements were selected and
individually scored in five major categories on a total 100-point
scale. If a person is living in the community, it is a key indicator
of inclusion; therefore the “Promoting Independence” category
received a majority of the points, as noted in the table on page 10.

In general, the top-performing state for each measure was
assigned the highest possible score in that category. The worst-
performing state was assigned a zero score in that category. All
other states were apportioned accordingly based on their
outcome between the top and worst-performing.

As noted, most data is from 2007, but all data is the most recent
available from credible national sources. Therefore, these state
rankings are a snapshot in time. Changes and reforms enacted or
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beginning in 2008 or later have not been considered. When
reviewing an individual state’s ranking, it is important to
consider action taken since 2007, if any, to accurately understand
both where that state was and where it is presently. Also, it is
important to note that not all individuals with disabilities were
considered. To limit the scope of the effort and to focus
subsequent initiatives on meaningful, achievable improvement,
only individuals with intellectual and developmental disabilities
served were considered.

A note of caution: Although over 60 points separate the
top performing state from the poorest performing state, less than
12 points separate the top ten states, about 19 points separate the
top 25 states but only 10 points separate the 25 states in the
middle. Therefore, minor changes in state policy or outcomes
could significantly affect how a state ranks on future or past

Case for Inclusion reports.

Movers and Shakers

Only five states shifted by at least five places in the rankings from
2008 to 2009. However, 15 states shifted at least five places in the
rankings from 2007 to 2009. As previously noted, the variation
in scoring among most states is very small. Therefore, small
changes in outcomes can mean a significant change in rankings.

In total, 15 states had a sizable change in rankings over last two
years. These states include:

Pennsylvania .
Rhode Island:

Why? The answer is different for each state.

Idaho- improved so dramatically because it directs a larger share
of funding directly to the community and it enacted a Medicaid
Buy-In program
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Indiana — dropped in ranking due to the large increase in the
number of individuals served in residential setting with 7-15
individuals and a large reduction in the number served in
settings with fewer than 7 residents. Also, the percent of
individuals with competitive employment dropped by more than
half — to 22 percent in 2006 from 48 percent in 2004.

Maine — no one measure explains the big drop in the rankings.
States in the middle are clustered very closely and a slight change
in total scoring (in Maine’s case from 68.4 in 2007 to 66.9 in
2009) can result in a substantial difference in the rankings
Minnesota — drop in rankings due to the substantial decline in
portion of individuals in competitive employment - to 15
percent in 2006 from 29 percent in 2004.

Missouri — ranking improved as a result of a dramatic increase in
the portion of resources being directed at community services (to
78 percent in 2007 from 50 percent in 2005). Missouri is also
beginning to participate in a noteworthy quality assurance
program, the National Core Indicators. On the negative,
Missouri repealed its Medicaid Buy-in program.

Montana — drop in rankings mostly due to not keeping pace with
national increases in the number of families receiving family
support (although Montana already had a robust program).
Nevada —dropped in rankings due to drop in the portion of
people in competitive employment (to 16 percent of recipients
from 33 percent) and due to growth in its waiting lists.

New Hampshire — improved in rankings due to beginning to
participate in a noteworthy quality assurance program and a
drop in the number of individuals served having a reported
abuse complaint

Oklahoma — improved in rankings not due to any single factor but
as a result of slight improvements almost across the board
Pennsylvania — improved in rankings due to substantial
improvement in several areas including a dramatic increase in the
number of individuals served (to almost 52,000 from less than
30,000), a substantial shift in more individual in community
settings (less than 7 residents per setting, to 92 percent from 85
percent), a drop in population in large settings of 3507??
Confusing statistic, the closure of one state institution, fewer
cases of reported abuse and a reduction in its waiting lists

Rhode Island — improved in rankings due to adding a Medicaid
Buy-in program and a drop in the number of cases of reported
abuse

Washington — change in ranking a result of a very modest change
in overall score among several states that are closely clustered
West Virginia — dropped in rankings mostly due to not keeping
pace with the rest of the country and due to not serving more
families in family support

Wisconsin — improved in rankings due to a substantial increase in
the number and overall portion of individuals served in the
community and a higher share of spending directed toward
community services.

Wyoming — dropped in ranking as a result of modest change in
overall score and mostly attributed to a drop in individuals in
competitive employment (to 21 percent from 25 percent).
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Map of Best and Worst Performing States

The results of this scoring of state
Medicaid programs revealed
the following Top Ten states:

Vermont
Arizona
Alaska
New Hampshire
Massachusetts
Michigan
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Hawaii
Colorado
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...and Bottom Ten;

42, Indiana
43. Tennessee
44, Nebraska "
45. Ohio

46, Louisiana

47, Wlinois

48. Dist. of Columbia
49, Texas

50. Arkansas

51. Mississippi
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Facts about the Top Ten States

Further examining the top 10 states shows that a state does not
need to look a certain way in order to best serve individuals with
intellectual and developmental disabilities through Medicaid.

What matters is how a state acts and what is achieved.

In fact, the top 10 states are quite diversified. Consider these facts
about the top ten states:

Large and Small Population
+ Includes the most populous - California (#1), and Michigan
(#8) — as well as the least populous states ~ Alaska (#47),
Hawaii (#42), New Hampshire (#41) and Vermont (#48)

Rich and Poor
+ Includes some of the wealthiest states in median household
income — Alaska (#6), Connecticut (#5), Hawaii (#4),

Massachusetts (#7) and New Hampshire (#3)- and less
affluent states — Arizona (#30) and Michigan (#23)

High and Low Tax
« Includes high tax burden states —Vermont (#1), Hawaii (#7)
and Connecticut (#9) — and low tax burden states —
Massachusetts (#31), Arizona (#32), New Hampshire (#50)
and Alaska (#51)

High and Low Spenders (spending per individual with
intellectual and developmental disabilities served)

« Includes states with some of the highest spending per person
served by the HCBS waiver — Connecticut (#10), Alaska (#9)
and Massachusetts (#10) — as well as some that spend
considerably less — Colorado (#32), Arizona (#42) and
California (#48)
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Appendix i

Key Data on States’ Medicaid Programs for Those with
Intellectual and Developmental Disabilities
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Promoting Independence
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Keeping Familics Together
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Promuoting Praduciivity
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Reaching Those in Need
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Serving at a Reasonable Cost

HCF-MR HOBS Orher 1/ B0 Cotnmunity Spending Overall Spending
State U S Tty O
] ) ) ) ! n(‘u\ Nou 11CBS oval Spading 1H/DD
Total Hﬁphmh\ums-‘ Residents Costper | Toud Expenditares- Residents Catper | ol (Iu‘)mmmi(\'~ $onmumin H)/I) preik = Speadin
20067 Resident 2007 Residem 2006 Eapendives 200601l D wper
countoniny =216 FIUBS)Y Spandi r,'mm"”l eapita
l\g meone
Alabimi NS San2dn S CEELLSMN T & R E IRV Ak
Afaska ¥ T S N
Aizoiia GrEn L oRAs ). 131974195 5
Arkarnax H Y2110 1220686,500 3
Califoraiass 00 S i &
Colutada 3 N
Uanneeiant] vy i
: 3
E e 3t
Elorida 3
Georgli”, i
Hawaii 5

idalo
Hlinols
“Indiani)

265,

s R

Towa

T s s AR L A

Mivliigan

in. 36541
Minoesots

66
“3oauger

A

Mnn(élm i
Nebtaskss

ot Her

o AT A

New Yort
Nasth Carolina

2,

Honth Carolini

$
iNorily Dako! o1
hio ¥
()kl{[hmvnya : &
Oregon 3 i &
Ponnyilianta’ 43 SU8,35 g
Rhode 1sland $ ® $
' 5 g
N

-
an

1w

e

A

o

2

4o WAL

s
e

rrs

e

33

Wi Virginla
Wistoy

in

Nvoniing.
Ligited Siotes
Unieed States - st

o AR W

Snutce Harench and b

Fable/Pagse
Yeae of Dauta

y— 17




18

CTHE-CASE'FOR™|

Inclusion

Report Data Sources

Organization

Council on Quality and Leadership
Research and Training Center on Community Living
Administration on Children and Families
Centers for Medicare and Medicaid Services
Coleman Institute

Department of Education

Human Services Research Institute

PAS Center

Kaiser Family Foundation

US Census Bureau

Quality Mall

Link for Data Referenced

map.c-q-l.org/about
rtc.umn.edu/misc/pubcount.asp?publicationid=186
www.acf.hhs.gov/programs/add/reports/Clients06.html
www.cms.hhs.gov

www.colemaninstitute.org/
www.ed.gov/rschstat/eval/rehab/2005-tables
www.hsri.org/nci/

www.pascenter.org/demo_waivers/ demoWaiverTable_2006.php
www.statehealthfacts.org

www.Census.gov

www.QualityMall.org

? United
L l ! P Cerebral

Palsy”
Life without limits for people with disabilities”

United Cerebral Palsy
1660 L Street NW, Suite 700
Washington, DC 20036

Phone: (800) 872-5827
Web: www.ucp.org
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Kansas Council on
Developmental Disabilities

MARK PARKINSON, Governor Docking State Off. Bldg, R 141,
KRISTIN FAIRBANK, Chairperson 915 SW Harrison Topeka, KS 66612
JANE RHYS, Ph. D., Executive Director 785/296-2608, FAX 785/296-2861
irhys@kedd.org htpp://kedd.org

“To ensure the opportunity to make choices regarding participation in society and
quality of life for individuals with developmental disabilities”

HOUSE COMMITTEE ON AGING AND LONG TERM CARE
January 21, 2010

Regarding The Case for Inclusion 2009: An Analysis of Medicaid for Americans with Intellectual and

Developmental Disabilities.

Mr. Chairman, Members of the Committee, I work for the Kansas Council on Developmental
Disabilities and will be speaking today about the report by United Cerebral Palsy regarding the
inclusion of persons with developmental disabilities in society. With me are Tom Laing, Executive
Director of Interhab and Pat Terick Director of Governmental Activities of United Cerebral Palsy of

Kansas. We will be discussing different areas of the report.

The Kansas Council is federally mandated and funded under the Developmental Disabilities
Assistance and Bill of Rights Act of 2000. Members are appointed by the Governor and include
primary consumers, immediate family, and representatives of the major agencies who provide
services for individuals with developmental disabilities. Our miésion is to advocate for individuals
with developmental disabilities to receive adequate supports to make choices about where they
live, work, and learn. We are also members of the Big Tent Coalition support the 2010 Priorities

developed by the Big Tent.

A Developmental Disability occurs before age 22, is lifelong, and results in major substantial
functional limitations in three or more areas of major life activity such as self-care, mobility, and
economic self-sufficiency. These disabilities require lifelong supports, they are not curable nor do
persons get better as they get older. Examples of developmental disabilities include autism,

cognitive disabilities, and severe cerebral palsy.

HOUSE AGING & LONG TERM CARE
DATE: [~2{-20/0
ATTACHMENT: %



The caveat for the data included in the report is that it is from 2007. It does not show the effects
of the current reduction in funding including the 10% rate decrease in Medicaid rates.

Unfortunately, our rankings for next year will probably be below what this report shows.

The report is an annual one that, instead of simply looking at what is spent by each state (and the
District of Columbia), benchmarks states’ actual performance in improving the lives of people with
developmental disabilities. The last page of the report shows where the data was obtained and

also a web link for each data referenced.

The report contains rankings for what each state achieved in four different areas. The rankings
for Kansas range from a high of 15 to a low of 46 and can be found on page 7 of the report. Further

explanation is on page 10.

The first ranking is Allocating Resources to Those in the Community (Non-ICF-MR). Kansas is
in the 86% or 15t among all states. Kansas ranks highest in this category because state policy has
been to reduce the size of ICF/MRs (Intermediate Care Facilities for those with developmental
disabilities). Except for the two state DD hospitals (Parsons and Kansas Neurological Institute),
Kansas currently has no ICF/MRs that are large (over 17 bed) facilities. There are 47 persons
served in medium size (9-16 bed) and 101 served in small (4 - 8 bed) facilities. This data is from
the Social and Rehabilitation Services (SRS) Developmental Disabilities Monthly Summary for

December, 2009. Again, please note that this data was collected before the reductions in funding.

The second area is Supporting Individuals in the Community and Home-like Settings. Kansas
is considerably worse in this category (74% and Number 33 on the list). This area not only
includes funding but also looks at the settings in which people live and the available waivers that
promote self determination. Self determination includes providing services that are self-directed.
This means that the individual and his/her family are determining what services are needed and
who provides the services. Italso includes the use of individual budgets as well as client
satisfaction surveys. Italso includes the state’s efforts to reach those in need. For example, the DD
Waiting list was 292 in 1999. Itis now 2,182 - Attachment 1 shows the increase and percentage of
increase from 1999 to 2010.



The third area is Keeping Families Together through Family Support. This includes Family
support provided per 100,000 of the total population and percent served who are living in a family
home. Kansas ranked 24t with 129 families per 100,000. This will drop because families do
depend on respite care and this has been eliminated from services. Other family services include
in home support, direct financial support equipment/modifications, wellness monitoring and

medical alert.

The last area is Supporting Meaningful Work in which Kansas ranks 46t at 10%. Kansas has for
several years been known as one of the worst states for employment of persons with
developmental disabilities. Meaningful work is work that occurs in the community and may be

both supported (i.e., the person needs some support on the job) and competitive employment.

To give you a picture of the Kansas Developmental Disabilities System, I have provided additional
information - Attachment 2 shows you the different Community Developmental Disabilities
Organizations so you can easily see your counties. Attachment 3 contains part of the most recent
SRS DD Monthly Summary (December, 2009). The first chart shows you the number of persons
being served in the community, in Community ICF/MRs, and the number in the two State
Hospitals is roughly 358 for a total of 9,835. The second chart shows the status of service
requests, also known as the DD Waiting list. These are individuals who receive no services. There
are 2,182 adults and families with children waiting for Developmental Disabilities services. How
long have they been waiting? The next chart shows them broken out by adults and families with
children — Note the increase in numbers who are and have been waiting over 60 days. Some have

been waiting for years for services.

The next sheet shows a summary of where these adults and children live by Community
Developmental Disabilities Organization (CDDO) who is responsible for determination of

eligibility under Kansas law. Immediately following this is a Kansas map showing each CDDO area.

The last sheet shows another waiting list, that of the under served. These individuals get some but
not all of the services they need. An example would be the young adult who has graduated or aged
out of public education. They may have received some family support but now need assistance

during the day and are not receiving it.



Finally there is Attachment 4 from the 2010 Governor’s Budget Report that shows proposed
funding for both Developmental Disabilities and Autism. We definitely support the proposal,
recognizing that it will be a maintenance budget; few if any additional people will receive services.
Our recommendation for additional funding is the adoption of the Governor’s Facilities Closure
and Realignment Commission that recommend the closure of Kansas Neurological Institution
(KNI) and downsizing of Parsons State Hospital. This would better distribute Kansas and federal
funds so that additional people could be served. We closed Winfield State Hospital with great
success for their residents and were able to put the closure savings into DD Community Services.

We can do the same with KNI

For many years I have been proud of Kansas, we were a leader in services for persons who have
developmental disabilities. Now we are dropping, our services are of lower quality in large part
because we do not provide adequate funding and in part because our policies and procedures
have not been modified to reflect current needs and/or new methodology. Even the areas in
which we rank in the middle are not acceptable. When I was in school and with the next
generation, a C is not a good grade. We have a C in two areas, a B in one, and an F in the last area.

We can and must do better for some of our most vulnerable Kansans and their families.

As always, we appreciate your time and patience and would be happy to answer any questions.

Jane Rhys, Ph.D., Executive Director

Kansas Council on Developmental Disabilities
Docking State Office Building, Room 141

915 SW Harrison

Topeka, KS 66612-1570

785 296-2608 jrhys@kcdd.org
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Attachment 1
Developmental Disabilities Monthly Summaries

July of 1999, 2004, 2009, 2010

Number Number Number
Year Served % Inc Unserved |% Inc | Underserved (% Inc
1999 8,065 393 No Record
2004 9,344| 13.69% 1,120| 64.91% 1,169
2009 10,009| 6.64% 1,733| 35.37% 1,812] 35.49%
2010 9,478| -5.60% 2,182| 20.58% 1,957| 7.41%
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DEVELOPMENTAL
DISABILITIES

SUMMARY FOR
THE MONTH OF

December, 2009

Disability and Behavioral Health Services
Ray Dalton, Deputy Secretary
Kansas Department of Social and Rehabilitation Services
Don Jordan, Secretary

January 11, 2010




Total Adults and Families Served In Kansas DD System
Fiscal Year 2010
Date Of Report: January 11, 2010

Net
Jul Aug Sep Oct Nov Dec Jan Feb Mar Apr May Jun Change
Total Community Non/ICF/MR | 9841 9649| 9316] 9372| 9360} 9311 -530
Total Community ICF/MR 169| 169] 173} 169| 1671 167 -2
Total SMRH -1 -1 -1 -1 -1 -1 0
Grand Total 10009| 9817 | 9488 9540| 9526 9477 I -532
Total Served
12,000
10,000 -—-ig
8,000
6,000
4,000
2,000
0 --—m—-—. T T T T T T 1
2000 Jul Sep Nov Jan Mar May
' Aug Oct Dec Feb Apr Jun
Fiscal Year 2010

I | —=— Community —a&— Hospitals —e—ICFs/MR = Total

Data submitted by CDDOs

SRS Division of Health Care Policy
Policy Evaluation, Research & Training
January 11, 2010
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Status of Service Requests
Fiscal Year 2010
Date Of Report: January 11, 2010

Net
Jul Aug  Sep Oct Nov Dec Jan Feb Mar Apr May Jun Change
Adults Waiting 1009 1049] 1130| 1158} 1162| 1155 146
Services Req Immediate 068 1004] 1083| 1102} 1105] 1101
Services Req Thru 12/2010 41 45 47 56 57 54
Families With Children 724 814| 1008} 1023} 1005] 1027 303
Services Req Immediate 687 770| 961 978| 958 988
Services Req Thru 12/2010 37 44 47 45 47 39
Adults Requesting Services Families With Children Requesting Services
1200 2000 -
1100 A 1800
1000 -g 1600
900
800 : 1400
700 1200
600 1000 -
500 800
400 600
300
200 400
100 200
oi—w-:-l-l-l-!-l T T T T T ] 0-———r"—:;|*|;f‘| T T T 1‘1 |
Jul Sep Nov Jan Mar May Jul Sep Nov Jan Mar May
Aug Oct Dec Feb Apr Jun Aug Oct Dec Feb Apr Jun
Fiscal Year 2010 Fiscal Year 2010
—m— Services Req Immediate —&— Services Req Thru 12/2010 —e— Total Services Req| ~it— Services Req Immediate —&— Services Req Thru 12/2010 —e— Total Services Req
Data submitted by CDDOs

SRS Division of Health Care Policy
Policy Evaluation, Research & Training
January 11, 2010




Individuals Unserved For More Than 60 Days
Date Of Report: January 11, 2010

Adults
1200
1150
1100
1050 ‘.—/I

1000 /‘
950

./

900
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800 1 T 13 L} L] T L] L] L L] T
Jul Sep Nov Jan Mar May
Aug Oct Dec Feb Apr Jun

Fiscal Year 2010

Families With Eligible Children
950
900 =

850

800 /
750

700 J
650 /

600
550
500

450
400

Jul ' ISep ‘ .Novl .Jan I l Mar' IMay'
Aug Oct Dec Feb Apr Jun

Fiscal Year 2010

Calculations based on data submitted by CDDOs.

SRS Division of Health Care Policy
Policy Evaluation, Research & Training

January 11, 2010
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Summary Of Unserved Adults And Families

Adults L Famiies

cDbDO Unduplicated Day  Residential Day And In Home Direct Unduplicated Day  Residential Day And In Home Direct

Number Only Only Residential Family Financial Number Only Only Residential Family Financial

Unserved Only Support Support Unserved Only Support Support
Achievement Services 12 5 2 5 1 0 3 0 0 0 2 1
Arrowhead West Inc 47 15 5 23 12 0 14 0 0 2 12 0
Big Lakes 24 2 0 22 5 0 24 0 0 4 15 15
Brown Co Dvipmntl Ctr 3 1 0 2 1 0 1 0 0 1 0 1
CLASS Ltd 55 12 1 41 15 0 56 3 1 8 53 1
COF 20 3 0 17 2 0 18 0 0 3 10 9
ComCare 339 82 26 208 108 4 361 10 1 33 302 91
Cottonwood 21 1 3 16 3 0 21 1 0 4 19 0
Cowley County Dev S 14 3 0 10 6 0 5 0 1 1 3 1
DPOK 32 5 1 25 10 0 21 0 1 3 20 1
DSNWK 55 9 5 40 14 2 23 0 2 1 19 4
Flinthills 15 4 1 10 4 1 19 1 1 2 14 11
Futures Unlimited 16 4 1 9 8 1 13 0 0 2 11 0
Harvey-Marion County 22 9 4 7 8 1 25 0 0 4 24 0
Hetlinger Dev Services 32 5 4 22 11 0 31 0 [ 4 30 22
JCDS 132 21 24 83 79 24 240 3 15 1 239 78
MCDS 5 0 0 4 1 1 10 0 0 1 9 3
Nemaha Co Trng Ctr 6 1 1 4 1 0 o 0 0 0 o] 0
New Beginnings 5 1 0 4 1 0 8 0 0 0 7 4
Riverside Resources 33 7 5 19 7 0 26 1 1 1 23 0
SDS! 99 22 2 71 38 0 44 3 [¢] 11 29 33
TARC 71 8 4 51 26 1 51 0 0 1 49 0
TECH 34 6 2 26 7 1 23 0 0 4 20 0
Tri-Ko 10 0 2 6 4 o] g 0 0 3 9 4
Tri-Valley 27 7 4 13 11 1 23 1 0 3 23 1
Twin Valley 3 0 0 3 0 o] 0 o] (] 0 0
Wyandotte CDDO 62 19 5 35 16 8 29 4 o] 2 17 21
Totals 1194 252 102 776 400 45 1098 27 23 99 959 301

SRS Division of Health Care Policy
Policy Evaluation, Research & Training
January 11, 2010
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Summary Of Under Served Adults And Families

Adults | Families

cbDO Unduplicated Day Residential In Home Direct Unduplicated Day Residential in Home Direct
Number Family Financial Number Family Financial

Unserved Support Support Unserved Support Support

Achievement Services 12 5 9 0 0 5 0 0 5 1
Arrowhead West Inc 31 20 18 3 0 17 3 2 16 0
Big Lakes 38 14 32 2 o} 6 0 0 5 1
Brown Co Dvipmni! Ctr 9 3 8 1 0 6 1 1 5 0
CLASS Ltd 46 25 26 3 0 12 11 6 1 0
COF 40 16 33 4 0 19 3 8 12 2
ComCare 231 81 197 16 0 52 27 23 16 11
Cottonwood 102 59 78 14 0 51 10 12 39 0
Cowley County Dev S g 6 5 1 0 13 4 2 9 0
DPOK 61 36 45 9 0 73 9 10 64 0
DSNWK 43 17 36 3 0 3 1 3 o} 0
Flinthills 27 10 20 8 0 13 3 3 10 0
Futures Unlimited 9 2 5 2 0 2 0 0 2 0
Harvey-Marion County 18 6 13 3 0 1 1 1 0 0
Hetlinger Dev Services 30 15 21 4 0 19 5 5 14 0
individual Provider 0 0 0 0 0 0 0 0 0 0
JCDS 305 144 248 19 1 65 5 21 45 0
MCDS 26 17 15 2 5 12 2 4 7 3
Nemaha Co Trng Cir 10 0 10 0 0 4 0 0 4 0
New Beginnings 5 1 3 1 0 3 o] o] 3 4]
Riverside Resources 16 8 14 2 0 0 0 0 0 0
SDs| 54 32 32 9 1 110 27 21 96 0
TARC 109 73 80 16 0 53 6 5 46 0
TECH 27 11 19 5 0 2 1 2 0 0
Tri-Ko 8 1 6 2 0 9 1 1 9 0
Tri-Valley 19 11 16 4 0 11 4 5 4 2
Twin Valley 2 0 2 0 0 0 0 0 0 0
Wyandotte CDDO 82 44 48 11 1 27 8 5 19 0
Totals 1369 657 1039 144 8 588 132 140 431 20

Underserved In "Day Services™ = Waiting for day services and being served in either residential, in home, or direct financial services.

Underserved In "Residential Services™ = Waiting for residential services and being served in either day, in home, or direct financial services.
Underserved In "In Home Services™ = Waiting for in home: services and being served in either residential, day, or direct financial services.
Underserved In "Direct Financial Services” = Waiting for in direct financial services and béing served in either residential, day, or in home services.

SRS Division of Health Care Policy
Policy Evaluation, Research & Training

January 11, 2010
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Attachment 4

FY 2011 Governor’s Budget Report

Home & Community-Based Services for the Developmentally Disabled.

This waiver targets adults and children who are born with a variety of developmental disabilities.
Through institutional downsizing, clients are often shifted out of state hospitals or intermediate
care facilities for the developmentally disabled, allowing more individuals to be served for the
same amount of money. The Governor’s recommendation for FY 2010 totals $298.6 million, of
which $86.4 million is from the State General Fund. For FY 2011, the Governor recommends
$304.3 million for the developmental disabilities waiver. The amount of State General Fund
monies is $99.9 million.

Home & Community-Based Services for Autistic Children.

This waiver targets young children with autism spectrum disorders who cannot receive the
services they need from any other existing program. Services include respite care, parent support
and training, and intensive individual supports. For FY 2011, the Governor recommends
$1,228,698, including $437,822 from the State General Fund for this program.

Social & Rehabilitation Services

Waivers
FY 2007 FY 2008 FY 2009 FY 2010 FY 2011
Actual Actual Actual Gov. Est. Gov. Rec.
Developmentally Disabled 248,146 274,843 293,283 298,565 304,341
Autism -- 0 16 531 1,221 1,229

Numbers in Million of dollars

Note, I added the additional years.
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WIEARS

INTERHAB

January 21, 2010

TO: The House Committee on Aging and Long Term Care WWW.INTERHAB.ORG
FR: Tom Laing, Executive Director, InterHab
RE: Policy Suggestions and Observations arising from the United Cerebral Palsy (UCP) report

entitled “The Case for Inclusion: An analysis of Medicaid for Americans with Intellectual and
Developmental Disabilities”.

In our lifetimes, more progress has been made in the lives of persons with developmental
disabilities (DD) than in all of the hundreds of years of human history prior to our lives. Special
education law and civil rights laws certainly set a stage for such progress, but the single greatest
funding program which has made these changes possible has been the Home and Community
Based Services program of Medicaid.

Using a generous Federal match, States have been able to finance a comprehensive array of
community supports and services for persons of all ages (in Kansas, the HCBS program is
available to persons and to families of children who are at least 5 years of age). Those services
and supports have made it possible for thousands of persons with DD to live and work and
recreate and worship in settings of their choice, which is a dramatic departure from the days not
so long ago when these citizens were not allowed any choices in their lives, and were often
thrown away to spend their entire lives in institutional settings.

This most recent UCP report is excellent reading for anyone who wants to know more about
how such programming has had a national effect on this population. Many observations noted
in the report — as regards national successful trends — could have easily been written about the
prior years’ progress in Kansas. Disappointingly, however, after several years of being among the
leaders among all states, we see a steady decline over the three years studied in the report.

Such declines are directly attributable to a lack of a consistent commitment on the part of the
Administration, and on the part of the Legislature. From our view, the community system has
met every conservative test that could and perhaps should be applied to all programs:

1. Favored by families, persons served and professionals.

2. Keeps families more closely in proximity as natural supports for their sons and
daughters

3. Downsizes more expensive program models (state hospitals) and offers preferred
models in the community.

HOUSE AGING & LONG TERM CARE
DATE: (-2(-26&70
ATTACHMENT: "3
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4, Makes state resources which were once only available in 4 counties now available in
all 105 counties.

5. Creates more opportunities for employment for persons who are served in the
community.

6. Costs far less than traditional institutional programs.

7. Becomes a magnet for other community resources — such as local tax dollars and
charitable giving, to support the work of the community system and thereby further
hold down the cost of state-financed services.

And soon..

In other words, after generations of non-productive and expensive institutional models of
service, the State finally hit on the model that works.

The challenge for this committee is to be informed and to assist when you can, to assure that
this system is not overrun by political circumstances at which time we often cannot be heard
over the voices of more powerful groups. The community DD system is Kansas most successful
model of a Federal/State/Community partnership, and we simply must not allow our recent
decades of progress for persons with DD to be forgotten and wasted.

One example that presents itself at this moment is an opportunity for this committee to exercise

its influence related to the recent Medicaid cuts.

In seeking ways to balance this year’s budget, the Governor cut 10% from every Medicaid
reimbursement. This will save the State $2.3 million in state general funds, but in so doing, will
cost the community DD system an additional $5.4 million in Federal matching funds.

Despite the fact that the State could cut an identical $2.3 million from un-matched funds, and
despite our recommendation that they do so, the full $7.9 million dollar cut is still in place.

In other words, the $2.3 million dollar cut in our programs will actually cost us $7.9 million.

We ask you to urge members of the Appropriations Committee and your respective party
leaders to address this issue and reverse it when you have the chance, either through your
advocacy with the administration or in the Senate’s rescission bill that you will soon take up.

The two lessons contained in the UCP report are about (1) the major progress that has been
made in our field, and (2) how quickly we can lose focus and momentum if State leaders are not
in tune with our program’s needs.

The productive use of such a report is that it can be a reminder for legislative efforts to serve
persons with common sense, compassion and financial wisdom.

Thank you for taking time for today’s hearing. We appreciate your thoughtful consideration of
our concerns.
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United Cerebral Palsy of Kansas
A Case for Inclusion
January 22, 2010

To: The House of Representatives Aging and Long Term Care Committee

From: Patrick Terick, Governmental Activities Director

Chairperson Bethell, and Members of the Aging and Long Term Care Committee, | want to thank you for
your willingness to allow me to provide testimony on behalf of United Cerebral Palsy of Kansas and to
discuss with you UCPA the Report Case for Inclusion.

United Cerebral Palsy of Kansas (UCP) has been providing financial assistance for assistive technology
for Kansans with disabilities for over a decade. The funding comes from a variety of sources such as
United Ways, private contributions, and a grant from the Kansas Rehabilitation Services.

The Case for Inclusion 2009 ranks all 50 States and the District of Columbia on how well they are
providing community-based supports to Americans with intellectual and developmental disabilities being
served by Medicaid. The report uses existing methodology first implemented in 2007.

Unfortunately, the findings compared to previous years (2007 - 2008) are mixed:

e Positively, there are 1,536 fewer Americans living in large state institutions (more than 16 beds).
This is a bigger drop than seen last year. However, there remain 169 large institutions (4 fewer)
housing 36,175 Americans; Kansas ranked 36th.

o Negatively, only nine states (down from 11) report more than 2,000 residents living in large public
or private institutions - California, Florida, lllinois, New Jersey, New York, North Carolina, Ohio,
Pennsylvania & Texas;

¢ Sustaining the 2008 level, 19 states, but up from 16 in 2007, have more than 80 percent of those
served living in home-like settings;

¢ Positively, seven states - Alaska, Arizona, Michigan, New Hampshire, Oregon, Rhode Island, and
Vermont- direct more than 95 percent of all related funds to those living in the community rather
than in large institutions. Colorado directs a very close 94.6% of funds;

e Positively, five states - Idaho, Louisiana, North Carolina, Ohio and Texas - as well as the District
of Columbia experienced at least a five percent increase in people served in the community
(HCBS waiver). '

o Negatively, Wisconsin reduced number of people served in the community (HCBS waiver) by
more than five percent;

e Nationally, 29 states direct more than 80 percent of all related funding to those living in the
community;

« Positively, 39 states, up from 33, report having a Medicaid Buy-In program supporting individuals
as they go to work and increase their earnings; and Kansas was 15" from 2007-2009

o In terms of rankings, in total, 15 states had a sizable change in rankings over last two years.
Pennsylvania (to #16 from #29 in 2007, dropping one place from 2008) and Missouri (to #29 from
#41, dropping one place from 2008) improved the most with Wyoming (to #28 from #17) and
Maine (to #35 from #24) dropping the most in the rankings. Kansas dropped to 24 in 2009 from
22 in 2007. Kansas ranked 46" in Supported or Competitive Employment in 2008 and 2009
down from 44" in 2007. Please see the attachments for some information and ideas to increase
employment in Kansas.

Chairperson Bethell, and Members of the Aging and Long Term Care Committee, | want to thank you
again for your willingness to allow me to provide testimony on behalf of United Cerebral Palsy of Kansas.

HOUSE AGING & LONG TERM CARE

DATE: f~ad-~2e(0
ATTACHMENT: 4/
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Employer Work Incentive Act for Individuals with Severe Disabilities
Sponsored by U § Senators Pat Roberts & Edward Kennedy
Co-sponsored By U S Senators, Susan M. Collins, Joseph Lieberman & Richard Burr

Below are highlights pertinent 1o the establishment of a new innovative disability employment program, which
will generate tens of thousands of jobs and save the Federal Treasury nearly $50 Billion over a 10-year period.

With Social Security Benefits assisting people with disabilities rapidly reaching the point of insolvency. it is
imperative that a program be put in place today that can assist in turning this tide.

NEED

s 2005 GAO 05-626 Report on Federal Disability Assistance Programs report this area to be a “high-risk”, requiring
urgent attention, fundamental changes and legislative action.
2008 Social Security Board of Directors repott the Disability Insurance Fund will be insolvent by 2025, or earlier.

¢ Department of Labor reports over 10 million Americans with disabilities are working age adults with only 52%
disabled people employed, but only 26% of the severely disabled people have jobs.

e The number of disabled citizens employed in established disability programs such as AbilityOne or JWQOD is
declining.

o Currently there is no incentive for private sector employers to hire people with disabilities.

HOW

e Create an incentive for business entities to hire people with disabilities who currently receive Social Security
benefits, via a Bench-Mark identified goal for procurement officers similar to existing Federal set-a-side programs.
e  Allow all business entities (profit and non-profit) to participate, regardless of size or ownership, as long.as a

required set percentage of people with severe disabilities would be employed (25% of 0-50 employees / 18% of 51-

250/ 15% of 251+) at a competitive wage and a minimum of 50% of health insurance costs to be paid the
employing company.

e Oversight and accountability will fall to the Administrator of the program though the Department of Labor’s
Workforce Investment system, where the infrastructure is well established and essential participants are already
involved, from the Private Sector Employers to Vocational Rehabilitation.

e This initiative would not require new dollars; rather it would establish a “directive” to have 2.5% of existing
outsourced procurement contracts go to eligible business entities.

o This initiative DOES NOT HARM or change existing Federal set-a-side programs and proposes that 1% of the
requested 2.5% be held for AbilityOne providers,

RESULT

o Providing competitive employment for only 1% of the current SSD beneficiaries would generate a savings of nearly

$50 Billion to the Federal Treasury over a 10-year period.
o Allows people with severe disabilities a “real” option for upward mobility and a productive, independent lifestyle.

Cerebral Palsy Research Foundation of Kansas, Inc,
5111 E 21st Street N ~ PO.Box 8217~ Wichita KS 67208 ~ (316) 688-1888 ~ fax (316) 688-5687
info@cprf.org ~ www.cprf.org . .



The net benefit is the sum of all tax revenues generated by
'CIC employees with disabilities and the savings to public funds
by virtue of their employment. It is estimated that the net
_impact on public funds in 2004 totaled $1,805,276. From 1999
to 2004 the net lmpact on pubhc funds accumulated to
$8 807, 754 | |

Net Impact’on Public Dollars of
Persons with Disabilities in 2004

Estimated Public Support* - $1,349,146
Tax revenues from CIC payroll = $456 130.
TotAL | $1 805,276 |

*Estimated Pu_blic Support inéludes: supplemental security income (SSI), medicaid and food stamps.
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~ SOCIAL RATE OF RETURN

Business Technology Career Opportunities (BTCO) is a not-for-profit company
in Wichita, Kansas that performs contract work for the Department of Defense,
consisting of Web-Based Research and Document Imaging. The total amount of
contract work for the Federal Government is approximately $1.5 million annually.

There are twenty-eight people employed by BTCO, nineteen of which are
individuals with disabilities who were eligible but no longer receive Social
Security Benefits,

¢ Average Social Security savings = $24,000 each year per person, which
includes health insurance savings.

¢ $24,000 x 19 = $456,000/yr in Social Security savings.
¢ Add taxes at $10/hr = $5,238/yr x 19 = $99,522/yr.
©  $456,000/yr SS Savings + $99,522/yr taxes = $555,622/yr.

¢ $1.5 million in contract sales through BTCO actually represents a net
savings to the Federal Treasury of approximately 33%.

¢ QOver a 10 year period — savings to the Federal Treasury would exceed
$5.5 million.

The intention of SB 1702 is to replicate the success that BTCO has achieved by
providing an incentive for private sector and non-profit companies to hire people
with severe disabilities.

This innovative program would not only provide savings to the Federal Treasury
but allow people with severe disabilities a “real” option for upward mobility and a
productive, independent lifestyle, which has eluded too many for decades.

" Business Technology Career Opportunities Inc,
S8« 5111 E 215t Strest N 35« Wichita Kansas 67208
e 316.651,5201 M-F 316.651.5208 4+ & BTCO@cpriorg o3 W www BTCOinc.com
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Day Activities Of Adults
in CDDO Areas
Date Of Report: January 11, 2010

Served
Agency based non-work activities 20 or more hours per week 1,345
Agency based non-work activities less than 20 hours per week 1,389
Attends school, 50% or more each day, with people who are not DD 119
Attends school, less than 50% of the day, with people who are not DD 465
Competitive employment 20 or more hours per week 368
Competitive employment less than 20 hours per week 682
Generic community activities 20 or more hours per week 835
Generic community activities less than 20 hours per week 2,599
Other 839
Work environment designed for person with DD, 20 or more hours per week | 2,352
Work environment designed for person with DD, less than 20 hours per week | 1,123

Individuals can have up to three activities

Data submifted by CDDOs

SRS Division of Health Care Policy
Policy Evaluation, Research & Training
January 11, 2010
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