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Overview
In Washington, DC, and in state capitals across the nation, there is much discussion and
debate regarding substantial reforms to the Medicaid program. In early February 2006,
Congress passed budget legislation containing significant changes to Medicaid, as well as
trimming federal Medicaid spending by $4.7 billion over five years and $26.4 billion over ten
years1. The President’s FY2007 budget request includes additional federal Medicaid cuts of $14
billion over five years and $35.5 billion over ten years2.

In state budgets, fiscal pressures from Medicaid continue. States from Vermont to Kentucky
from Idaho to Florida are implementing extensive Medicaid reforms. Too often the Medicaid
discussion is simply cost focused. Frequently, the need to improve Medicaid services and
outcomes, particularly for individuals with disabilities, is not discussed.

United Cerebral Palsy (UCP) has conducted an analysis of how Medicaid is serving people
with mental retardation and/or developmental disabilities (MR/DD).

Nationwide, Medicaid serves almost 530,000 individuals with MR/DD spending $27.4 billion
in fiscal year 2004 or almost $52,000 per person per year. Although this is a tiny portion of the
41.3 million individuals enrolled in Medicaid and the total $288 billion spent in FY2004
(about $7,000 per person per year), Americans with disabilities such as MR/DD
are some of the most vulnerable Medicaid recipients. Individuals with
MR/DD make up just 1.3 percent of all Medicaid recipients but 9.5 percent of Medicaid
spending. Despite these figures, too often this population is glossed over in the larger
Medicaid discussion.

Like all Americans, individuals with MR/DD deserve to live in the community and experience
a quality, meaningful life. Medicaid can play a crucial role in making that a reality.

However, the experiences of individuals throughout the 50 states and the District of Columbia
show that this goal is not always the reality.

UCP conducted this holistic analysis to chart each state’s ranking and progress in creating a
quality, meaningful and community-inclusive life for those Americans with mental
retardation and developmental disabilities served by that state’s Medicaid program.

This is part of a three-phase process that also will study top-performing states and then 
create state-specific action plans for UCP affiliates on how their state can improve.
State improvement plans will empower individuals and families with the necessary steps,
reinforced with data and facts, to create more positive change for individuals with MR/DD
served by Medicaid.

The state rankings in this report are a snapshot in time. Most data is from 2004, although all
data is the most recent available. Every state has room for improvement.
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Three-Phase Project
To proactively understand and promote positive Medicaid
reforms, United Cerebral Palsy has undertaken a substantial
three-part research effort:

1) Nationwide scan of state Medicaid programs (Fall 2005)

• Assimilation of data about each state, its Medicaid program,
its Medicaid-funded services to individuals with MR/DD and
key outcomes

• Interviews with key Medicaid and MR/DD experts across the
country

2) Ranking of all states with further research of top-
performing states (Winter 2006) 

• Through a weighted scoring methodology, identify top-
performing states

• Further analyze how and why certain states best support
individuals with MR/DD through Medicaid

3) Creation of state-specific improvement plans for UCP
affiliates (Spring 2006)

• Empower local advocates with a state improvement plan
containing clear, meaningful steps as to how they can replicate
success within their own state

How the State Rankings 
Were Developed
These rankings were developed through a broad, data-driven
effort. Demographic, cost, utilization and outcomes statistics
were assembled for all 50 states and the District of Columbia.
Over 230 individual data elements from numerous different
governmental, non-profit and advocacy organizations were
reviewed. Dozens of Medicaid, disability and MR/DD experts, as
well as members of national advocacy and research organizations,
were consulted. 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. Thirty key
outcome measures were selected and individually scored in ten
major equally-weighted categories (10 points each) on a total 100-
point scale. The top-performing state for each outcome 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 measure value between the top and worst-performing.

As noted, most data is from 2004, but all data is the most recent
available. Therefore, these state rankings are a snapshot in time.
Changes and reforms enacted or beginning in 2005 or later have
not been considered. When reviewing an individual state’s
ranking, it is important to consider action taken since 2004, 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 plans, only individuals with MR/DD served by
Medicaid were considered.

What the Rankings Revealed
• The overriding conclusion is that all states still need

improvement in how their Medicaid programs serve
individuals with MR/DD and what outcomes are achieved.

• Too many Americans with MR/DD are still not living in the
community:

u 33 states have more than 80 percent of individuals living
in community settings (under 16 total residents).
However, just 11 states have more than 95 percent living
in such arrangements.

u 18 states have more than 80 percent of individuals living
in small residential settings (under seven total residents).
However, just 4 states have more than 95 percent.

u Only 5 states have more than 80 percent of individuals
living in home-like settings (under 4 total residents).
None have more than 95 percent.

• Too much funding for individuals with MR/DD is directed at
large institutions rather than community-based services:

u Only 13 states direct more than 80 percent of MR/DD
related money on home and community-based services.
Yet, 33 states have more than 80 percent of recipients in
home-and community-based service programs.

u Just 7 states direct more than 95 percent of related money
on home and community-based services, despite 12 states
having more than 95 percent of individuals served in this
program.

• Quality Assurance efforts are too few:
u Only 31 states participate in a nationally-recognized

quality assurance initiative.

• Too many working-age individuals may not be engaging in
meaningful activities as evidenced by low competitive
employment participation:

u Just 17 states have more than a third of individuals
participating in competitive/supportive employment.

u Just 2 states have more than half.
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• Many states are not helping individuals transition from
Medicaid to work:

u Only 27 states have Medicaid buy-in for people
with disabilites who are working. (Although three
more states passed legislation in 2005 to apply for
this federal waiver.)

• Too few states prioritize self-directed services as
evidenced by participating in the Independence Plus
waiver or providing significant personal assistance
funding.

Contradicting 
Conventional Wisdom

Little correlation to a state’s ranking

• It is not just about the money. While appropriate
funding levels are critical, increased spending alone 
does not necessarily equal higher quality services and
supports.

• It is not about what the tax burden is in that state. High
tax burdens don’t necessarily buy better results.

• It is not about which party – Republican, Democrat or
divided – is in control of the governor’s office and the
state legislature. High and low rankings cut across party
lines.

High correlation to a state’s ranking

It is very much about whether 
a state prioritizes community
inclusion with its funding.

States’ Rank Compared to Political Party Controlling State
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How to read 
these charts:  
These charts show the
correlation between a
state’s ranking and
another characteristic.
The steeper the slope
upward of the trend
line, the greater the
correlation. The three
charts above show little
correlation. As noted,
the one to the left
shows a very strong
correlation.
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Key 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 MR/DD through Medicaid. What matters is
how a state acts.

In fact, the top 10 states are quite diversified.

Key Political Facts

State Legislatures

• 4 Democrat-controlled, 4 Republican-controlled, 1 Split,
1 Non-partisan 

Governors 

• 6 Democrat and 4 Republican
State Governments (Legislature & Governor)

• 2 Democrat-controlled, 1 Republican-controlled, 7 Split

Key Socio-Economic Facts 

Tax burden – state & local taxes, percent of personal income

• 4 in highest quartile, 1 in second, 2 in third and 3 in
lowest quartile

Median household income

• 4 in richest quartile, 3 in second, 2 in third and 1 in
poorest quartile

Population

• None in largest quartile, 3 in second, none in third and 7
in smallest quartile

Size of Medicaid program (percent of 0-64 yr old
population)

• 2 in largest quartile, 3 in second, 3 in third and 2 in
smallest quartile

top-performing states are as varied as the individuals
with MR/DD who they serve:

Geographically varied
Politically diverse
High and low tax burdens
Rich and poor 
Large and small overall Medicaid programs 
Tend to have smaller populations 

alphabetical by rank

Alabama 45 New Hampshire 1
Alaska 5 Maine 2
Arizona 19 Massachusetts 3
Arkansas 40 Vermont 4
California 31 Alaska 5
Colorado 30 Nebraska 6
Connecticut 26 Washington 7
Delaware 8 Delaware 8
Dist. of Columbia 42 Wisconsin 9
Florida 47 Wyoming 10
Georgia 44 New Mexico 11
Hawaii 23 Rhode Island 12
Idaho 29 Missouri 13
Illinois 46 Kansas 14
Indiana 21 Michigan 14
Iowa 37 Oregon 16
Kansas 14 West Virginia 17
Kentucky 43 Minnesota 18
Louisiana 48 Arizona 19
Maine 2 New Jersey 20
Maryland 39 Indiana 21
Massachusetts 3 South Carolina 22
Michigan 14 Hawaii 23
Minnesota 18 Montana 24
Mississippi 50 Tennessee 25
Missouri 13 Connecticut 26
Montana 24 North Carolina 27
Nebraska 6 Utah 28
Nevada 38 Idaho 29
New Hampshire 1 Colorado 30
New Jersey 20 California 31
New Mexico 11 Pennsylvania 32
New York 36 South Dakota 33
North Carolina 27 Oklahoma 34
North Dakota 35 North Dakota 35
Ohio 41 New York 36
Oklahoma 34 Iowa 37
Oregon 16 Nevada 38
Pennsylvania 32 Maryland 39
Rhode Island 12 Arkansas 40
South Carolina 22 Ohio 41
South Dakota 33 Dist. of Columbia 42
Tennessee 25 Kentucky 43
Texas 51 Georgia 44
Utah 28 Alabama 45
Vermont 4 Illinois 46
Virginia 49 Florida 47
Washington 7 Louisiana 48
West Virginia 17 Virginia 49
Wisconsin 9 Mississippi 50
Wyoming 10 Texas 51

States’ Ranking of Medicaid and Americans with Mental
Retardation and Developmental Disabilities Highest ranking is #1
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Next Steps – Creating 
State-specific Plans

All states need to focus on improvement. The purpose of this
analysis is to inform states about how they compare to their peers
and identify areas needing improvement.

As state and federal policymakers continue the Medicaid reform
discussion, the purpose of this analysis is to infuse that
conversation with facts. Facts about where states stand. Facts
about what needs to be improved. And beginning to prioritize
those too often overlooked – people with disabilities.

Next, United Cerebral Palsy will extensively examine the top-
performing states in an effort to unlock their keys to success for
other lower-performing states.

Based on each state’s current weaknesses and strengths, UCP will
develop state-specific action plans for its affiliates regarding how
to improve Medicaid services in key areas to better serve
individuals with MR/DD.

These state improvement plans will empower policymakers,
advocates, families and interested parties to proactively work
toward positive Medicaid reform at the state level.

The action plan will also include federal-level action items and
recommendations.

The results of this scoring
of state Medicaid
programs, revealed 
the following top ten
states (in order):
1. New Hampshire
2. Maine
3. Massachusetts
4. Vermont
5. Alaska
6. Nebraska
7. Washington
8. Delaware
9. Wisconsin
10. Wyoming
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Home &
Community-
Based
Service Focus

Small 
Residential
Settings

Reaching 
Those
in Need

Services 
Self-Directed

Cost
Efficiency

Overall

Alabama A C C F B C
Alaska A A F C C B
Arizona A B B F D C
Arkansas D F C D F C
California B D A C D C
Colorado A B A B A C
Connecticut B C C B C C
Delaware B C A C B B
Dist. of Columbia F D B F C C
Florida B D C C C D
Georgia B C F C B C
Hawaii A B B F A C
Idaho C B B C B C
Illinois D F B F C D
Indiana C C C F C C
Iowa C D C C C C
Kansas A C B F B B
Kentucky C B C F A C
Louisiana D F F B C D
Maine A B A A B B
Maryland A D B C A C
Massachusetts B C A C C B
Michigan A D B F A B
Minnesota B C C F C B
Mississippi F F C F D D
Missouri B D B B B B
Montana A C C B A C
Nebraska B D B F A B
Nevada B A C F B C
New Hampshire A A D C A B
New Jersey C F B C C C
New Mexico A A C C A B
New York B D A F C C
North Carolina D F B B A C
North Dakota C C A D F C
Ohio D F C B A C
Oklahoma C D C C C C
Oregon A B C F A B
Pennsylvania B D C F A C
Rhode Island A B A D B B
South Carolina C D C C A C
South Dakota A C C F C C
Tennessee C C C D B C
Texas D F F F C F
Utah B C D F F C
Vermont A A A F A B
Virginia C F B F A D
Washington B C D C B B
West Virginia B B C F B B
Wisconsin B C C F B B
Wyoming A C A F A B

Note: For each 10 point category (only selected categories shown above), a state receiving less than 2
points is given an F, 2 but less than 4 points a D, 4 but less than 6 points a C, 6 but less than 8 points a
B, and 8 to 10 points an A. Overall grades were calculated similarly but on a 100-point scale.

Appendix I 

Letter Grades by State for Select
Outcome Categories
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Appendix II

Ranking Methodology, Data Elements Used, Explanation and Sources

Category Measure Explanation Source Year

Coverage &
Eligibility

Medicaid Buy-In Medicaid Buy-In allows individuals to work, grow
income and improve quality of life and still
receive critical Medicaid coverage. As Medicaid
covers many services not reimbursed by private
insurance, this wrap-around option is important.

Center for Medicare and
Medicaid Services

2005

Uninsured Rate - avail of health
coverage*

Beyond just Medicaid, a state has adequate health
coverage, public or private, for children and 
adults (0-64 years of age). Individuals with
MR/DD have medical needs that must be met
with health coverage.

Kaiser Family 
Foundation

2004

Home &
Community-Based
Service Focus

Percent of Medicaid MR/DD
Expenditures on HCBS

Expenditures are focused on home and
community-based services.

Research and Training
Center on Community
Living

2004

Percent of all MR/DD Recipients in
HCBS

Individuals are served within a community-based
program.

Quality Assurance
Efforts

CMS - Participant Experience Survey
(PES-MRDD) - Involvement

The state participates in at least one nationally
recognized or notable quality assurance effort.

Center for Medicare and
Medicaid Services

2005

National Core Indicators (HSRI) -
Involvement

Human Services Research
Institute

CMS Quality Assurance Grants Center for Medicare and
Medicaid Services

Noteworthy Other State QA Initiatives QualityMall.org

Small Residential
Settings

Percent of all ICF-MR & HCBS 
Recipients in < 7 settings

Individuals are living in community settings (6 or
less adults).

Research and Training
Center on Community
Living

2004

Percent of all HCBS Recipients 
in < 4 settings

Individuals are served in home-like 
settings (1-3 adults).

Percent in 16+ settings States are penalized for significant portions of
individuals living in large institution settings (16
or more adults).

Key Medicaid
Optional Services

Occupational Therapy Critical Medicaid optional services are provided
to meet the priority service needs of the MR/DD
population.

Kaiser Family 
Foundation

2004

Personal Care Services

Physical Therapy

Speech, hearing & language disorders
services
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Total 30 Data Elements

Appendix II Continued

Category Measure Explanation Source Year
Desired 
Outcomes and
Comprehensive
Supports

Family Support* A state supports children and families
directly and promotes keeping families
together.

Coleman Institute FY2002

Vocational Rehab Outcome* Vocational training and participation in
meaningful work are important for an
enriched life.

US Dept of Education 2004

Percent Disabled Employed as
percent of Non-disabled Employed*
(21-64 yrs)

The state has equal rates of individuals with
disabilities participating in the workforce
compared to the non-disabled population.

US Census Bureau 2000

Supported/Competitive 
Employment participation*

Participation in meaningful work is
important for an enriched life and
economic self-sufficiency.

Coleman Institute FY2002

Reaching those in
Need

Percent Growth Required to Match
Needs of Waiting List- 1

The state meets the need with no 
significant waiting list.

Research and Training
Center on Community
Living

2004

Percent Growth Required to Match
Needs of Waiting List- 2

Kaiser Family
Foundation

2004

Recipients with MR/DD per 100,000
of population

Beyond a waiting list, the state shows a
good faith effort to reach those with
MR/DD.

Research and Training
Center on Community
Living

2004

Self-Directed Independence Plus Waiver or
Application

The state promotes independence and self-
directed care by participating in the federal
Independence Plus waiver.

*Although these services are not directly Medicaid funded, they are included as they significanntly contribute to
how well a state holistically serves individuals with MR/DD.

Center for Medicare
and Medicaid Services

2005

Supported Living/
Personal Assistance

The state promotes individuals living
independently through personal assistance
services.

Coleman Institute FY2002

Cost Efficiency Low ICF-MR Residents per 100,000
population

The state does not spend large amounts of
money on undesirable and costly
institutional care.

Research and Training
Center on Community
Living

2004

State (non-Medicaid) MR/DD
Spending per MR/DD Recipient*

The state spends a reasonable amount per
recipient for various service categories.
Adequate funding is necessary. Excessive
funding does not equate to better
outcomes.

Coleman Institute 2005

ICF-MR Cost per ICF-MR Recipient Research and Training
Center on Community
Living

2004

HCBS Cost per HCBS Recipient Research and Training
Center on Community
Living

2004

Fiscal Effort by
Citizenry

MR/DD spending per $1,000
personal income

Citizens and taxpayers invest an adequate
amount in services for the MR/DD
population.

Coleman Institute 2005

Per Capita Total MR/DD Spending
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Appendix III

Data on Medicaid Services to Americans with MR/DD by State
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Appendix III Continued
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Appendix III Continued
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Sources
US Census Bureau – www.Census.gov
Research and Training Center on Community Living - rtc.umn.edu/main/
Kaiser Family Foundation – www.StateHealthFacts.org and www.KFF.org
Centers for Disease Control – www.CDC.gov
Disability Counts - rtc.ruralinstitute.umt.edu/geography/
Coleman Institute – www.ColemanInstitute.org
Center for Medicare and Medicaid Services – www.CMS.gov
Families USA – www.FamiliesUSA.org
Human Services Research Institute – www.HSRI.org
Tax Foundation – www.TaxFoundation.org
National Conference of State Legislatures – www.NCSL.org

Endnotes 
1 “Congressional Budget Office Cost Estimate – S. 1932 Deficit Reduction Act
of 2005. Congressional Budget Office. January 27, 2006. Table 1.
http://www.cbo.gov/ftpdocs/70xx/doc7028/s1932conf.pdf

2 Schneider, Andy, Leighton Ku and Judith Solomon. “The Administration’s
Medicaid Proposals Would Shift Federal Costs to the States.” Center on Budget
and Policy Priorities. February 14, 2006. http://www.cbpp.org/2-14-
06health.htm
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