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This article discusses the varieties of special needs trusts, some of their advantages and 

disadvantages, and whether the ABLE Act, currently under consideration in Congress, may serve 

as an alternative to special needs trusts.   

 

A special needs trust can play a vital role in planning for the financial security of a person with 

Down syndrome or other disabilities.  This individual may need means-tested public benefits 

such as Supplemental Security Income (SSI) or Medicaid to provide basic assistance for housing, 

health care and other supportive programs.  Ownership of assets exceeding as little as $2,000 

could disqualify the person from such programs.  Funds placed in a properly drafted special 

needs trust, however, are sheltered from being counted as a resource, thus allowing a person with 

a disability to maintain eligibility for public benefits and use the funds in the trust to supplement 

the basic care needs the public benefit programs provide.  

 

Most special needs trusts are either a self-settled trust (also called a “d-4-A” trust) or a third-

party trust. The distinction between a self-settled trust and a third-party trust is based on the 

source of the assets used to fund the trust.  If an individual’s own funds are used, then the trust 

must be a self-settled trust.  Typically, the need for this trust arises when a person with a 

disability inherits money, is named a beneficiary in a will or life insurance or IRA, or receives a 

judgment or settlement related to personal injury or malpractice litigation.  If the individual’s 

funds are not all used to fund the trust, then a third-party special needs trust may be used.  

 

Self-settled trust.  Federal and state laws impose a variety of restrictions on the creation, funding 

and asset distribution of a self-settled trust.  The person with a disability must be less than 65 

years of age when the trust is established, and no funds can be added to the trust once he or she 

reaches age 65.  The trust must be irrevocable; that is, the trust cannot be changed once it is 

established.  Only a parent, grandparent, a legal guardian or a court can establish the trust – the 

person himself or herself cannot do so.  The “Special Needs Trust Fairness Act,” currently 

pending in Congress - H.R.2123 in the House S. 1672 in the Senate - would permit mentally 

capable individuals to establish their own special needs trust, thus avoiding the time and expense 

of obtaining a guardianship in order to establish the trust.  The fate of this legislation is uncertain 

as of the date this article is written.   

 

Separately, the funds must be legally transferred from the person with a disability to the trust.  A 

parent or any other person cannot simply take the money that the individual legally owns and 

title it in the name of the trust.  If the person with a disability is legally capable, he or she can 



authorize the transfer.  If the person with a disability had signed a power of attorney authorizing 

asset transfers when he or she was legally capable of signing such a document, then the agent 

under the power of attorney can authorize the transfer.  Otherwise, a court proceeding may be 

required to transfer the funds.  The Social Security Administration has been quite picky on both 

the establishment and authority to establish a trust in determining the validity of self-settled 

trusts.   

 

The self-settled trust must be for the sole benefit of the person with a disability, and trust funds 

may only be used to supplement, and not supplant, any means-tested public benefits the 

individual is receiving.  Also, a self-settled trust must have a payback provision, meaning when 

the beneficiary dies, the state Medicaid office can recover from the trust all of the monies it paid 

for the beneficiary before distributions can be made to other beneficiaries. 

 

These requirements, particularly the payback provision, make the self-settled trust an option only 

when the person with a disability’s own funds must be used to fund the trust. 

 

Third-party trust. This trust does not have to include most of the restrictive provisions required 

for a self-settled trust.  In particular, a Medicaid payback is not required.  It is therefore 

preferable to use a third-party trust when the person with a disability’s own money is not used to 

fund the trust.  In most states, a third party special needs trust should be worded such that the 

trustee has complete discretion to distribute or not to distribute trust funds.  Otherwise, if the 

trustee is required to make a distribution to the beneficiary, then the government could insist that 

the trustee make such distributions and count such distributions in determining the individual’s 

eligibility for benefits.  It is possible for a person with a disability to have both a self-settled 

trust, for funds originally belonging to him or her, and a third-party trust for funds from others. 

 

Whether one uses a self-settled or a third party trust, it is critical to make sure someone 

competent is serving as the trustee.  The trustee is responsible for administering the trust.  He or 

she should be in a position to understand the person with a disability's needs and to be 

trustworthy.  Oftentimes the parents or siblings of a person with a disability serves as trustee. 

This may be fine, as a family member may have a better understanding of the beneficiary’s needs 

than an outsider.  On the other hand, a family member such as a sibling may have a potential 

conflict of interest.  For example, if a sibling is both the trustee and the beneficiary after the 

person with a disability dies, will the sibling prioritize the interests of the person over a desire to 

receive whatever is left over in the trust if the sibling outlives the person with a disability?  If one 

cannot confidently answer “yes” to this question, it may be better for an outsider to serve as 

trustee.  In any event, it is important to identify successor trustees, particularly if the beneficiary 



may outlive the original trustee.  It is possible to name an organization such as a bank or 

financial institution as the original or successor trustee, although many corporate entities often 

are interested in serving only if the trust has a minimum of $500,000. 

 

Other special needs trusts: pooled trusts.  A pooled special needs trust allows funds to be 

protected without a customized trust.  This option has become popular over the past few years.  

In a pooled special needs trust, money is deposited with an organization, often (but not always) a 

non-profit that has some connection with the disability community.  It operates similarly to a 

mutual fund, wherein persons purchase sub-accounts or shares of a fund, which the pooled 

special needs trust trustee invests for the benefit of all of its account holders. A lawyer does not 

need to be hired to draft a customized trust.  A pooled trust option is therefore particularly 

attractive where the amount to be funded is relatively small and when legal fees could be a 

significant cost relative to the amount funded.   

 

The pooled special needs trustee is the final decision-maker as to when and how much to 

distribute to the beneficiary, and some families see this as a disadvantage because of the loss of 

control.  If not all the funds are consumed by the time the beneficiary dies, most pooled trusts 

require a Medicaid payback or dedication of the remaining funds to the trust.  Funds deposited 

into a pooled special needs trust after the person with a disability reaches 65 years of age could 

cause a “penalty transfer”, disqualifying the person from SSI and, depending on the state, 

Medicaid. 

 

Other special needs trusts: Protecting the transferor’s Medicaid eligibility.  The transfer of funds 

into a pooled or third-party special needs trust could affect the transferor’s eligibility for 

Medicaid if the transferor needs nursing home care within five years of the transfer.  Federal law 

permits the creation of a different type of special needs trust that will allow the transferor to 

maintain eligibility for Medicaid and allow the person with a disability to still qualify for public 

benefits, provided the transferee is the person’s child with a disability or some other person with 

a disability under age 65.  This trust must require either the Medicaid payback or distributions to 

the person with a disability based on his or her life expectancy. 

 

ABLE.  Congress is seriously considering enacting legislation that was intended to serve the 

same purpose as a special needs trust.  The law -- H.R. 647 in the House and S. 313 in the Senate 

-- will allow the establishment of a tax-free fund that is excluded from consideration in 

determining a person with a disability’s eligibility for public benefits such as SSI and Medicaid. 

The bill, called the Achieving a Better Life Experience Act, or “ABLE” for short, is modeled 

after the “529" plans that allow persons to set aside funds tax-free for the education of family 



members. 

   

A majority of members of the House of Representatives and the Senate have sponsored the 

legislation.  Nevertheless, the bill has moved slowly through Congress and has been reduced in 

scope along the way.  As of the date this article is written, the legislation will limit total 

contributions to no more than $14,000 per year, and only for persons who were disabled prior to 

age 26.  The contribution itself is not tax-deductible but is a completed gift for purposes of 

federal gift taxes.  The $14,000 is the total annual amount for all contributions, so coordination 

may be necessary if different family members want to establish accounts.  An individual’s 

eligibility for SSI is suspended if the ABLE account exceeds $100,000.  Furthermore, funds in an 

ABLE account are subject to the same Medicaid payback as what a self-settled trust requires.    

  

Even with these limitations, ABLE is estimated to cost the government $2.1 billion in revenue, 

and the legislators have not yet agreed on how to find the money to pay for the bill.  Congress 

will determine the fate of ABLE in the “lame-duck” session that will take place after the 

November elections. 

 

The limitations built into the most recent version of ABLE mean that if enacted into law - still 

very much an uncertainty - ABLE cannot serve as the sole planning tool for many persons with 

disabilities.  Rather, ABLE will be an addition to the arsenal of other available options, all 

imperfect.   ABLE may be most attractive for families who have a loved-one with a disability 

acquired at birth or by young adulthood who have relatively small amounts of money to set 

aside.  The age 26 limitation is not of concern for someone with Down syndrome.  Nevertheless, 

a family could not utilize an ABLE account exclusively if it wants to set aside more than $14,000 

a year.  The payback requirement in ABLE may make it less appealing than a third-party trust if, 

for example, a parent wants to have assets remaining in trust available to the person with a 

disability’s siblings or other family members.  
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