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What is Future Care Planning?

 Future Care Planning is the practice of  

ensuring that services and support will 

continue for the life of the person with 

the disability when the caregivers are no 

longer able to help.
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Why Plan for the Future?

• Preserve needs-based public benefits

• Allow for private funding

• Provide lifetime financial support

• Provide guidelines for living arrangements, 

personal care and advocacy with a Letter 

of Intent

• Establish an efficient, knowledgeable, and 

long-term management team

Tully & Winkelman, P.C.   

ww.elderlaw.pro



Estate Planning Options for a Family 

With a Disabled Loved One include:

• Direct Bequest

• Disinheritance

• The  “Look After” Promise

• Supplemental Needs Trusts

• ABLE Accounts
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Public Benefits Basics

Benefits not based on financial 
need

 Social Security Disability 
Insurance (SSDI)

 Medicare

 Special Education

Benefits based on financial need

 Supplemental Security 
Income (SSI)

 Medicaid

 Veteran’s Benefits

 Food stamps, legal aid & 
utility assistance

 Housing subsidies 
(HUD)

 In Home Support 
Services

 State Benefits
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Planning with Trusts

 First Party Special Needs Trusts
 D4a or Payback trust

 Third Party Supplemental Needs Trusts 

 Pooled Trusts
 Asset and/or Income 
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First Party Special Needs Trust

 Vehicle to protect the assets of a person 
with special needs

 Income and assets available for the 
benefit of the person with special needs

 Maximizes and maintain government 
benefits

◦ SSI and Medicaid

 Pay back to state for Medicaid on 
termination of trust
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Third Party 

Supplemental Needs Trust

 Vehicle to manage other people’s assets for 
a person with special needs

 Income and assets available for the benefit 
of the person with special needs

 Maximize and maintain government benefits

◦ SSI and Medicaid

 No pay back to state for Medicaid 

 Testamentary vs. Inter Vivos

 Contingent SNT’s
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Pooled Trusts under OBRA 

 Established by a Not for Profit

 Sub-Account for the Sole Benefit of a 
Person who is Disabled

 Pay Back to the State unless the 
Remaining Funds are held by the Trust or 
for the Benefit of the Charity 

◦ 42 U.S.C. § 1396p (d)(4)(c)
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Funding The Trust

 Real estate

 Cash

 Investments

 Retirement Benefits / IRA’s

 Life Insurance

Tully & Winkelman, P.C.   

ww.elderlaw.pro



Permissible SNT Distributions
 Automobile/Van

 Accounting Services 

 Acupuncture/Acupressure

 Appliances (kitchen, household, 

entertainment)

 Alterations/mending clothes and shoe 

repairs

 Bottled water or water service

 Bus pass/public transportation costs

 Camera, film, recorder and tapes, 

development of film

 Clothing

 Clubs and club dues

 Computer hardware, software, 

programs, and Internet service

 Conferences and travel related to same

 Courses or classes (academic or 

recreational) including supplies

 Curtains, blinds, drapes, and the like

 Dental work not covered by Medicaid, 

including anesthesia

 Down payment on home or security 

deposit on apartment

 Dry cleaning and/or laundry services

 Elective surgery

 Fitness equipment

 Funeral expenses

 Furniture, home furnishings

 Gasoline and/or maintenance for 

automobile

 Haircuts/salon services

 Holiday decorations, parties, dinner 

dances, holiday cards

 Home alarm and/or 

monitoring/response system

 Home improvement
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Permissible SNT Distributions (con’t.)
 Home purchase(to the extent not covered by 

benefits)

 House cleaning/maid services

 Insurance(to the extent not covered by 

benefits)

 Legal fees/advocacy

 Linens and towels

 Massage

 Musical instruments (including lessons and 

music)

 Non-food grocery items

 Over-the-counter medications (including 

vitamins )

 Personal assistance services not covered by 

Medicaid

 Pet and pet’s supplies, veterinary services

 Physician specialists if not covered by Medicaid

 Private counseling if not covered by Medicaid

 Repair services (appliance, automobile)

 Repair services (appliance, automobile,)

 Snow removal/landscaping/law service

 Sporting goods/equipment/uniforms/team 

pictures

 Stationary, stamps, cards, etc.

 Storage units

 Taxicab

 Telephone service and equipment

 Therapy (physical, occupational, speech) 

 not covered by Medicaid

 Tickets to concerts or sporting events (for 

beneficiary and an accompanying companion)

 Transportation (automobile, motorcycle, 

bicycle, moped, gas, bus passes)

 Utility bills (direct TV, cable TV, electric, 

heating)

 Vacation (including paying for personal 

assistance to accompany the beneficiary)
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The Ideal Trustee

• Understands Public Benefits

• Act in Best Interest of Beneficiary

• Investment Expertise

• Understands Taxes

• Keeps Perfect Books

• Carries Insurance, is bondable or has deep 

pockets

• Can identify second rate services or abuse

• Professional/Family Member
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General Trustee Duties
• Reporting 

• Tax Considerations

• Distributions 

• Bond

• Evaluation of Beneficiary – Medical, Financial, Educational, Social, Recreational

• Living Conditions 

• Contact with Caregivers/Family Members

• Monitor Investments

• Carry Out Terms of Trust

• Loyalty to Beneficiary

• Keep Accounts

• Render Accountings

• Trust Accounts not Commingled

• Protect Trust Property

• Make Assets Productive

• Duty of Confidentiality

• Allocation Between Income & Principal

• Defend Trust Against Attacks
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ABLE Accounts

 The “New York Achieving A Better Life Experience 
Savings Account Act”

 According to the proposed NYS enabling legislation, 
the purpose of ABLE is to:
◦ Encourage and assist individuals and families in saving 

private funds for the purpose of supporting individuals 
with intellectual and developmental disabilities to maintain 
health, independence and quality of life;  and to provide 
secure funding for disability related expenses on behalf of 
designated beneficiaries with intellectual or developmental 
disabilities that will supplement, but not supplant, benefits 
provided through existing sources.

 Impacts the Mental Hygiene Law, Banking Law and the 
Tax Law
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Key Characteristics of ABLE 

Accounts
 An eligible individual may have one ABLE account

 Any person such as a family member, friend or 
the person with a disability may contribute

 Combined maximum annual contributions cannot 
exceed the annual gift tax exclusion ($14,000 in 
2015) and cannot exceed 529 maximums

 Earnings are not taxable 

 Distributions are not income to the beneficiary

 Contributions are not tax deductible

 Distributions can be made for Qualified Disability 
expenses
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Qualified Disability Expenses

 Any expense made for the benefit of the 
designated beneficiary and related to his/her 
disability including:
◦ Education

◦ Housing (subject to SSI 1/3 offset)

◦ Transportation

◦ 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
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The Account Owner

◦ Person who enters into a savings agreement

◦ Fiduciary or agent on behalf of a trust, estate, 

partnership, association, company or 

corporation; or 

◦ The account owner may also be the 

designated beneficiary

◦ Person that opens the account shall be 

considered the owner

◦ Owner may change the designated beneficiary
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The Designated Beneficiary

◦ Means the intellectually or developmentally 
disabled individual designated as the individual 
whose qualified expenses are expected to be paid 
form the account

◦ “Intellectually or developmentally disabled” shall 
be defined by the Commissioner of OPWDD

◦ Eligibility requirements under the federal 
legislation:
 An individual entitled to benefits on the basis of 

disability or blindness under SSI or SSD; or

 Submits certification that meets the criteria for 
disability; and

 Disability must have occurred before the age of 26
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ABLE vs. SSI and Medicaid

 Both the assets within the account and 
distributions for qualified expenses are 
disregarded

 SSI – the first $100,000 is disregarded and all 
amounts over $100,000 will count as a 
resource. If over $100,000, SSI will only be 
suspended not terminated

 Medicaid – does not have the $100,000 cap
 Medicaid – assets remaining in the account 

after the death of the DB must be used to 
reimburse NYS for the Medicaid benefits 
paid after the creation of the account
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SNT vs.  ABLE Account

 Will know more once fully implemented 

and gain experience and can always use 

both. 

 My initial comparison:

Home Max $ Distrib. Payback Taxes Indep.

SNT’s Yes No More Not for

TP SNT

No 

benefit

No

ABLE No Yes Less Yes Yes 

benefit

Yes
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Timing & Implementation

 New York State must enact the  legislation 
and can do so prior to the release of the IRS 
Regulations (IRS Notice 2015-18)

 Transition relief will exist to help families 
that create ABLE accounts after the NY 
enactment but prior to the release of the 
IRS regulations

 An expected change will provide that the 
owner of the account is the Designated 
Beneficiary
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Costly Mistakes to Avoid When 

Planning for a Child with Special Needs 

1. Failing to plan for yourselves

2. Disinheriting the child

3. Ignoring the special needs when creating a trust for the child

4. Failing to consider ABLE accounts

5. Creating a “generic” special needs trust that doesn’t fit

6. Procrastinating

7. Failing to invite contributions from others to the trust

8. Choosing the wrong trustee

9. Relying on your other children to use their money for the 
child with special needs’ benefit.

10. Failing to complete and maintain a Letter of Intent

11. Failing to protect the child with special needs from 
predators

12. Failure to properly “fund” and maintain the plan
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Thank You!
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