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Estate Planning for Parents 

A. Appointment of fiduciaries - guardians, executors and trustees is very 

important for parents of individuals with disabilities. 

B. It is better to plan rather than leave things to chance.  Lack of 

planning translates into a lack of control and can lead to unanticipated results. 

C. Children with disabilities may need more funds in the future than 

other children; how do parents treat the other children? 

D. The dilemma for estate planners and parents is that property left 

directly to children with disabilities can disqualify them for SSI and MassHealth 

benefits because these programs are based on financial eligibility criteria as well as 

requiring a demonstrable level of disability.  Funds left to other children for the 

benefit of their disabled siblings can create intra family problems and the funds 

may not be utilized as parents intend. 

E. Supplemental Needs Trusts (also known as Special Needs Trusts) 

1. The goal of Supplemental Needs trust is to provide funds to 

supplement but not supplant what income and other benefits people with 

disabilities receive from SSI, MassHealth or other public benefits. 

2. The law in this area is constantly changing and restrictions are 

being tightened by government agencies.  Trust documents must be flexible 
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and be written so as to anticipate changes. Letters of Intent are extremely 

important. 

3. The trustees of these trusts must be willing to invest the time 

and energy to keep informed of changes in the SSI and MassHealth 

programs.  Lawyers who specialize in this area of the law should be retained 

to provide counsel. 

4. The regulations governing these trusts vary based on who 

funded the trust and whether the beneficiary who is disabled is an in-patient 

or out-patient and a number of other factors. 

F. Special Needs Trusts do not exist in isolation.  They should be 

integrated into an overall estate plan that should include wills, durable powers of 

attorney, health care proxies, living wills, if desired, and, perhaps, other trusts.  

Consideration should be paid to tax issues.  Plans should be integrated with those 

of grandparents or others likely to benefit the individual with disabilities, 

particularly if the individual receives means tested public benefits. 

Estate and Financial Planning for Individuals with Disabilities 

A. Competent individuals with disabilities should have their own estate 

plans. 

B. Durable Powers of Attorney and Health Care Proxies and HIPAA 

releases are particularly important for individuals with disabilities. 
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C. Recent changes to the MassHealth law afford planning opportunities 

for disabled individuals with their own funds.  In certain cases these changes also 

afford additional planning opportunities for parents of children with disabilities.  

These changes are included in OBRA '93 and include so-called d(4)(a) "disability 

trusts" and "pooled trusts" . In addition, the Affordable Care Act (ACA) may 

provide additional health insurance options for individuals on the autism spectrum. 

IV. Estate and Financial Planners 

 A. Must be aware of and be able to distinguish eligibility criteria and 

rules for government entitlement programs, e.g. Social Security Disability (SSDI), 

Supplemental Security Income (SSI), Medicare, MassHealth, etc. 

B. Must stay current. 

C. Life Insurance is particularly important as a funding source. 

 

V. Additional Resources 

A. Associations and advocacy groups. 

1. The Arc; state and local chapters. 
 

2. National Alliance on Mental Illness (NAMI). 
 

3. Cerebral palsy, head injury, epilepsy and autism foundations 
and advocacy groups. 

 
4. State and local bar associations. 
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5.  Special Needs Alliance (a group of leading special needs 
   lawyers) 

 www.specialneedsalliance.org 1-877-572-8472 
 
6. National Academy of Elder Law Attorneys 

1604 No. Country Club Road 
Tucson, Arizona  85716 
(520) 881-4005 

 
7. Asperger/Autism Network (AANE) 
 51 Water Street, Suite 206 
 Watertown, MA  02472 

(617) 393-3824 
www.aane.org 

 
B. Publications 
 
 1. Social Security Pamphlets and Bulletins, www.ssa.gov 
 

2. Managing a Special Needs Trust, A Guide for Trustees, by 
Barbara D. Jackins, Richard S. Blank, Ken W. Shulman and Harriet H. 
Onello, People with Disabilities Press, iUniverse, 2015.  
 

3. Legal Planning for Special Needs in Massachusetts, by 
Barbara D. Jackins, People with Disabilities Press, 2010 

  

http://www.specialneedsalliance.org/
http://www.ssa.gov/
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BASIC BENEFITS FOR PEOPLE WITH DISABILITIES 

I. Supplemental Security Income (SSI); Title 42 U.S.C. section 1381 et seq; 

Title XVI Benefits 

A. “Means Tested” - can only have $2,000 in countable assets (for a 
disabled individual) and limited income ($601 to $885 per month in 
2019, depending on the living situation). 

B. Disability Standard 

The SSI program’s disability standard is the same one used in the SSDI 
program discussed below, namely: 

Disability is defined as the inability to engage in substantial gainful 

activity because of a medically determined impairment or combination of 
impairments that can be expected to result in death or can be expected to last for a 
continuous period of not less than 12 months. 

SSA presumes that the ability to earn ($1,220 in 2019) or more per month 
renders the person able to engage in substantial gainful activity. 

C. Provides Monthly Cash Assistance ranging to a maximum of $885 per 
month in 2019. 

Those who are “aged” or blind receive slightly more. 

D. Medical Insurance Entitlement 

SSI eligibility confers automatic eligibility for Medicaid (MassHealth) in 
Massachusetts which is an extremely valuable entitlement for disabled people 
living in the community.  MassHealth not only pays for medical and dental care, it 
also pays for vocational rehabilitation services, social services, transportation, 
personal care attendants and extended physical and occupational therapy, and, in 
some cases, housing. 

 E. Transfers 

Penalized for a period of up to 3 years unless the transfer fits one of the 
statutorily recognized exceptions found in 42 USC 1396p d (4)—i.e., directly to a 
person with a Social Security level of disability, to a d(4)(a) pay back trust or a 
d(4)(c) pooled trust. 
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II. SOCIAL SECURITY,  a/k/a Old Age, Survivors and Disability 

Insurance, 42 U.S.C. section 401, Title II Benefits 

A. Entitlement is not based on economic need – as distinguished from 
SSI; No income (from passive sources) or asset limitations 

B. Benefits are funded by the contributions of employers and employees 

C. To receive benefits one must be insured as defined by the program or 
in some instances, a dependent or a survivor of an insured person.  
Being insured requires that one have worked a certain number of 
quarters (“Quarters of Coverage/QCs”) which varies depending on the 
benefit sought. 

D. Social Security Disability Income (SSDI) 

 requires applicant to be fully insured, i.e. persons who become 
disabled other than by blindness must have accrued 20 QCs in 
the 40 quarter period immediately preceding the entitlement to 
benefits 

 less restrictive standard for those disabled before the age 31 

 less restrictive still for disability due to blindness 

E. Adult Children with Disabilities 

 Children with disabilities over the age of 18 who were disabled 
prior to age 22 and who meet the social security definition of 
disability on the basis of a disability that arose prior to the child 
attaining age 22 years of age and that has been continuously 
present since that time are eligible for social security benefits 
based on their deceased or disabled parent’s social security 
entitlement. 

 Disabled child’s entitlement is one-half of the insured’s primary 
benefit amount if he is alive and three-fourths if he is deceased. 
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F. Disability Standard 

The SSDI program’s disability standard is the same one used in the SSI 
program for adults, i.e., disability is defined as the inability to engage in 
substantial gainful activity because of a medically determined impairment or 
combination of impairments that can be expected to result in death or can be 
expected to last for a continuous period of not less than 12 months. 

Again, SSA presumes that the ability to earn $1,220  in 2019 or more per 
month renders the person able to engage in substantial gainful activity. 

Eligibility for SSDI DOES NOT afford automatic eligibility for Medicaid.  
Rather, after receiving SSDI for two years, the beneficiary is eligible for Medicare.  
Medicare is of little utility for disabled people living in the community. 

G. Transfers 

No penalties 

III. MassHealth (Medicaid) 

A. Long Term Care - the program that pays for nursing home care for 
elders or disabled people who require a nursing home level of care 
and who are otherwise eligible 

1. Means-Tested—an individual can have only $2,000 in 
countable assets 

2. All income is paid to the nursing home and MassHealth pays 
the balance at a negotiated rate that is usually much less than 
the private pay rate. 

B. Community MassHealth 

By virtue of a federal waiver, MassHealth offers a number of programs for 
people with disabilities who live in the community.  The programs typically 
require a social security level of disability even if the applicant is not receiving SSI 
benefits.  For people between the ages of 19 and 64, there is no asset test.  
Premiums and deductibles, if any, depend on whether the applicant is working and 
the amount of income he or she has. 
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This is unusual.  In most states one has to be receiving SSI to receive 
Medicaid.  Therefore, there are planning options available in Massachusetts that 
may not be available elsewhere.  For instance, an otherwise eligible SSI recipient 
may choose to have countable assets in his name and forgo SSI eligibility because 
he can receive MassHealth independent of SSI.  On the other hand, people tend to 
move and a Special Needs Trust may be appropriate to anticipate the differing 
treatments of assets ownership from state to state. 

C. Transfers 

No transfer penalty for Community Mass Health 

IV. Food Stamps (SNAP) Supplemental Nutrition Assistance Program 

www.snap-step1.usda.gov/fns but note that the program is 

administered by the states and practices vary 

A. Benefits are issued to the household; the program is designed for low 
income individuals including the elderly and disabled.  SNAP has it own 
definitions of elderly and disabled. 

1. Elderly—60 or older 

2. Disabled—receiving SSI, SSDI, Disability based Medicaid or 
disability based pensions 

 SSI affords categorical eligibility 

B. Resources Test if not categorically eligible 

1. $3,000 if one member of household is 60 or disabled; $2,000 if 
not 

2. Exempt resources—similar to the SSI program 

C. Income 

1. Net income must be less than 100% of the FPL and for non 
elderly or disabled households, gross income must be less than 
130% of FPL 

2. The regulations describe the permissible deductions and 
disregards 

http://www.snap-step1.usda.gov/fns
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D. Trusts 

Rules are not the same as for SSI or Medicaid as to whether the trust is a 
countable resource 

 Trustee must be someone other than a household member 

 Trust funds must be used only for educational or medical 
expenses unless someone outside the household has set up the 
trust and funded it 

 

V. Subsidized Housing—administered by local housing authorities 

A. Tenants who qualify pay about 30% of their income for rent 

B Assets 

1. Currently, no asset test; income generated from assets that 
exceed $5,000 will be calculated in determining the tenant’s 
rent; legislation exists that imposes an asset test but it has not 
been implemented 

2. Assets transferred for less than fair market value will result in a 
calculation of imputed income on the transferred assets for 2 
years 

3. Trusts do not count as assets if not under control any one in 
housing unit 

C. Trust Distributions 

Regular distributions from a third-party trust that are regular and recurring 
are treated as income 

 What is considered to be regular and recurring is very much in 
the eyes of the housing authority 
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Administering the Special Needs Trust 

SOME DOS, DON’TS AND MAYBES (CONSIDERATIONS) 

IN ADMINISTERING SPECIAL NEEDS TRUSTS 

 Do identify and understand the public benefits for which the beneficiary is 
or may be eligible. 

 Do understand that payments from the trust for food and shelter will be 
treated as income for SSI purposes and reduce the SSI benefit.  Understand 
that payments for these items do not reduce the level of MassHealth benefits 
a beneficiary receives incident to or independent of SSI. 

 Do understand the implications of “in-kind” income, the “presumed value” 
rule and the “one-third reduction” rule for SSI beneficiaries.  Understand 
that these rules do not currently apply to a beneficiary receiving MassHealth 
benefits, including CommonHealth. 

 Do not make distributions of income directly to the beneficiary (in most 
cases).  When payments for food or shelter must be made by the trust, make 
the payments directly to the vendor, landlord, or other provider of service. 

 Do understand that payments for non-food or non-shelter items have no 
impact on SSI benefits. Therefore, to the extent possible, the beneficiary 
should use his SSI income for food and shelter expenses and the Trustee 
should pay for non-food and non-shelter items. 

 Do understand that distributions from the trust can be considered as income 
for income tax purposes but not as income for SSI purposes. 

 Do consider that life insurance purchased by the trust on the life of an 
important caregiver for the beneficiary may be appropriate or advisable. 

 Do understand the SSI rules regarding housing expenses.  Payments by the 
trust for rent, a mortgage, real estate taxes, gas, electricity, water and sewer, 
garbage removal, property insurance required by a lender or condominium 
fees that include the above items will be considered as countable housing 
expenses by SSI and result in a reduction of the SSI benefit by one-third of 
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the federal benefit rate (plus $20). The Federal Benefit rate is $771 in 2019 
Payments for a telephone, cable television, personal property insurance, 
paper products, repairs, capital improvements, staff salaries, laundry and 
cleaning supplies are not countable housing expenses. 

 Do consider that it may be in the beneficiary’s best interest to forgo public 
benefits or receive a reduced level of benefits. 

 Do understand that the Trustee must keep appropriate records and that, in 
particular, the Trustee’s records and accounts will be reviewed by the 
Division of Medical Assistance when the trust is a (d)(4)(a) special needs 
‘payback trust”. 

 Don’t forget that the Trustee of a Special Needs Trust must adhere to 
traditional trust rules for investments, accountings, etc. 

PROBLEM AREAS 

 Automobiles 

○ Ownership 
○ Insurance 
○ Liability 
○ Repair and Maintenance 

 Housing for the family 

○ Ownership 
○ Sharing of Expenses 
○ Mortgages, real estate taxes, maintenance and repair 
○ Defaults 
○ Sale, disposition of real estate due to change of circumstances for 

SNT beneficiary  
○ Rental Issues 

 Loans 

 Interests of Remaindermen 

 Investments 

 Life Insurance 
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ABLE ACCOUNTS 

The Achieving a Better Life Experience Act (The ABLE Act) Passed 
Congress and was signed into law at the end of 2014. 

Here is what we think it does though we won’t know for sure until the federal 
government adopts regulations implementing the new law.  It is anticipated that 
Massachusetts will also have to adopt regulations although Massachusetts, 
unlike many other states, has already enacted legislation permitting ABLE 
accounts. 

 Amends Section 529 of the Internal Revenue Code to allow tax deferred 
accounts for qualified persons with “severe” disabilities; allows transfers 
to those accounts to qualify for the annual gift tax exclusion (currently 
$15,000 per year), BUT 

o Disability must be severe and it must have occurred before age 26.  
Those receiving SSI or SSDI will qualify if the meet the age 
requirement.  Others might but it will be harder to establish 
eligibility 

o Each person can have only one ABLE account and it must be set 
up in the state where they live 

o Contributions to an ABLE account cannot exceed $15,000 in a 
given year. That is, total contributions cannot exceed $15,000 per 
year, i.e. one person could give $9,000 and another $6,000, for 
instance, but  a $10,000 and a $6,000 contribution would be 
prohibited 

o There will be a maximum size of a ABLE account that will be set 
by state law.  In addition, if the account exceeds $100,000, the 
beneficiary will lose SSI eligibility but will retain state Medicaid 
eligibility 

o There is a payback requirement.  Once the beneficiary of the 
account dies, any funds remaining the account must be utilized to 
reimburse the state Medicaid program for expenses it has paid on 
the beneficiary’s behalf 

o The funds in the account can be used only for “qualified disability 
expenses” to insure the preferential income tax treatment afforded 
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to the accounts. We don’t know what those “qualified disability 
expenses” are at this point and won’t know for sure until the 
regulations are adopted but the law does state that the categories 
for “qualified disability expenses” will include “education, 
housing, employment training and support, assistive technology 
and personal support services, health, prevention and wellness, 
financial management and administrative services, legal fees, 
expenses for oversight and monitoring, funeral and burial 
expenses”. 

101963006.1 
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• Co-author, "Managing a Special Needs Trust: A Guide for Trustees," DisABILITIESBOOKS, Inc., 
2010, 2012 and 2015 

• Speaker, "Barriers to Independent Living," Massachusetts Institute of Technology, November 
2014 

• Speaker, "Estate and Financial Planning for Clients with Disabilities," Federal Street Advisors, 
November 2014 

• Speaker, "Legal and Financial Issues Facing Those with Disabilities," Statewide Geriatric Care 
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