
 
 

National Down Syndrome Society 
2016 Legislative Priorities 
 
The National Down Syndrome Society (NDSS), founded in 1979, is the largest nonprofit in the United States dedicated to 
advocating for individuals with Down syndrome and their families. At NDSS, we envision a world in which all people with 
Down syndrome have the opportunity to enhance their quality of life, realize their life aspirations and become valued 
members of welcoming communities. Our legislative priorities seek to promote these objectives throughout the lifespan 
of an individual with Down syndrome from birth through adulthood.  
 
ABLE to Work Act (S. 2702/H.R. 4795) 
The Stephen Beck, Jr. Achieving a Better Life Experience (ABLE) Act of 2014 allowed for the establishment of Section 
529A tax-exempt savings accounts for disability-related expenses that contributions up to $100,000 do not count toward 
the $2,000 Medicaid/SSI asset cap and therefore do not affect eligibility for means-tested programs. Beneficiaries may 
save money for qualified disability expenses such as education, health care, job training, transportation and more, 
without jeopardizing their means-tested benefits. The ABLE Act limits annual contributions to an ABLE account to 
$14,000 (the federal gift tax exclusion). Any additional contribution - even if it is from earned income of the beneficiary - 
is not permitted without incurring penalties and could jeopardize the ABLE account’s tax benefits and federal benefits.  
 
According to the Department of Labor, less than 30 percent of working-age Americans with disabilities participate in the 
workforce. In order to encourage work and self-sufficiency as well as help keep disabled individuals out of poverty, the 
ABLE to Work Act (S. 2702/H.R. 4795) would allow individuals and their families to save more money in an ABLE account 
if the beneficiary works and earns income. Specifically, an ABLE beneficiary who earns income from a job could save up 
to the Federal Poverty Level (currently at $11,770) beyond the existing $14,000 annual cap. NDSS feels strongly the ABLE 
to Work Act will help transition people with disabilities out of poverty and incentivize them to work. 
 
To cosponsor the ABLE to Work Act, please contact: 

 Senate: Natasha Hickman with Sen. Burr at Natasha_Hickman@burr.senate.gov or (202) 224-3154 

 House: Jennifer Debes with Rep. Crenshaw at jennifer.debes@mail.house.gov or (202) 225-2501 
 
Join the Congressional Task Force on Down Syndrome  
Established in May 2015, the Congressional Task Force on Down Syndrome is an expansion of the Congressional Down 
Syndrome Caucus, originally formed in 2008. This bipartisan, bicameral Task Force works to increase awareness in 
Congress and relevant departments and agencies of the Federal government of the needs of individuals with Down 
syndrome and their value to society, and promote public policies that enhance the quality of life of individuals with 
Down syndrome. 
   
The Congressional Task Force on Down Syndrome is chaired by: Reps. Cheri Bustos (D-IL), Ander Crenshaw (R-FL), Eleanor 
Holmes Norton (D-DC), Cathy McMorris Rodgers (R-WA), Pete Sessions (R-TX) and Chris Van Hollen (D-MD), and Sens. 
Bob Casey (D-PA) and Jerry Moran (R-KS). 
 
To join the Congressional Task Force on Down Syndrome, please contact:  

 House: Megan Perez (Megan.Perez@mail.house.gov) in Congresswoman Cathy McMorris Rodgers' office 

 Senate: Kyle Christian (kyle_christian@moran.senate.gov) in Senator Jerry Moran's office 
 
Cosponsor the Accurate Education for Prenatal Screenings Act (H.R. 3441) – US House Only  
The Accurate Education for Prenatal Screenings Act directs the Centers for Disease Control and Prevention (CDC) to 
develop, implement, and maintain programs to educate patients as well as health care providers on the purpose of cell-

mailto:Natasha_Hickman@burr.senate.gov
mailto:jennifer.debes@mail.house.gov
mailto:Megan.Perez@mail.house.gov
mailto:kyle_christian@moran.senate.gov


 
 

2 
 

free DNA prenatal screenings, the reasons for such screenings, what conditions may be detected, as well as the risks, 
benefits, and alternatives to such screenings. Introduced by Reps. Jamie Herrera-Beutler (R-WA) and Lucille Roybal-
Allard (D-CA), the legislation seeks to provide accurate and up-to-date information to patients about the clinical 
features, prognoses treatments of Down syndrome and other conditions according to relevant national disability 
organizations and medical professional societies. 
 
NDSS feels strongly all women and families should receive the most accurate, up-to-date, evidence-based information 
available about Down syndrome when receiving a prenatal or postnatal diagnosis of the condition. It is a nationwide 
problem that patients who choose to have a Non-Invasive Prenatal Test (NIPT), a laboratory developed test (LDT) 
administered around 10 weeks of pregnancy, do not receive information on Down syndrome, and when they do, the 
information is inaccurate, outdated information about the condition by their health care providers. NIPT (called first 
trimester blood serum screening tests) are widely offered to women, yet these tests are not regulated by the FDA. The 
information provided to health care providers about these NIPTs is prepared by the private test companies themselves, 
and often does not even contain information about the underlying conditions (such as Down syndrome) that the tests 
are targeting. The CDC is viewed as a neutral information clearinghouse and its materials are easy to access online. 
Although H.R. 3441 requires the CDC to produce the educational materials, it does not require health care providers to 
provide the information to patients. 
 
To cosponsor the Accurate Education for Prenatal Screenings Act in the House, please contact:  

 Jessica Wixson with Rep. Herrera-Beutler at Jessica.Wixson@mail.house.gov or 202-225- 3536 

 Debbie Jessup with Rep. Roybal-Allard Debbie.Jessup@mail.house.gov or 202-225-1766 
 

Other NDSS 114th Congress Priorities: 

 

Community Integration & Employment 

Transition to 
Independence Act (S. 
1604)  

Creates a five-year Medicaid demonstration program in ten states. The program would 
give bonuses to the states for helping individuals with disabilities obtain integrated 
employment and for reducing subminimum wage work. 
http://www.ndss.org/Advocacy/Legislative-Agenda/Creating-an-Economic-Future-for-
Individuals-with-Down-Syndrome/Transition-to-Independence-Act/. 

Transition to Integrated, 

Meaning Employment 

(TIME) Act (S. 2001/H.R. 

188)   

Phases out, over three years, the Fair Labor Standards Act section 14(c), passed in 1938, 
which authorizes the Secretary of Labor to issue Special Wage Certificates to certain 
entities, permitting them to pay workers with disabilities subminimum wage (less than 
minimum wage).  
http://www.ndss.org/timeact 

Disability Integration Act 

of 2015 (S. 2427) 

Would require states and insurance providers that pay for long-term services and 
supports (LTSS) to change their policies, provide community-based services first, and 
offer HCBS to people currently in institutions.  
http://www.ndss.org/Advocacy/Legislative-Agenda/Creating-an-Economic-Future-for-
Individuals-with-Down-Syndrome/Disability-Integration-Act/ 

Economic Self-Sufficiency 

ABLE Financial Planning 

Act (H.R. 4794/S. 2703)  

Allows ABLE beneficiaries to roll over regular 529 accounts to 529A (ABLE) accounts up 

to the annual maximum contribution, and allows for a reverse-rollover if the beneficiary 

ceases to be disabled. http://www.ndss.org/Advocacy/Legislative-Agenda/Creating-an-

Economic-Future-for-Individuals-with-Down-Syndrome/Federal-ABLE-Improvement-

Bills/. 
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 ABLE Age Adjustment Act 

(H.R. 4813/S. 2704)  

 

Raises the age of onset of disability from 26 to 46, which is halfway to retirement age. 

http://www.ndss.org/Advocacy/Legislative-Agenda/Creating-an-Economic-Future-for-

Individuals-with-Down-Syndrome/Federal-ABLE-Improvement-Bills/. 

Education 
 

Every Student Succeeds 

Act (ESSA) (P.L. 114-95) 

Although the law has been enacted, NDSS continues to monitor implementation and 

urges Members of Congress to support robust and meaningful federal regulation and 

oversight. 

http://www.ndss.org/Advocacy/Legislative-Agenda/Improving-Education-

Opportunities-for-People-with-Down-Syndrome/Every-Student-Succeeds-Act-ESSA/ 

 

Health Care & Research 

The Advancing Care for 

Exceptional (ACE) Kids Act 

of 2015 (S. 298/ H.R. 546) 

Addresses obstacles to the coordination of care in state-based Medicaid programs for 

children, such as those with Down syndrome, with complex medical conditions who see 

many different specialists, and may require care that takes them across state lines. 

http://www.ndss.org/Advocacy/Legislative-Agenda/Improving-Health-Outcomes-

Quality-of-Life-for-People-with-Down-Syndrome/Advancing-Care-for-Exceptional-ACE-

Kids-Act-of-2015/. 

21st Century Cures Act 

(H.R. 6)/Senate Innovation 

Initiative  

Modernizes the clinical and biomedical research process, from the discovery of clues in 

basic science, to streamlining the drug and device development process, to utilizing the 

power of digital medicine and social media at the treatment delivery phase. 

http://www.ndss.org/Advocacy/Legislative-Agenda/Improving-Health-Outcomes-

Quality-of-Life-for-People-with-Down-Syndrome/Biomedical-Innovation/. 

 NIH Funding for Down 

Syndrome Research   

 

Encourage NIH to provide sufficient funding to advance the priorities identified in the 

agency’s Research Plan for Down Syndrome. 

https://www.nichd.nih.gov/publications/pubs/Documents/DSResearchPlan_2014.pdf 

 
About Down Syndrome  
 
Down syndrome is the most common chromosomal condition in the United States. People with Down syndrome have an 
increased risk for certain medical conditions such as congenital heart defects, respiratory and hearing problems, 
Alzheimer's disease, childhood leukemia and thyroid conditions. Many of them also have secondary neurobiological, 
behavioral and psychological conditions, such as Autism spectrum disorders.  However, many of these conditions are 
now treatable, so most people with Down syndrome lead healthy lives.  They attend school and work, participate in 
decisions that affect them, have meaningful relationships, vote and contribute to society in many wonderful ways.  
 
All people with Down syndrome experience cognitive delays, but the effect is usually mild to moderate and is not 
indicative of the many strengths and talents that each individual possesses. Quality educational programs, a stimulating 
home environment, good health care and positive support from family, friends and the community enable people with 
Down syndrome to lead fulfilling and productive lives.  

 
For more information, please go to www.ndss.org or contact Heather Sachs, NDSS VP of Advocacy & Public Policy, at 
hsachs@ndss.org 
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