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This report summarizes progress on the 2004 Legislative Goals through the completion of the Second Session of 108th Congress.    

I.
FEDERAL FISCAL POLICY GOALS

Budget, Entitlements and Appropriations

The Congress completed action on Fiscal Year 2005 appropriations when it passed a huge $338 billion omnibus appropriations bill on November 20, 50 days after the start of the fiscal year.  President Bush signed the bill into law on December 1.  The omnibus appropriations bill folds 9 of the 13 appropriations bills into one measure.  Included in this 3,016 page bill are funds for literally all disability programs.  Funding for the departments of Labor, Health and Human Services, Education, Housing and Urban Development and Transportation are contained in the omnibus bill.  The Congress was hard pressed to meet the budget limits set by the Bush Administration.  To meet that limit, appropriators were forced to enact an across the board cut of .83% on all non defense, non homeland security spending.  Overall spending under the omnibus bill averages less than a 2% increase. The table below compares FY 2004 funding levels with the Administration's budget request and the final FY 2005 appropriations. 

	Labor, Health and Human Services and Education (in millions)

	FY 2004 

Appropriation
	FY 2005

Admin.

Request
	Omnibus Conference

Agreement*
	Comparable

FY 2005 to

FY 2004

	IDEA State Grant (Part B)
	$10,068.1
	$11,068.1
	$10,675.1
	+$607.0

	IDEA Preschool
	$387.7
	$387.7
	$387.7
	0.0

	IDEA Early Intervention (Part C)
	$444.4
	$466.6
	$444.4
	0.0

	IDEA National Activities (Part D)
	$338.7
	$331.8
	$344.3
	+$5.6

	Vocational Rehabilitation State Grant
	$2,584.2
	$2,635.8
	$2,635.8
	+$51.6

	VR Supported Employment State Grant
	$37.7
	$0.0
	$37.7
	0.0

	Assistive Technology
	$26.0
	$15.0
	$30.0
	+$4.0

	University Centers for Excellence in DD
	$27.0
	$27.0
	$31.8
	+$4.8

	Development Disabilities State Grants
	$73.1
	$73.5
	$73.1
	0.0

	Developmental Disabilities P&A Systems
	$38.4
	$38.6
	$38.4
	0.0

	Family Support/ Projects of National Significance
	$11.6
	$15.0
	$11.7
	+$0.1

	Title XX Social Services Block Grant
	$1,700.0
	$1,700.0
	$1,700.0
	0.0

	Maternal and Child Health Block Grant
	$730.0
	$730.0
	$730.0
	0.0

	CDC Center on Birth Defects & DD
	$113.0
	$113.0
	$125.6
	+$12.6

	National Institute on Child Health & Human Development
	$1,242.0
	$1,281.0
	$1,280.9
	+$38.9

	Disabled Voter Service
	$15.0
	$15.0
	$15.0
	0.0

	Housing and Urban Development
	
	
	
	

	Section 811 Supportive Housing for Persons with Disabilities
	$249.0
	$249.0
	$240.0
	-$9.0

	Section 8 Rental Assistance
	$19,371.0
	$19,371.0
	$20,226.0
	+$855.0


*Figures must be reduced by 0.83 percent due to the across-the-board cut.

Departments of Labor, Health and Human Services and Education

Most disappointing in the Labor-HHS-Education portion of the omnibus bill was the decision to make a huge reduction in funding in the IDEA State Grant program from the levels that were set in the House and Senate appropriations bills.  The final appropriation increase of $607 million is $400 million and $554 million less than the House and Senate bills, respectively, originally appropriated.  The final IDEA total for FY 2005 of $11.5 billion falls $1.7 billion below the IDEA State Grant authorization level set just one day prior to the passage of the omnibus bill.  All other IDEA programs, including the Part C Early Intervention and Preschool programs, are frozen at last year's levels. The freeze, combined with the almost 1% across the board reduction, will undercut current service levels in many programs.

The Vocational Rehabilitation Act State Grant program only got the minimum cost of living increase ($52 million) required by law.  Most other VR programs are frozen, including the Supported Employment State Grant.  The National Institute on Disability and Rehabilitation Research received an additional $2 million which is reserved for spinal cord injury projects.

For the Assistive Technology Act programs, the omnibus appropriations bill shows a $4.1 million increase for State Grant programs, earmarked for a one-year transition for the states in which the alternative financing programs are freestanding and separate from the State Grant programs.   
The omnibus appropriations bill allocates $14,000,000 for general Help America Vote Act (HAVA) voting reforms, of which $2,800,000 will transfer to the National Institute of Standards and Technology for development of voting equipment standards. In addition to the general HAVA appropriations, there is $15 million specifically to provide access for voters with disabilities, the same amount as in 2004. $5 million of that amount is for Protection and Advocacy services in the states related to voting.

For appropriations information on DD Act programs, please look under the Developmental Disabilities goal narrative below. 

Department of Housing and Urban Development (HUD)

By necessity, we and all other advocates for low-income beneficiaries of housing programs focused our efforts this year on preventing cuts rather than on securing funding increases.  The President’s FY 2005 HUD budget, which proposed to cut $1.6 billion from the Section 8 housing voucher program, gave us no other choice.  Such a cut would have resulted in approximately 250,000 voucher holders with disabilities losing their rent subsidy. In addition, pressure to fill gaps in Veterans Administration health care programs made securing increases in housing programs for people with disabilities impossible.

HUD programs were among the hardest hit with cuts in the FY 2005 omnibus bill. The agency’s overall funding level is $618 million below FY 2004 and $521 million above the President's request.  The Section 8 Housing Voucher program is split into two accounts:

1) Tenant-based assistance (vouchers) is funded at $14.9 billion.  The preliminary analysis is that this amount will be sufficient to fund all vouchers currently in use, but not all vouchers authorized.  A funding level that reflects reduced utilization effectively shrinks the program.

2) Project-based assistance (project-based contracts) is funded at $5.34 billion, $270 million more than FY 2004.  The Administration’s Flexible Voucher Program (aka block grant) proposal was rejected.  

The increase in Section 8 forces cuts to other HUD programs such as Section 811 Supportive Housing for People with Disabilities funded at $240 million, $9 million less than FY 2004, and the set-aside for the American Dream Down Payment program is $50 million, a quarter of the Administration’s request and $35 million less than last year.
Department of Transportation

The FY 2005 omnibus bill provided $7.7 billion in funding for the federal transit program.  This is an increase of $442 million over FY 2004.  Transit funding will also be subject to an .83% across the board cut.  While the Administration requested $147.9 million for the New Freedom program, which would provide grants to local communities for transportation services and alternatives for individuals with disabilities, funding was not provided in the omnibus spending bill.  

Revenue Policy

See tax policy on page 14.

II.
PROGRAMMATIC GOALS

A.  PRIORITY GOALS

Medicaid

Governors of some states have continued working with the Bush Administration to consider global caps on their state’s Medicaid program through the use of Section 1115 waivers.  States considering such limits are enticed into the block grant approach to avoid significant administrative burdens caused by newly aggressive federal oversight of how states derive their state share of Medicaid expenditures.  States currently considering these Section 1115 waivers are: CA, FL, and NH. At the end of September, Tennessee submitted a waiver to “reform” the state’s TennCare program, which would fundamentally alter the definition of  “medical necessity” and place a cap on the state’s share of Medicaid spending at current levels (26 percent of state revenues). This waiver has national implications as other states are expected to submit similar proposals if HHS approves it.  In early summer, Mississippi enacted legislation to drop 65,000 optional Medicaid beneficiaries from the state’s Medicaid program effective October 1, 2004.  The state was sued and agreed to a partial settlement on October 14, which delays the cuts until January 31, 2005.  This will give the Mississippi legislature time to reconvene and restore coverage. 
DPC staff joined with other Medicaid advocates to assist state affiliates and chapters in fighting against the waivers at the state level.  HHS has not yet acted on Florida’s waiver proposal to privatize all Medicaid eligibility determination.  In July, The Arc and UCP joined other disability organizations in a letter to HHS Secretary Thompson opposing this proposal.

Senators Max Baucus (D-MT) and Jay Rockefeller (D-WV) introduced S. 2222, the Medicaid and SCHIP Safety Net Preservation Act of 2004, to prohibit the use of Section 1115 waivers as a loophole to eliminate the Medicaid entitlement, undermine EPSDT, or impose a block grant. 

The Administration had proposed other initiatives more in line with the disability community’s goals for more consumer control and direction.  These proposals are included in its draft New Freedom Initiative Medicaid Demonstrations Act.  DPC staff worked with Senator Charles Grassley (R-IA) who indicated his intention of introducing a bill based on the Administration’s proposal.  One of the proposals, the Money Follows the Person Rebalancing Demonstration, is a five-year, competitive grant program in which the federal government will fully reimburse the states for one year of Medicaid services for individuals who move from institutions into the community.  

In June 2004, the Money Follows the Person provisions were coupled with the Family Opportunity Act for possible consideration in the House as an amendment to H.R. 1811, the original FOA legislation.  On June 14, the House of Representatives was scheduled to vote on a bill combining the Family Opportunity Act (H.R. 1811) and the Administration's Money Follows the Person Demonstration under suspension of the rules.  The revised FOA/MFP bill would have replaced the language of H.R. 1811 as an amendment and was not introduced as a separate bill.  Reluctantly, The Arc and UCP could not support the revised FOA/MFP legislation because it would be paid for by an offset that would limit critical services for other Medicaid beneficiaries with disabilities.  This offset would reduce the reimbursement rate for targeted case management and case management in the home and community based services program from a state's federal medical assistance percentage (FMAP-federal share of Medicaid spending) to 50 percent - the reimbursement rate for general case management and administrative services.  The offset would provide $1.4 billion for the costs of the FOA/MFP provisions.  

House sponsors agreed to delay the House floor vote while advocates and Hill staff worked on the case management issues and searched for other ways to pay for the FOA/MFP provisions.  Despite significant work, lead Senate and House Democratic sponsors of the legislation announced on June 18 that they did not support use of this offset to pay for the bill.  Republican and Democratic sponsors continued their negotiations throughout the fall regarding how to pay for the new Medicaid provisions.  Unfortunately, the bill was not passed.  Advocates will push the bill again in the 109th Congress.

Direct Support Workers 

Representatives Lee Terry (R-NE) and Lois Capps (D-CA) introduced the Direct Support Professionals Fairness and Security Act, H.R. 5197, on September 30, to address the crises in availability of direct support workers in those programs funded by the federal/state Medicaid program.  The bill would amend the Medicaid program to ensure that direct support professionals are paid wages and benefits that enable them to stay in their jobs and provide the critical services that people with disabilities rely upon.  UCP and The Arc sent press releases to interested media, including in the local districts of Representatives Terry and Capps.  In addition, action alerts were posted on the Action Centers of The Arc and UCP to build co-sponsorship for the bill before the close of the 108th Congress.

The DPC initiated an ad hoc coalition effort to focus attention on the direct support worker crises within the debates on Medicaid.  The group, including advocates from the disability and aging communities and unions, met three times.  All are in agreement regarding the direct support worker crises.  There is general recognition that the issues will not be easily resolved and that it will take broad-based effort.  DPC staff will reconvene the group to focus on the 109th Congress.

The “Quality Care, Quality Jobs” legislation hit numerous fatal roadblocks on its way to bipartisan introduction.  The draft bill would have created a $1.5 billion program of demonstration grants to states to explore various approaches to address the direct support worker crisis.  The bill was supported by a broad coalition of organizations representing the disability and aging communities, unions, faith-based organizations, and providers.  Again, DPC staff and other advocates expect to work on this and other potential bills in the 109th Congress.

Rep. Jim Cooper (D-TN) introduced H.R. 3998, the Au Pair Program Expansion Act, to expand the State Department’s au pair program to allow au pairs to serve adults as personal assistants.  DPC staff met with Rep. Cooper’s staff and the Consortium for Citizens with Disabilities Long Term Services and Supports Task Force is considering support for the bill.

Quality of Services

All of the efforts to impose global caps (or block grants) on states’ Medicaid programs would have a significant impact on availability and quality of services.  If states must serve more people with a capped amount of funding, people are likely to experience a drop in quality or a loss in the amount and scope of services needed to address their needs.  Some of the states’ proposals for Section 1115 waivers have raised these concerns.  Senators Max Baucus (D-MT) and Jay Rockefeller (D-WV) introduced S. 2222, the Medicaid and SCHIP Safety Net Preservation Act of 2004, to prohibit the use of Section 1115 waivers as a loophole to eliminate the Medicaid entitlement, undermine EPSDT, or impose a block grant.  S. 2222 did not progress in the 108th Congress.

Education

Perhaps the most surprising development in the last stages of the 108th Congress was the reauthorization of the Individuals with Disabilities Education Act.  Given up for dead on numerous occasions during this year, House and Senate conferees reached agreement on November 17 on a bipartisan bill essentially crafted by committee staff during the election recess.  The House of Representatives voted 397 to 3 to adopt the conference report on November 19 while the Senate passed it by voice vote later that same day.  The conference report adopts much of the bill as originally passed by the Senate and deleted all of the most egregious language from the House bill. The Arc and UCP, along with most other special education advocacy groups, did not endorse or oppose the conference report.  President Bush signed the measure into law (P.L. 108-446) on December 3, 2004.

From an advocacy perspective, the IDEA reauthorization might help solve certain special education dilemmas (Federal and state monitoring and enforcement of school systems; over identification of minority children) while likely worsening policies regarding discipline, attorney fees, Individualized Education Programs (IEP) and special education teacher shortages.  Much will depend on how the Bush Administration will develop implementing regulations and how all three levels of government, especially local school systems, will respond to the new provisions.

The Arc and UCP Disability Policy Collaboration will develop a summary of the new law within a few weeks.

The Congress failed to reauthorize the Higher Education Act, one of many laws scheduled to be reauthorized that was not completed.  The same fate was handed to the reauthorization of Head Start.  Both of these laws will now have to be dealt with by the next Congress.

B.  CRITICAL GOALS

Assistive Technology

This quarter, in a remarkable success for the disability community, the Assistive Technology Act of 2004 was unanimously passed by both the House and Senate just before the October election recess and was signed by the President on October 25 (P.L. 108-364).  This is the Act’s 3rd reauthorization since it was originally passed in 1988.

The bill reauthorizes the Assistive Technology Act and its array of programs in 50 states and six territories without the sunset provision from the 1998 reauthorization, giving state programs stability, for the first time in the history of the Act. It authorizes a “minimum allotment” to state and territorial programs, $410,000 annually for states and $125,000 for territories, depending on increases in future appropriations; and the bill provides that no state that already has more than the minimum allotment will loose funding in order to bring other states to the minimum.

In order to get more assistive technology into the hands of more consumers, the Act requires state Tech Act programs to provide, with at least 60 percent of their federal dollars, Alternate Financing, Device Reutilization, Device Loan and Device Demonstration programs. There are provisions, however, that allow states the flexibility to decide the level of funding they want to spend on the above activities. A state is not required to devote federal resources to any of the above activities, for example, if the state already fully supports the activities with equivalent non-federal dollars. Additional flexibility provisions include the ability for the state to increase funding for this category of activities to 70 percent, and in exchange for doing so, they would only have to fund a minimum of two of the four required activities.

The bill also requires states to spend no more than 40 percent (or 30 percent under the flexibility rule) of their Federal funds on required State Leadership activities – Training & Technical Assistance, Public Awareness (including Information and Referral) and Coordination and Collaboration with other government and private entities, with 5 percent of the total dollars spent on the State Leadership activities directed specifically to assist students transitioning from school to community living or adults “maintaining or transitioning to community living.” 
The legislation also takes a step forward for Protection and Advocacy systems by adding a Protection and Advocacy for Assistive Technology program to the American Indian Consortium in the Southwestern United States. 

The Act provides for a one-time grant for the development of a National Public Awareness Tool-Kit that will include a multi-media approach to information dissemination and authorizes Training and Technical Assistance activities for state programs, the Protection and Advocacy systems and other involved entities, as well as a National Internet Information System.

The Act also has an increased focus on and a specific authorization for grants for Research and Development, both for developing new assistive devices and for developing standards for reliability, accessibility and interoperability of assistive, information and telecommunications technology.

Under this reauthorization, Assistive Technology Act programs will be overseen by the Rehabilitation Services Administration, in the Department of Education, rather than the National Institute on Disability Rehabilitation Research (NIDRR), reflecting the move from a more temporary, research-oriented status to a stable ongoing array of programs.

While the law will take effect in FY 2005, the funding cycle for FY 2005 did not cleanly match the bill’s new provisions. FY 2006, therefore, will provide the first opportunity, since the sunset provision was added in 1998, for enhanced appropriations for Tech Act programs. 

The FY 2005 omnibus appropriations bill provided a $4.1 million increase for the Assistive Technology Act programs, effectively level-funding the State Grant programs, Protection and Advocacy and national Technical Assistance efforts and adding $4.1 million for states where Alternative Financing programs are not attached to State Grant programs. 

Employment, Training and Wages

DPC staff has continued working on the reauthorization of the Workforce Investment Act (WIA) and Rehabilitation Act.  On May 8, 2003, the House of Representatives passed its version of the reauthorization, H.R. 1261, by a vote of 220 to 204.  The bill maintained authorization for the supported employment program and projects with industry, but failed to make any significant improvements to the Rehabilitation Act, particularly for transition programs for students with disabilities.  The bill also failed to make any substantial improvements for employment training opportunities for people with disabilities at the WIA One-Stops.  Worse, it would have allowed funds to be drained from the Vocational Rehabilitation program, as well as other disability programs, including Medicaid, MR/DD, Independent Living, and others, to finance WIA One-Stop infrastructure costs without any assurance that people with disabilities receive services under the One-Stops.  UCP and The Arc, along with virtually every other disability organization, opposed the passage of this bill.  

DPC staff worked to improve the bill as it moved through the Senate, and on November 14, the U.S. Senate passed the reauthorization of WIA and the Rehabilitation Act, H.R. 1261, by unanimous consent.  Recognizing the unacceptably-low employment rate for individuals with disabilities in this country, the Senate took major steps to eliminate barriers to employment and training services for individuals with disabilities, and developed criteria that would help ensure a physically and programmatically accessible workforce development system for individuals with disabilities.  Further, the Senate approved measures to increase opportunities for community providers to be true partners in the One-Stop system and receive funding to provide employment and training services.  This reauthorization demonstrates the Senate’s commitment to making sure that the WIA system plays a vital role in helping to increase employment and training opportunities for individuals with disabilities.  

The Senate also took significant steps to strengthen the Rehabilitation Act by requiring transition plans to be tied to a student’s IEP beginning at age 14, and providing consumer choice and better coordination with the Ticket to Work program and Olmstead plans.  

The bills were never reconciled in Conference during the 108th Congress and must be re-introduced in the 109th.

Representative Christopher Van Hollen (D-MD) introduced legislation (H.R. 5276) late in 2004 providing protections to people with disabilities who would be at risk of losing their federal jobs due to private sector outsourcing.  Representative Steny Hoyer (D-MD) requested that the Office of Management and Budget work with the Department of Labor, the Office of Personnel Management and other executive agencies to do an assessment of the problems and report to Congress with a plan to reverse the significant decline in the number of people with disabilities employed by the federal government. 

The Department of Defense FY 2005 Authorization (P.L. 108-375) includes a provision that protects the jobs of approximately 2,600 of our constituents employed in dining facilities on military bases operated under NISH contracts.  State licensing agencies, operating the Randolph/Shephard programs for blind vendors, have attempted to take over these contracts without guaranteeing the jobs of the employees with severe disabilities.  The provision is in effect through FY 2005 and is similar to the language included in the FY 2004 authorization.  Although extensive negotiations occurred between the blindness and severe disabilities communities and Congress, a solution to the problem acceptable to all parties could not be found.  It is expected that the issue will be revisited in the 109th Congress.

Health Care  

Medicare

Influencing the Medicare Prescription Drug, Improvement and Modernization Act (MMA) implementation process was a high priority in 2004 and will take on even greater importance in 2005 as CMS prepares to transfer all dual eligibles (those who receive Medicaid and Medicare benefits) from the Medicaid prescription drug coverage they now receive to the new Medicare benefit.

In September, the DPC submitted extensive comments to the U.S. Pharmacopeia (USP), a nongovernmental entity charged by Congress to develop Model Guidelines listing drug classes and categories to be used by private plans in developing their new Medicare prescription drug benefit.  Our comments urged the USP to significantly revise the Model Guidelines by establishing more classes and categories to ensure that the drugs people with significant disabilities need will be included, and assure that doctors will be able to prescribe medications regardless of diagnosis.  We also urged the USP to include provisions describing how the classes and categories will be updated as new drugs become available which do not fall into the current classification.  The final USP Guidelines are expected to be published at the end of the year.

The Arc and UCP also submitted comments to CMS on the proposed regulations to implement the MMA focusing on issues of particular concern to dual-eligibles with disabilities. DPC staff also coordinated the Consortium for Citizens with Disabilities comments on behalf of 35 national organizations.  

Housing

See Housing portion of FY 2005 omnibus appropriations bill.

Social Security/Income Maintenance

The Social Security Protection Act, P.L. 108-203, was signed into law on March 2.  This bipartisan law (formerly H.R. 743) will make a number of important improvements for people with disabilities in the Supplemental Security Income (SSI) program and the Title II (Old Age, Survivors, and Disability Insurance) disability programs.  There are provisions to: improve protection of beneficiaries who need representative payees; create additional means for the Social Security Administration (SSA) to address beneficiary fraud; make improvements to the attorneys fees payment system; and make technical and other necessary improvements to the Ticket to Work program to ensure that the work incentives enacted in 1999 operate as intended.

The Social Security Protection Act was developed and passed in a bipartisan manner and took three Congresses to come to fruition.  Lead sponsors in the House were Representatives E. Clay Shaw (R-FL) and Robert Matsui (D-CA).  Key leadership in the Senate were Senators Charles Grassley (R-IA) and Max Baucus (D-MT).   DPC staff participated in numerous meetings since enactment with Social Security Administration officials regarding issues to consider when developing regulations and implementation of the new law.  This remains an on-going effort.

DPC staff testified before the House Ways and Means Subcommittee on Human Resources regarding the Supplemental Security Income program and improvements that should be made.  DPC staff also testified before the Ways and Means Committee’s Subcommittees on Social Security and Human Resources in a joint hearing on the Commissioner’s proposal to revise the disability determination process.  DPC staff was invited to testify before the Senate Finance Committee regarding the Commissioner’s proposal and other issues in the disability programs.  Due to time pressures, the hearing was postponed and may be rescheduled early in 2005.

DPC staff continued work with other advocates and SSA officials regarding the Commissioner’s proposal to revise the disability determination system.  DPC staff met several times with the Commissioner and/or her key staff on the proposal and also met with officials at the Office of Management and Budget regarding the Commissioner’s proposal.

The final appropriation for the Social Security Administration’s administrative expenses included a 5.5 percent increase over FY 2004 expenditures.  This increase is critical for SSA to be able to perform all of its required duties, make improvements in a timely way, and reduce the backlogs in making disability decisions

Temporary Assistance for Needy Families (TANF)

Studies show that as many as 44 percent of current TANF recipients either have a physical or mental disability or are caring for a family member with a disability.  The House of Representatives passed H.R. 4, its version of the TANF reauthorization, on February 13, 2003.  H.R. 4 imposed very rigorous work requirements on TANF families, and without additional supports and services, the proposed requirements could be very difficult for many TANF recipients with disabilities to meet.  The consequences of failing to meet the proposed requirements could lead to severe sanctions.  Under the House bill, a TANF recipient with a disability would only have been able to receive rehabilitation services for three months.  If the person needed more than three months of rehabilitation services, then this individual would have been required to engage in 24 hours of work activity each week before she can even access rehabilitation services.  We know that many TANF recipients with disabilities have difficulty meeting the current law requirement of working 20 core hours each week.  These proposals would have raised the bar on the number of hours a person with a disability must work each week before they can even access rehabilitation services.  

DPC staff has continued to work on proposals that would help TANF recipients with disabilities get the supports and services they need in order to find and retain employment, and move from welfare to work.  We worked very closely with Senators Smith (R-OR), Jeffords (I-VT), and Conrad (D-ND).  On July 31, 2003, the Senators introduced S. 1523, the Pathways to Independence Act of 2003.  The bill would have significantly helped low-income families with members with disabilities move toward self-sufficiency, if included in the larger TANF reauthorization.  The bill encouraged states to provide rehabilitation services to TANF recipients with disabilities so that they could get the supports and services they need to move from welfare toward work.  The bill would also have helped a parent who is caring for a child or another adult family member with a disability.

On September 10, 2003, the Senate Finance Committee approved a bill to reauthorize the TANF program on a party-line vote.  While the underlying bill contained provisions that could be harmful to low-income families with members with disabilities, the Committee approved a few amendments that could have given families more of the supports and services necessary to move from welfare toward self-sufficiency.  The Committee bill included some of the provisions of S. 1523, the Pathways to Independence Act, including provisions that would:

· Allow a state to consider caring for a child or adult family member with a disability as community service, and thus count toward the work participation requirements; 

· Allow an individual to participate in up to six months of rehabilitation services (up from 3 months in the underlying bill); and 

· Require states to review a family’s case before it sanctions a family for “failure to comply” with work requirements.  

The full Senate began consideration of the bill on March 29, 2004, but it was pulled from the floor after failing to win a procedural vote to close off debate.  A number of amendments were pending, including one sponsored by Senators Gordon Smith (R-OR) and Jim Jeffords (I-VT), to include additional provisions from the Pathways to Independence Act.  The amendment would have allowed states additional flexibility to count participation in rehabilitative activities beyond six months, so long as the individual participated in at least one-half the required core work activity hours.  Meanwhile, Congress passed a six-month extension (through March 30, 2005) of the TANF block grant and child care funds.  DPC will now focus on having the amendment made part of the Chairman’s bill when it is introduced in the 109th Congress.  

Transportation

Both the House and Senate passed legislation reauthorizing the Transportation Equity Act for the 21st Century (TEA-21) during the 108th Congress, and a Conference Committee met to try to resolve the differences in the two bills.  While both bills contained language seeking to improve transportation for people with disabilities, the Arc and UCP advocated that the Conference Committee adopt the House structure for the New Freedom Initiative and Section 5310.  

On April 2, 2004, the House of Representatives passed H.R. 3550, the Transportation Equity Act: A Legacy For Users (TEA –LU).  The bill significantly increased funding for transportation projects, and authorized new funding for community-based transportation programs for individuals with disabilities.  

Specifically, it increased funding for formula grants for special needs for elderly individuals and individuals with disabilities, also known as the Section 5310 program.  The bill also authorized funding for a new transportation program called the New Freedom Initiative program.  Under this program, the Secretary of Transportation could make grants for new public transportation services and public transportation alternatives beyond those required by the Americans with Disabilities Act (ADA) that assist individuals with disabilities with transportation, including transportation to and from jobs and employment support services.  

The Senate bill (S. 1072) did not establish a New Freedom Initiative section but simply added the term New Freedom to the existing Section 5310 program.  The Section 5310 program is intended to meet the special needs of the elderly and people with disabilities, and funding is used primarily to purchase vehicles for programs like Head Start, Offices on Aging, and disability provider organizations. Many disability organizations purchase vehicles using Section 5310 funding.  The Arc and UCP supported increased funding in the Senate bill for Section 5310, but opposed doing that by combining the New Freedom Initiative with the program.  The Senate bill also made public transit agencies eligible for Section 5310 money and we opposed this change due to concerns that this would displace the non-profits that now benefit from it.  The Transportation conference committee failed to reach agreement on the overall funding levels for the six-year reauthorization thus deadlocking the conference committee process.  In the end, Congress passed an eight-month extension of the highway, transit, and safety programs through May 2005.  

C.  ADDITIONAL CRITICAL GOALS

Constitutional and Civil Rights

Voting rights remained front and center throughout this election cycle.
While attempting to enhance HAVA appropriations was a major focus, DPC staff continued to take part in discussions regarding voting technology and accessibility, primarily around the issue of computer-based electronic voting and the perception on the part of many people that it cannot be made secure. This issue was tabled, however, by the larger civil rights community and other interests until after the November election, given that it was apparent that it could not be resolved in time to make a difference this year. Thus, there was a “mix ‘n match” of old and new voting systems in precincts across America in November, with as much as 75 percent of the country using the same mechanisms used in the 2000 elections. 

DPC Staff also worked with the UCP Don’t Block My Vote initiative (www.DontBlockMyVote.org ), a primarily web-based effort to register voters with disabilities and those involved in the disability field as well as to press the Congress to fully fund HAVA. In a partnership between UCP affiliates and the Rock the Vote campaign, registration and voter education activities were also carried out “on the ground” in a number of locations. In September and October, DPC and Don’t Block My Vote efforts centered around ensuring that voters with disabilities, families and friends were registered and were informed of their rights and of what to do if they had any problems when they went to vote.

Future plans include DPC staff working with a national group of identified disability voting rights advocates dedicated to not losing the momentum toward accessible voting for all people with disabilities. The group is planning a January, 2005 “summit” to de-brief the November, 2004 election and how it went for people with disabilities across the country and to establish collaborative priorities and strategies for working with the 109th Congress as well as the federal agencies involved.

DPC staff have continued to participate in discussions about potential solutions to restore vital provisions of the Americans with Disabilities Act (ADA) that have been weakened by unfavorable decisions in both the Supreme Court and lower courts. Disability advocacy groups have a strong desire to restore the lost ADA protections and eligibility but have been wary of opening the ADA to possible attack in the current political environment.

On December 1st, a comprehensive proposal for legislative restoration of ADA rights was released by the National Council on Disability.

DPC staff continued to monitor the ADA Notification Act, a bill that would require 90 days’ notice to a business before the filing of an accessibility complaint under Title II of the ADA.  The bill saw no committee action in the 108th Congress, but continues to be a topic of discussion among its supporters in Congress and among business interests that support its intent.  The bill steadily gained numbers of co-sponsors throughout the 108th Congress and is expected to resurface in the 109th.

In June, 2004, the Senate-passed hate crimes bill, the Local Law Enforcement Enhancement Act of 2003 (S.966), was added as an amendment to the Senate’s Department of Defense authorization bill. This was the legislation that would add crimes based on disability, sexual orientation and gender to existing hate crimes law that currently allows federal prosecution of offenses based on race, color, religion or national origin. Under the new provisions, financial support would be provided for state and local investigations and prosecutions of hate crimes. In October, while passing their own version of the Department of Defense authorization bill, the House voted to instruct their conferees to include the hate crimes provisions in the conference bill. The vote was non-binding, however, and the House conferees did not follow the instructions, so there was no hate crimes legislation passed by the 108th Congress 
DPC staff worked with a broad coalition of disability and privacy advocates throughout the 108th Congress to gain passage of legislation to protect people from discrimination based on genetic information. In October of 2003, the Senate passed GINA, the Genetic Information Nondiscrimination Act of 2003 (S.1053).  The bill provided for a comprehensive set of protections against discrimination on the basis of genetic information in the issuance of insurance and the setting of premiums, and prevents misuse of genetic information in the workplace. The House companion bill, H.R.1910, never saw a committee mark-up.  The Committee on Education and the Workforce’s Subcommittee on Employer-Employee Relations did, however, hold a hearing on the topic, and reaction was favorable from all in attendance. The committee Chair, Rep. Sam Johnson (R-TX), however, issued a statement within hours of the hearing saying that the bill would not see action in the House due to political disagreements with the Senate having nothing whatsoever to do with the genetic non-discrimination issue.  

Criminal Justice

Besides efforts in the Hate Crimes arena, no significant activity has taken place in Criminal Justice. 

Data Collection

No significant activity for most of this year.

Developmental Disabilities 

On the appropriations front, two of the Developmental Disabilities programs authorized by the DD Act, Councils on Developmental Disability and Protection and Advocacy Systems, were level funded under the FY 2005 omnibus appropriations bill.  University Centers for Excellence, however, received a $5 million increase and Projects of National Significance, including Family Support, were increased by nearly $1 million. There appears to be no specific designation of carved-out Family Support funding in the omnibus bill.

Family Support 

The Lifespan Respite Care Act of 2003, S. 538, passed the Senate in April of 2003 and was referred to the House.  A companion bill, H.R. 1083, was never acted upon in the House Committee on Energy and Commerce or in the House.  The DPC supported both bills and worked with the Lifespan Respite Coalition toward passage during this Congress.  The act would authorize HHS to award grants or cooperative agreements to statewide agencies or organizations to develop coordinated respite care programs within states.  The act defines respite care as planned or emergency care provided to a child or adult with a special need in order to provide temporary relief to the family caregiver of such child or adult.    Advocates will push the bill again in the 109th Congress.

Habilitation

There was no legislative action, although any Medicaid program changes would have an impact on habilitation services.

The Administration is addressing numerous implementation issues regarding habilitation and ICF/MR services in situations where an individual has become involved with the criminal justice system.

Immigration and Naturalization

Efforts here focused on supporting legislation that would remove restrictions on access to Medicaid for refugees and other humanitarian immigrants who have been in the United States over seven years.  DPC staff testified in support of H.R. 4035, the SSI Extension for Elderly and Disabled Refugees Act, in the House Ways and Means Subcommittee on Human Resources on behalf of CCD.  Advocates and key policy makers were unsuccessful in getting an extension enacted. 

See discussion on Au Pair program under “Direct Support Workers”.

Liability Insurance Protections


No significant activity occurred this year.

Long Term Community Services and Supports for Individuals

DPC staff have presented to and participated in several broad-based meetings regarding long term supports and services, sponsored by or coordinated by the Georgetown University Public Policy Institute.  These are public policy “think tank” events designed to generate the best thinking and strategies regarding the direction of long term services from the aging and disability communities, providers, unions, and policy makers.  DPC staff has ensured that the disability community’s interests are considered throughout.

Prevention 

The CDC Center on Birth Defects and Developmental Disabilities fared better than most programs in the FY 2005 omnibus appropriations bill.  The Center received a $12.6 million increase, bringing its funding to $125.6 million.  The omnibus bill creates earmarks for autism, Fragile X, Fetal Alcohol Syndrome and the Special Olympics Healthy Athletes Initiative.  Many of the Center’s programs will remain level funded.  

Research 

The National Institute of Health received an increase of $845 million, well below the amount appropriated in the Senate appropriations bill.  This represents an overall increase of 3%.  The National Institute on Disability and Rehabilitation Research was increase by $2 million, to $108.7 million.  Special education research, which is shifted out of the Office of Special Education Programs to the newly formed Institute  of Education Sciences, is increased by $5.6 million.

Tax Policy

In addition to the tax policy update in the Fiscal Policy goals, the DPC pressed for a permanent reauthorization of the Work Opportunity Tax Credit.  A permanent extension of the Work Opportunity Tax Credit (WOTC) was included in S. 1637 the JOBS bill, which passed the Senate May 11.  The comparable House bill, H.R. 4520 passed the House of Representatives June 17th and contains a two-year extension of current law for the Work Opportunity Tax Credits, retroactive to the December 31, 2003 expiration.  The House version, with the two-year retroactive extension, was then incorporated into the Working Families Tax Credit Act (H.R. 1308), which was signed by the President on October 4. (P.L. 108-696).  Thus the WOTC is now in effect until December 31, 2005.

DPC staff worked with a broad coalition of non-profit groups on a number of improvements to charitable giving law, including new tax deductions for charitable donations made by people who do not itemize on their annual income tax returns.  Both the Senate Charity, Recovery and Empowerment Act of 2003 (CARE Act) and the House Charitable Giving Act contained such provisions, but the bills never been passed. There were efforts, unfortunately unsuccessful, to include the CARE Act provisions in the Jumpstart Our Business Strength (JOBS) Act, the broad-based tax bill passed just before the election recess. That bill did contain, however, a provision, unpopular with non-profit organizations with vehicle donation programs, that will limit tax deductions for vehicle donations to the actual sale price obtained by the charity.  
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