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March 13, 2017 
 
The Honorable Paul Ryan  
Speaker 
U.S. House of Representatives 
 
The Honorable Greg Walden 
Chair 
House Energy and Commerce Committee 
 
Dear Speaker Ryan and Chairman Walden: 
 
The National Association of State Directors of Developmental Disabilities Services 
(NASDDDS) represents the state agencies responsible for providing services to 
individuals with intellectual and developmental disabilities (I/DD) in the fifty states and 
the District of Columbia. Our members operate Medicaid Home and Community Based 
Services (HCBS) programs in partnership with the State Medicaid Agencies.  
NASDDDS members serve more than 1.1 million individuals and their families annually. 
In FY2013, Medicaid long-term services and supports (LTSS) expenditures directly 
overseen by state I/DD Directors totaled nearly $43 Billion. This does not include other 
Medicaid and Medicare (a majority of individuals with I/DD in most states are dually 
eligible individuals) health-related expenditures which our members help coordinate.  
I am writing you today regarding the American Health Care Act (AHCA).  As a state 
membership association, NASDDDS will not formally take a position on the legislation 
but seeks to provide information and education regarding the potential impact of this 
legislation on individuals with intellectual and developmental disabilities (IDD), their 
families and our State member agencies. 
 
As you know, Medicaid is the single largest payer for LTSS nationally. This is especially 
true for individuals with IDD.  Because adults with IDD have little income of their own, 
they are, as a group, poor and without means to buy the residential and day supports 
that they need.   There is no meaningful, sustainable private payment source for IDD 
supports and services, making Medicaid the primary and often, the only source of health 
and LTSS.  Medicaid is a lifeline for individuals with significant disabilities and their 
families. 
 
For over thirty years, states have used the HCBS waiver and other authorities, first 
championed by Ronald Reagan, to replace reliance on costly institutional placements 
with cost-efficient, person centered services that build the capacity of families and 
communities to support individuals with developmental disabilities to live lives fully 
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integrated with their friends and neighbors. States have used public funds to wrap 
around family supports, enhance the freedom, choice, and autonomy of individuals with 
developmental disabilities, and support them to find jobs and become part of the 
economic fabric of the places they live.  
 
The legislation’s proposed Medicaid provisions may undermine significant progress 
made by States toward increasing community integration and employment supports for 
children and adults with IDD. The method by which the legislation proposes to allocate 
per capita caps may undercount individuals with IDD in Medicaid. Not all individuals with 
IDD served through Medicaid gain their eligibility through an Aged, Blind, Disabled 
eligibility category. This is especially true for children. In addition, there are a number of 
facets that have the potential to underfund the States in their ongoing efforts to provide 
support to individuals with disabilities.  Examples include the fact that the base year has 
already closed, the potential correction for error adjustments is limited to 2%, and there 
is a high probability of potential gaps in available CMS data.  
 
The broad per capita allocation categories will create continuous tensions for state 
budgeting, potentially resulting in the pitting of programs for individuals with disabilities 
against those programs for individuals who are aging. Furthermore, the use of medical 
CPI to calibrate the rate of growth may be insufficient to keep pace with the growth in 
spending for Medicaid community-based supports and services for individuals with IDD. 
According to the report, Medicaid Expenditures for Long-Term Services and Supports in 
FY 2014, Medicaid LTSS expenditures increased 4.0 percent from FY 2013. Growth in 
LTSS spending was primarily attributable to HCBS expenditures, which grew by 7.7 
percent in FY 2014.1  Finally, this methodology will have a punitive impact on states 
who, through creative means, have gained greater efficiencies in the delivery of 
services. It will simultaneously have the effect of codifying structural underfunding in 
some of the poorest States in the country.  
 
Given the potential shortfall of resources to State IDD agencies, the legislation may 
push states to reduce the availability of optional benefits or rescind the offering of 
services to optional eligibility groups. For individuals with IDD, all Medicaid LTSS, 
including Intermediate Care Facilities for Individuals with Intellectual Disabilities (ICF/ID) 
are optional, leaving a grave potential for a reduction of available supports and services 
for individuals with significant support needs and their families. 
  
Our members provide essential supports and services to more than one million 
individuals and their families. NASDDDS recommends legislative improvements to 
avoid significant and unintended consequences of both a human and economic nature.  
Thank you for the opportunity to share our concerns. We would welcome the 
opportunity to be a resource to you as you continue negotiations through the legislative 
process.  
 

                                                 
1 Eiken, S, et al. Medicaid Expenditures for Long-Term Services and Supports in FY 2014. Truven Health Analytics. 
April 15, 2016. 
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Sincerely, 
 
 

 
 
Mary Lee Fay 
Executive Director 
 

 


