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Develop Consumer-Centered Funding Models: 
National Trends and Overview of Pilot Project



Today we will 
discuss…

� National trends in delivering                       
person-centered, individualized                     
services and supports

� The Supports Intensity Scale (SIS) 
and how it is being used in other 
states to align with resource allocation

� Major parts of a strategic planning 
process to create a more equitable 
and individually tailored resource 
allocation model

2



National Service Trends

� Increasing imperative to provide                       
home-based supports

� Expanding self-direction options – individuals 
and families can buy the services they need,
looking for flexible supports and greater choice

� Growing self-advocacy movement
� Reaching out to generic community services
� Transitioning from traditional facility-based 

programs to individually tailored residential and 
work supports



National State Service Trends 
(continued)

� Exploring ways to control costs and serve 
more people

� Examining the way they allocate resources
� Implementing plans to reduce waiting lists
� Finding ways to maintain a competent and 

committed workforce
� Maximizing use of Medicaid Home and 

Community-Based Services (HCBS) 
Waivers to fund services and supports



Growing Demand &Growing Demand &
Budget StressBudget Stress

Gary Smith, HSRI

Wait List

Increasing

Service Demand

Resources

Discussing the Problem…
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Where does the 
SIS fit in?

� Designed to support person-centered 
planning, not funding

� Only adult version available – child 
version is under development

� Currently 14 states and 14 countries 
using SIS

� Perceived as strength-based

� Must be purchased/licensed from AAIDD
6



Supports Intensity Scale (SIS)

� What it measures: amount of support a 
person needs to perform/engage in certain
activities

� Includes health and behavior components

� Other types of information (disability, condition, living 
arrangement) must be captured from other data sources 
or a SIS+ implemented

� Developed and released by AAMR in 2004

� Nationally normed – acceptable validity and inter-rater 
reliability

� Administration: Interview the person and others who 
know the person.  Requires solid interviewing skills
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Why do states pick the Supports 
Intensity Scale?

• National norms – buying the bell 
shaped curve

• Great for writing waiver service 
plans with individuals, families, 
and providers

• Captures support needs hence 
some of the natural supports that 
save state dollars

• Considers both behavioral and 
medical challenges

• Has potential for helping shape 
waiver individual budgets and/or 
reimbursement levels

8



“Buying the Bell Shaped 
Curve”
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State SIS Comprehensive Adult 
Waiver Results

State People

Total 
Support
Needs 
Index
Score

Medical
Support

Need

Behavioral
Support

Need

SIS 
Norms

1,306 100.00 2.47 4.99

OR 401 101.00 3.27 4.98
NE 288 100.42 3.23 4.81
CO 3,631 99.88 2.83 6.13
VA 521 101.74 2.43 4.77
GA 3,025 98.16 2.03 3.73



State People

Total 
Support
Needs 
Index
Score

Medical
Support

Need

Behavioral
Support

Need

SIS Norms 1,306 100.00 2.47 4.99

Colorado SLS 462 90.43 2.19 2.73

Georgia NOW 3,025 90.01 1.20 2.71

State SIS Support Adult Support 
Waiver Results



SIS and Funding Models
� Georgia - using the SIS to develop individual budget 

allocations for 10,566 people in October 2008

� Washington: Linking SIS and other information to levels 
of payments and amounts of support services

� Louisiana: using a SIS-informed funding                       
system with 2,500 new waiver applicants

� NC and Utah are exploring applications

� Oregon and Colorado are using SIS to inform the 
development of funding reimbursement models
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Some of the states we are working 
with…
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HCBS waiver 
reimburseme
nt is not 
rocket 
science.  It is 
a lot harder.  

Gary Smith
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The ETERNAL QUESTION:

How do we deliver what
we have to the people
who need it most ?

Robert T. Clabby, II 
Oregon
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SIX 
Assumptions:

1. Individual people have needs.
2. Individuals with greater needs should 

have access to more resources.
3. No two people have the same needs, 

supports and priorities.  
4. Individuals and their teams know best.
5. People should choose providers.
6. It is possible to make it happen.
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"It’s impossible to   
individualize service
until you’ve 
individualized
the funding.”

Russ Pittsley
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Case Example: 
Wyoming Individual Budgets for 
Medicaid Waiver Services

19



History & Overview

� Goal: develop equitable way to determine individual  
budgets

� Began July 1998 for adults and January 1999 for 
children

� Promising Practice in HCBS
� Focus on the needs of the person served
� Very stable for financial planning
� One hearing to date
� Some requests for State Level of Care Review
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Wyoming DD Adult Staff M inimum 
Beginning Wage

$5.15

$7.50 $7.50 $7.50

Fall 2001 Fall 2002 Fall 2003 Fall 2004

Wyoming DD Adult Full-Time Staff Total 
Compensation

$9.08

$11.98 $12.33 $13.19

Fall 2001 Fall 2002 Fall 2003 Fall 2004

Wyoming DD Adult Staff Average Level 
Wage After 12 M onths Experience

$7.38 $8.21
$10.32 $10.74

Fal l  2001 Fal l  2002 Fal l  2003 Fal l  2004

Wyoming DD Adult Full Time Staff 
Turnover Rate

52% 46%
35% 32%

Fall 2001
Before
Funding

Fall 2002
After

Funding

Fall 2003
After

Funding

Fall 2004
After

Funding

Results: Turnover Reduced & 
Wages Increased
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New Wyoming People Served & 
Waiting for Waiver Services
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Early models have simple rules but revolutionary 
concepts 
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Solar system for the classroom

London teaching aide from 1850’s

25



Rittenhouse Orrery’s mechanical 
model of the solar system built in 1771
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HSRI is designing the financial 
architecture for state DD/ID 
comprehensive waiver service 
systems
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Potential Policy Goals

� Fairness, equitability, explicability
� Matching resources and 

individual needs
� Ability to handle exceptional care
� In a time of limited resources -

focus on those with greatest 
need

��������������������������������������������
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A stakeholder group should be 
formed:
� To help advise the process
� To assure that people know what  

the process is finding and what 
decisions are being made.   

The stakeholder group should meet 
regularly and be composed of self-
advocates, parents, providers, and others.

Stakeholder Involvement
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Choose an Assessment 
Tool

� Assessment tools provide 
information about support needs

� States use various tools to tie 
funding to support needs

� Each tool has its pros and cons

��������������������������������������������
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� A good database is invaluable…
� Many factors explain variance
� All the predictors work together as a team
� The techniques are often powerful enough 

to be able to overcome minor error and 
work well

� Allocations and plans are based on the 
“FOUR Ps”… PERSONAL, PORTABLE, 
PRIORITIZED, PREDICTABLE
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Data Data Data
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� Data are reviewed to determine what variables 
correlate highest with expenditures;

� Depending on what is found, individuals are 
sorted based on their assessed levels of need 
and in relation to expenditures;

� Systematic analyses are completed to build a 
“best fit model” to align individuals and their 
needs with personal budget allocations; 

� These findings are reconciled with the rates 
associated with payments to service providers.  

34

Several steps in the process
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Before a new model is implemented…
Several steps must be completed…

� The findings and proposed models must be 
considered in relation to initial policy goals.  

� Impacts on individuals, providers and the 
system must be considered. 

� An “exceptions protocol” must be developed.    
� Potential dislocation in the system must be 

considered.
� Needs for improved infrastructure must be 

considered.
� A detailed implementation plan must be 

compiled, and then enacted.  35



2008 Model of the Solar System

Now 8 planets, 166 moons, and 3 dwarf 
planets36



Such models lead to the possibility of a bigger 
picture
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Questions to be answered…
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Base level of state funded 
service options that do not 

include Medicaid 

Supports Waiver Services 
including capped allocations 

and defined service array 

Comprehensive Waiver or 
other state service options 

Most 
Expensive 

Least 
Expensive 



Questions to be answered…
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Prospective/Retrospective Budgeting
Participant Enters 

System

Assessment 
completed using PCP 

principles

PCP CompletedTotal dollar amount of 
benefit determined

PCP completed

Total dollar amount of 
benefit determined

Services &  support 
goals in PCP

Retrospective 
BudgetingProspective 

Budgeting

Amount of Budget 
that is self-directed



Questions to be answered…
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The majority of states who do this 
have in recent years moved to the 
prospective method where the team 
and individual knows there individual 
budget prior to the individual service 
plan development.

However some form individual 
budgets after the individual service 
plan is developed.

Some states ponder a method 
somewhere in between.



Questions to be answered…

41

� What does CMS require if individual 
budgets?

Reinhard, Crisp, Bemis, and Huhtala (2005) note several 
requirements for setting individual budgets: 

States must describe the method for calculating 
individual budgets based on reliable costs or 
services utilization.  By 2007, for example, several 
states have recently engaged in waiver cost studies 
to determine cost-based reimbursement for waivers 
for people with intellectual disabilities (i.e., IL, WY, 
OR, FL, MA, OH, FL, MT, WA).  



42

� What does CMS require if individual 
budgets?

Good cost and utilization data form the vital 
underpinnings of good individual budget 
development for the long-term goal of 
finding and delivering sustainable care.  

States must develop individual budgets 
using a consistent methodology for all 
involved participants, and should review 
and monitor the individual budgets 
regularly.
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� What does CMS require if individual budgets? 
cont.

From the perspective of consumers and advocates, a 
viable methodology should be open to public inspection, 
should allow the participant to move money around, and 
should define a process for making adjustments in the 
individual budgets and for informing participants of amount 
authorized or changes to those authorizations.

From the perspective of the state, the methodology should 
permit the state to evaluate over and under expenditures in 
the individual budget as well as to project system-wide 
expenditures through the fiscal year.

States must provide prompt mechanisms to adjust funding 
in response to individual situations.  
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� What liability does the state face if it cannot fund the 
individual budgets?

In the United States each of the states are in 
different places.  The range of funding of DD 
services is very wide.  States generally change the 
individual budget to meet their legislatively approved 
budget.  Rates for services, though benchmarked for 
national costs, may be a percentage of the national 
cost.  For example, last year Colorado was paying 
about 75% of costs in a rate study by Navigant.  Let 
us look briefly at national current Missouri rankings.
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� Do these individual budget allocations or individual 
budget levels ever need adjustment?

Any reimbursement method requires some way to 
adjust to changing circumstances and sometimes 
unfortunate new challenges presented by the 
individuals we serve.

For example, some of the best, highly tuned 
individual budget systems allow adjustments for 
exceptional cost and care for 7% of the population 
served.



Medicaid DD Expenditures per 
Citizen 2006
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Per Person Medicaid Costs 2006
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Percentage of Residents by 
Home Size 2006
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Percentage of Expenditures on 
ICF/MR & HCBS 2006
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Questions to be answered…

� Is there a more objective and rational way 
to support the service needs of the 
individuals we serve in Missouri 
communities?

50

� What is the 
best way (in a 
technical 
sense) to 
make it work?
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Any 
Questions?51



Concluding Thoughts

� Change imposes choice.

� Choice imposes 
ambiguity.

� Ambiguity promotes 
discussion.

� Discussion promotes 
deliberation.

� Deliberation forms 
opinion.52



Where do we go from here?

� Engage a stakeholder advisory
group building a transparent 
process?

� Monitor the state web based SIS 
report 
at http://www.dmh.mo.gov/mrdd/issu
es/Initiatives/SIS.doc

� Finish collecting Missouri’s SIS 
results

� Share the various SIS results and its 
relationship to current waiver 
expenditures53


