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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 hvmg,
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 served as chair of the board of directors of Spurwink Services,
one of the largest social service providers in Maine with over 850
employees.
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We release this report in the context of a nation struggling with
the worst economic conditions since the Great Depression.
States have been challenged to close unprecedented budget
deficits over the past two years and are projected to have similar
enormous budget deficits for the next two to three years.

Given these factors, this 2010 report needs to be talen in context.
Data for this year's report is mostly from state fiscal year 2008 -
for most states ending in June 2008 and before the most
significant budget deficits. Therefore, this year’s report is a look
back of where states stood before the current recession and
before states received significant boost in federal stimulus
funding. The challenge for elected officials, families and
advocates is to maintain the progress that has been achieved over
the past three decades. We must not let the current economic
crisis be an excuse to turn back the clock on Inclusion.

The United Cerebral Palsy (UCP) annual Case for Inclusion is so
important to benchmark 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 Inchusion shows what is being achieved.

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 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 ini 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 annually releases rankings of the 50
states and the D1s‘mct of Columbm to show what states are
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ranl\mvs use the same methodolocy 'md core data sets as the
2007, 2008 and 2009 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.

Natjonwide, Medicaid served 608,000 individuals with
intellectual and developmental disabilities in 2008, up 72,000
{13.4 percent) from 536,000 in just three years. Medicaid
spending rose to $34.3 billion or about $56,400 per person for
2008, up from $29.3 billion in 2005 (17.0 percent increase in 3
years). Although this is a tiny portion of the 58.7 million
individuals enrolled in Medicaid and the estimated $339 billion
spent in 2008, Americans with 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 a generous 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 person level.
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As always, the state rankings in this report are a snapshot in time.
Most data is from 2008, 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 Mimesota Research and Training Center on Community Living, “Medicaid Home :nd

Community Based Services for Persons with Intellectun! and Developmental Disabilities - Immm Repnrr
Septentber 26,2005, Page 3. Available at: hity: i

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 cdlose large institutions
(public and private), if any?

w



But advocates should always be looking at quality of life for What the Rankmgs Bevealed

the individual, irrespective of rankings and overall scoring. .
Aggregate data is important, but the true key to a state’s — WMore Work Needs to Be Done but

performance is what quality of life each individual is living. = :
The ideal is for outcomes to be reviewed at the individual level. Emgﬁ'@‘iﬁm&ﬁts su“ BEH’!Q Made wmﬁ
the Past Year

1) All states have room to improve outcomes and sexrvices for
individuals with intellectual and developmental disabilities
and must be particularly vigilont in the cuzrrent economic

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. climate.
2) Too many Americans with intellectual and developmental
U 2 This R vt disabilities still do not live in the community, although real
Sing s 3@@ and notable progress have been made over the last year:
This report is intended to help advocates and policymakers « Now four states (up from two just two years ago) have more
understand: than 95 percent of individuals served living in home-like
settings (at home, in their family’s home or in settings with
* How their state performs overall in serving individuals with three or fewer residents) — Arizona, Nevada, New Hampshire
intellectual and developmental disabilities and Vermont.
» What services and outcomes need attention and improvement ~ ° An impressive 22 states — up three from last year and an
in their state increase just 16 states in 2007 - have more than 80 percent of
* Which states are top performers in key areas, so that advocates those served living in home-like settings.
and officials in those top performing states can be a resource * Positively, there are 1,140 fewer Americans living in large state
for those desiring to improve institutions (more than 16 beds). However, there still remain
168 large state institutions (only one closed since last year’s
This report puts into a national context how each individual state . Teport) housing 35,035 Americans. From 2005 to 2008, 4,063
is doing. Advocates should use this information to educate other fewer Americans were living in these large state institutions
advocates, providers, families and individuals, policymakers and marking real —but unfortunately slow - progress..
their state administration on key achievements and areas needing ~ * Now 10 states (up from nine last year) report more than 2,000
improvement within thelr own state. These facts and figures can residents living in large public or private institutions —
support policy reforms and frame debates about resource California, Florida, llinois, Mississippi, New Jersey, New
allocation for this population. Advocates can also use these facts York, North Carolina, Ohio, Pennsylvania & Texas.
to prioritize those areas that need the most immediate attention. * Overall, the number of Americans with intellectual and
Lastly, advocates can use these facts to support adequate and developmental disabilities living in large institutions (more
necessary ongoing funding and increasing resources in order to than 16 beds, public or private) has decreased an impressive
maintain their high quality outcomes, eliminate waiting lists, and 8,113 from 2005 to 2008, with 57,462 still living in these
cdose large institutions. institutions. Inclusion is still the trend, significantly so in

some states, as noted below.
The number of Americans with intellectual and

Elected officials should use this report as a guiding document on

what needs time and attention and, possibly, additional resources developmental disabilities served in their own home orin a
or more inclusive state policies in order to improve outcomes for family home has skyrocketed by about 70,300 (to 704,500 in
individuals with intellectual and developmental disabilities. 2008 from 634,200 three years prior).

» Nine states — Alaska, Hawaii, Maine, New Hampshire, New
Those within federal and state administrations should use this Mexico, Rhode Island, Vermont and West Virginia, and the
report to put their work and accomplishments in context and to District of Columbia - have no large state institutions.
chart the course for the next focus area in the quest for Thirteen states have only one large state facility remaining. No
continuous improvement and improved quality of life. The state change since last year.
should replicate this data reporting in more detail at the state and
county level to identify areas of excellence and target critical 3) Certain states are making substantial progress toward
issues needing attention. inclusion:

From 2005 to 2008, an impressive 13 states reduced the number
of Americans living in large institutions by 20 percent or more
— Washington (-91%), Minnesota (-50%), Wisconsin (-46%]},
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Oregon (-42%), Indiana {(-37%), Nevada {-36%), Wyoming (-
329%), Kentucky (-29%), Maryland (-29%), Louisiana (-23%),

Maine (-22%;), West Virginia {(-20%) and Delaware (-20%).
This is in addition of the 4 states and Washington, D.C.
reporting no individuals living in large institutions — Alaska,
Hawnaii, New Mexico and Vermont.

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

+ Nationally, 15.6 percent (down from 19 percent in three years)
of those living in institutions consume 36 percent of all
Medicaid funding spent on those with intellectual and
developmental disabilities.

+ Eleven states — Alaska, Arizona, Colorado, Hawaii, Maryland,
Michigan, New Hampshire, New Mexico, Oregon, Rhiode
Island, and Vermont— direct more than 90 percent of all
related funds to those living in the community rather than in
large institutions.

+ Nationally, 28 states direct more than 80 percent of all related
funding to those living in the community.

5) Waiting list have increased dramatically overall, but
performance is quite mixed by state. Most states are not
serving all these in need:

» Overall the number of Americans with intellectual and
development disabilities on waiting lists for residential
services has increased 56 percent from 2005 to 2008 (to
115,000 from 74,000).

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

+ Yet, eighteen 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.

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

It is important to note that a state may have improved in some
specific categories but may drop in the overall ranking. This is
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primarily due to two factors: 1) A state’s performance may have
not improved as greatly as the national average and this would
cause that state to fall in relation to other states as a whole. 2} A
state may improve in one area but decline in another area. The
weighted impact of that mixed performance may cause a state to
fall in the rankings as well.

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 zere 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 2008, 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
beginning in 2009 or later have not been considered. When
reviewing an individual state’s ranking, it is important to
consider action taken since 2008, 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

More than the change from year fo vear, it is important to look at
trends over time. Twenty-one states shifted at least six places in
the rankings from 2007 to 2010 Case for Inclusion rankings. 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, 21 states had a sizable change in rankings over last four
vears. These states include:

Wlsy? The answer is different for each state.

Alaska- dropped so dramatically due to the number of people being
served in a family home was previously estimated (by the state) at over
3,000 but for this year was reported as actually being just 79. This
dramatic change lustrates the problems with using estimated data
compared with hard facts.

Delaware — dropped primarily due to the state no longer participating
in a national quality assurance effort. Delaware in the past participated
in the National Core Indicators quality assurance program.

Flosida — similar to Delaware, Florida dropped as a result on no longer
participating in a national quality assurance effort. Florida in the past
participated in the Council on Quality and Leadership program.
Georgia — improved almost in most areas by serving more individual
in home-like settings and directed more resources to the community.
Georgia also added a Medicaid Buy-in program.

fdabie - directed more people and resources to the community. Idaho
also added a Medicaid Buy-in program.

indiana — dropped 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 in competitive employment
dropped by more than half — to 22% in 2006 from 48% in 2004.
fowa — improved due to its participation in a national quality
assurance effort, the Council on Quality and Leadership program for
numerous [owa agencies.

Kentucky — improved performance in almost every measure —
dramatically increased the portion of residents served in home-like
settings to 90% from 83% and added a Medicaid Buy-in program.
Maryland — improved dramatically due to serving more people in the
community and directing more resources to the community, began
having private agencies participating in the Council on Quality and
Leadership quality assurance program, and added a Medicaid Buy-in
progran.

Missouri — improved dramatically as a result of a striking increase in
the portion of resources being directed at community services (to
829 in 2008 from 50% in 2005) and beginning to participate in a
noteworthy quality assurance program, the National Core Indicators.
Nevada — improved as a result of an impressive increase in the portion
of resources being directly at community services (to 86% in 2008 '
from 68% in 2005) and having providers begin to participate in a
noteworthy quality assurance program, the Council on Quality and
Leadership.

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

Oklahoma — dropped as a result of serving fewer people in home-like
settings (from 75% of those served in 2005 to just 6896 in 2008) and
an increase of 2,700 people on their waiting list

Pennsylvania — improved dramatically due to substantial
improvement in several areas including a significant increase in the
number of individuals served (to 55,000 from less than 30,000}, a
substantial shift in more individual in community settings (less than 7
residents per setting, to 92% from 85%), a drop in population in large
settings of 350, the closure of one state institution, and a reduction in
its waiting lists

Rhode Island — dropped as a result of no Jonger participating in a
quality assurance program, the National Core Indicators, but,
positively, did add a Medicaid Buy-in program

South Larolina — dropped as a result of no longer participatingin a
quality assurance program, the National Core Indicators, but,
positively, are directing more resources to the community (to 73% in
2008 from 55% in 2005) :
Utah — dropped as a result of no longer participating in a quality
assurance program, the Council on Quality and Research

Washingten — improved in the rankings as started reporting the size of
their waiting list and its being relatively small

West Virginia — dropped in rankings mostly due to not keeping pace
with the rest of the country

Wiscensin — 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 among a group of tightly clustered states.
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Scoring of States

Arizona
Vermont

New Hampshire

Washington
California

Massachusetts
Michigan
Connecticut
Colorado

Hawaii

New Mexico
Minnesota

Nevada
NewYork
Pennsylvania
Idaho
Georgia

Maryland

Oregon
Wisconsin

Montana
Kansas |2
New Jersey
Missouri
South Dakota
Alaska
Maine
Wyoming
Delaware
Kentucky
Alabama
lowa
North Carolina
South Carolina__
North Dakota

By

Florida

Rhodelsland

Nebraske

Louisiana

Oklshoma

Virginia i S

Ohio R S
Indiana MR B 59.0
Utah EEEETESTIEIm 57.2
Dist. of Columbia PRl mTEn s 55 .4
Wingis Do i mnsy 54.8
Texas  CoSTRGIY 46.7
Arkansas | BrRIIREENI 440
Mississippi AR 24.5




Map of Best and Worst Performing States

The results of this scoring of state
Medicaid programs revealed
the following Top Ten states:
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Arizona
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Mew Hampshire
Washington
California
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Michigan
Connecticut
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10. Hawaii

AN N

R ]
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A2, Minois

#3, Texas

50, Arkensas

51, Mississipni
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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:

Lazge and Small Population
+ Includes the most populous - California (#1), and Michigan
(#8) — as well as the Jeast populous states —Hawail (#42), New
Hampshire (#41) and Vermont (#49)

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

and New Hampshire (#1)— and less affluent states — Arizona
(#33) and Michigan (#25)

High and Low Tax
» Includes high tax burden states — Connecticut {#9), Hawaii
(#7), and Vermont (#1) — and low tax burden states —Arizona
(#32), Colorado (#31), Massachusetts (29}, and New
Hampshire (#50)

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

+ Includes states with some of the highest spending per person
served by the HCBS waiver — Connecticut (#10),
Massachusetts {#10), and Vermont (#13)— as well as some that
spend considerably less —Arizona (#45), California (#50),
Colorado (#31), Hawaii {#33) and Washington {#38)
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Key Data on States’ Medicaid Programs for These with
Intellectual and Developmental Disabilities

Promoting Independence

Community-based Resgidential

“ of
Recipie % of
ais  ID/DD
with  Expeadit
ID/DD  ures ot
on HCBS
HCBS

Staie Y of
/DD
Expendit}  Owi Family
utes o | Home Hotue
non-lCF-
MR

Tamily Fosier Care Congregnie Care (inciudes ICF-MR)

Massachuscits 21,220

GT%

U964 2% %6791
145873 a4 | ssran 26 38262 | 4819 111,658

Research 00 Training
Source Center on Comtounity
Tiving
Tuble/Page 9.7, 08 8,P.78 120, 9,77 T 126,874
Yeac of Data 2608 2008 2008
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Appendix } Continued

Promoting Independence
All Tndividuals by Size of Residence Large State Fucitites
State Residenis in Persons with
YhinLarge LageStnic Numberof Residenisar  FY2008 I%DD w
Totls {includes own home, family home, family foster care and congregate carc) State Facilitics  Lsege State  Large State  Averper ‘j\;; "
Facilities  per 100,000 Faciliies  Faciides  dien  ohooiond
iation Tursing
pop) Pactiitics
1-3 o 4-6 16 Yo 7-15 16+ Y Towf 16+

4

0.0%

United States 3 2
Untted States « st TRGO28 Y 113.952 9 At 8% 55424 37.462 % 1.013.866

Sourcs ’ Reseatcit ind raining Center on Communiay Living,
Table/Page 15,010 T LILP20 TLLE I3 TIOP 16 T.303,% 113

Year of Dia 2008 2008 2608 2008 2008
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HAppendix | Continued

Keeping Families Togethesr
= g3

Family Support Cash, Subsidy
Families
State Supporied
peer F0 Spends
P . Spending of o Spensing
Famihics Spending per Family Populasio Families et )
n Fanity
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Minnesota
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Other Family
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Home
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Promoting Productivity

State

Units

United States ~ Est.

Source

Table/Page
‘Year of Data

‘Medicaid Buy-In
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Appendix | Continued

Reaching Those in Need

Woaijting Lists

Y Growth

State o ¥ Grovwrh
Waiting s Waidng List  in HCBS
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United States ~ Est {14916
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Serving at a Reasonable Cost
ICF-MR HCBS Other I/DD Commuuoiry Spending Overall Spending
State S of
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Repert Data Sources

QOrganization

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-Lorg/about
rtc.umn.edw/misc/pubcount.aspipublicationid=186
wiww.acf.hhs.gov/programs/add/reports/Clients06.html
www.cms.hlis.gov

www.colemaninstitute.org/
www.ed.gov/rschstat/eval/rehab/2005-tables
www.hsri.org/ncl/
www.pascenter.org/demo_waivers/demoWaiverTable_2006.php
www.statehealthfacts.org

www.Census.gov

www.QualityMall.org

Lifewithout Hmits
forpeople 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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