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WHAT YOU NEED TO KNOW 

SPECIAL NEEDS PLANNING 
 



 

 

 

Children and adults with disabilities face an array of complex laws and difficult 
decisions.  We understand that it is simply not about lifetime care, but about 
quality of life for your family member.  Our services can support you in making 
smart and compassionate choices for your family as you navigate the 
unfamiliar territory of planning for your child’s future given the unique 

challenges they may face.,  

By assisting your family in creating a professional special needs plans and educating you about 
the various options available, you can take comfort in knowing that your loved one can be 
protected and cared for with aspects of planning that incorporate their daily routines as well as 
special needs trusts for future financial obligations. 

With professional special needs planning and the help of an attorney, you can create a strategy 
that helps protect assets you have allocated for your child’s care. Done properly – this should 
allow your special needs child to continue receiving assistance that might not otherwise be 
available if an inheritance were left directly. We will help you coordinate your financial plan with 
your Special Needs Attorney’s recommendations. 

To support you in determining whether a potential relationship is a good fit for all involved, 
please contact us to schedule a no-obligation, complimentary review of your overall financial 
situation. It would be our pleasure to help you through the special needs planning process so 
that you can work to achieve the life you imagine for your loved ones. 

We hope you find this pamphlet beneficial.  Please call our offices if you would like to discuss 
your specific needs.  We can be reached at 908-379-2706. 

 

Sincerely,         

Mark        

Mark F. Swingle, CFP ®       
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First the Facts: 

• Over 51 million Americans or 18% of the population are classified as disabled.1 
• 20 million families have at least one disabled family member and over 1/3 of American households 
are impacted by a disability.2  
• Almost 3,000 Americans become disabled every hour.1 
• Only 38% of caregivers have a written will.3 

Special Needs Categories: 

• Developmental disabilities – disabilities that affect daily functioning such as mobility, learning, self-
care and communication (e.g. Autism, Down syndrome, etc.). 
• Cognitive or neurological disorders – deals mainly with memory, perception and problem solving 
(e.g. Alzheimer’s, Parkinson’s, Lou Gehrig’s, MS, etc.). 
• Physical disabilities – may be either congenital or a result or injury and cause the individual to rely 
on devices (e.g. Blind, deaf, Spina Bifida, etc.). 
• Mental illness – a psychological or behavior disorder such as Bipolar, drug addiction, Posttraumatic 
Stress Disorder, etc.   

Special Needs Planning Considerations: 

• Specialized areas of estate and financial planning that are critical for preparing families for the future 
well-being of their dependents with special needs. 
• Special needs trusts – various trust arrangements that can provide lifetime care while preserving 
government benefit eligibility for Supplemental Security Income (SSI) and Medicaid, both of which are 
needs based. 
• Social Security Disability Income (SSDI) - not needs based but tied to a worker’s wage history and 
their contributions to Social Security.  After two years on disability, recipient is eligible for Medicare 
health insurance. 
• Life Insurance and joint survivorship life insurance for parents or caregivers to provide backup 
financial resources to a special needs dependent.  If left to a special needs trust, recipient can still be 
eligible for needs-based government programs. 
• Long-term care insurance – another safety net for caregivers that can protect their assets from 
eroding from unanticipated long-term care costs. A dependent with special needs is more secure because 
the caregiver is more secure. 
• Guardianship –an individual legally appointed or approved by the court to serve as advocates or legal 
representative for the best interest of disabled person. 

 
 
 



 

 
 
What is a special needs trust? 
 
If you have a child or other loved one with special needs, you may want to establish a special needs trust. A 
special needs trust (or supplemental needs trust) is an estate planning tool that can help you provide for the 
needs of an individual who is disabled without jeopardizing his or her eligibility for government benefits. A 
qualified attorney can help you establish and administer this type of trust. 
 
The term "special needs" is used in this discussion to describe any trust that is established to fund the 
supplemental needs of an individual with disabilities while maintaining that individual's eligibility for 
government benefits. The term includes not only trusts funded with the individual's own funds (as governed 
by the Omnibus Budget Reconciliation Act of 1993 (OBRA '93)), but also trusts funded with assets from a 
third party (e.g., a parent or grandparent). 

 
Why establish a special needs trust? 
 
Unlike other types of trusts often used in estate planning, the primary goal of a special needs trust is to 
provide for the needs of an individual who is disabled throughout his or her life. 
Federal and state benefits are generally available to qualifying children and adults who have special needs. 
If your child qualifies for government benefits, one of your goals may be to ensure that his or her eligibility 
continues into the future. A special needs trust can help you attain this goal. In addition, this type of trust 
can provide for supplementary care and services for your loved one. 
 
Although this discussion focuses on using a special needs trust to benefit a child with disabilities, some types 
of special needs trusts may be established for a parent or other individual over age 65 who wants to preserve 
eligibility for nursing home benefits under Medicaid. 

 

 To preserve eligibility for Medicaid 
 
Medicaid, a joint federal-state program, provides medical assistance to those who are disabled and 
can demonstrate financial need. Children and adults can qualify for Medicaid only if their monthly 
income and the value of their other assets fall below certain limits, which vary from state to state. 
(Most states set a $2,000 asset limit.) 
 
In determining eligibility for Medicaid, a state may count only the income and assets that are legally 
available to the applicant. A special needs trust restricts the beneficiary's own direct access to the 
assets in the trust to such an extent that the assets are not considered legally available to the 
beneficiary. Thus, a special needs trust can protect Medicaid eligibility because assets in the trust 
are uncountable. 
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 To preserve eligibility for Supplemental Security Income (SSI) 

 
Children and adults with special needs who have limited income and resources often receive monthly 
benefits from Supplemental Security Income (SSI). These cash benefits can be used for basic needs 
such as housing and food. But because SSI benefits are need-based, inheriting money can mean that 
a child with special needs will lose his or her eligibility for this benefit program. By naming a special 
needs trust as your beneficiary instead of your child, however, assets can be devoted to the care of 
your loved one. In addition, since SSI recipients are normally automatically eligible for Medicaid 
benefits, preserving your child's eligibility for SSI may preserve his or her eligibility for Medicaid as 
well. 

 
 To provide additional care and services 

 
A special needs trust can be especially useful if you want to provide care and services necessary for 
your child's well-being, without supplanting Medicaid benefits. Although Medicaid pays for a number 
of medical costs, including hospital bills, physician services, and long-term care, it will not subsidize 
items and services considered nonessential. These may include health-related expenses such as 
eyeglasses, dental care, rehabilitation services, and home health aide services, as well as personal 
expenses such as transportation, computer equipment, and vacations. 
 
To ensure that trust assets are unavailable to the beneficiary, the trustee must have sole discretion 
over the distribution of trust income and principal. The beneficiary must have no control over the 
trust and no right to demand distributions from the trust. The trustee should purchase goods and 
services directly on the beneficiary's behalf, instead of giving the beneficiary money from the trust to 
purchase items needed. 

 
What requirements must a special needs trust meet? 
 
If the trust is intended to supplement, rather than replace, government benefits, it must be properly drafted. 
Although requirements vary according to state law and the type of special needs trust being established, 
here are some of the rules that apply to special needs trusts in general: 
 
• Generally, only a parent, grandparent, legal guardian, or court can set up a special needs trust. The 

person with disabilities, no matter how competent, cannot be the "creator" of the trust (even if the trust 
is funded by his or her personal assets). 

• Funds in the special needs trust may not be available to the beneficiary. 
• The beneficiary cannot revoke the trust. 
• The individual with special needs must be considered "permanently and totally disabled" under SSI 

criteria. Different rules apply to adults and children. 
 
 
 
 



 

 
 
• Under the terms of the trust, the trustee may not be permitted to make payments or distributions that 

might interfere with government benefit eligibility (e.g., distributions cannot be made directly to the 
beneficiary). 

• Special needs trusts may be established as part of a will (known as a testamentary trust) or during the 
creator's lifetime (known as a living or inter vivos trust). 

• Special needs trusts can hold an unlimited amount of funds and can be added to at any time.  
 
What types of special needs trusts are available? 
 
Although there are many types of special needs trusts, they fall into two general categories: the third-party 
special needs trust (funded with assets belonging to someone other than the beneficiary) and the self-
settled trust (funded with assets belonging to the beneficiary). 
 

 Third-party special needs trust 
The third-party special needs trust is established with funds that belong to someone other than the 
beneficiary. For instance, a parent or grandparent may create such a trust under a will and fund it 
with a gift of cash, life insurance, or another asset. Upon the death of the beneficiary, any assets that 
remain in the trust can be distributed to whomever has been designated; if the third-party trust is 
properly drafted, the state will not have to be "paid back" for long-term care services when the 
beneficiary dies. 

 

 Self-settled trust 
A self-settled special needs trust is established with funds owned by the person with disabilities. For 
instance, a self-settled trust might be established using a personal injury award or inheritance. 
 
One type of self-settled trust is the qualified self-funded special needs trust. This kind of trust is 
created for the sole benefit of an individual who is disabled and who is under age 65 at the time the 
trust is established. Upon the beneficiary's death, Medicaid must be "paid back" from the trust assets 
for any long-term care provided. This type of trust is also known as a (d)(4)(A) trust. 
 
Another common type of self-settled trust is the qualified pooled trust, also known as a (d)(4)(C) 
trust. This kind of trust is established and managed by a nonprofit organization. Separate accounts 
are maintained for each trust beneficiary, but funds are pooled for investment and management 
purposes. Upon the beneficiary's death, the nonprofit organization receives assets remaining in the 
trust, and will reimburse Medicaid for benefits paid to the beneficiary. In some cases, surviving family 
members may be entitled to receive some or all of the remaining funds. 

 

Self-settled trusts are complex and must comply with the requirements of OBRA '93 that govern them.  
A parent can preserve his or her own eligibility for nursing home benefits under Medicaid by 
transferring his or her funds into a special needs trust established to benefit a child with disabilities, 
as long as the trust has a Medicaid payback provision. 
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How is a special needs trust typically funded? 
 
In many cases, a special needs trust is established, but not funded, while the parent or other creator is alive. 
Upon the parent's death, his or her will transfers the special child's portion of an inheritance to the special 
needs trust. The trust (instead of the child) can also be designated as the beneficiary of various assets, such 
as employee benefits and life insurance policies. 
 

Typically, a special needs trust is funded using: 
 
• Life insurance 
• Cash (including gifts from relatives) 
• Investments (e.g., stocks, bonds) 
• Retirement plan benefits (e.g., pension benefits, IRA funds, 401(k) assets) 
• Personal and real property 
• Proceeds from a personal injury settlement (applies to self-settled trusts) 

 
Although life insurance is one of the most popular funding methods (in particular, lower-cost survivorship 
life insurance), each method has advantages and disadvantages. To ensure that the trust is adequately 
funded, you'll need to estimate how much income your child is likely to need over the course of his or her 
lifetime. 
 
What else should you consider? 
 
If you're thinking about setting up a special needs trust, there are a few other points you should consider. 
 

 Selecting a trustee 
A trustee is a person or institution selected to administer a trust and manage its assets. The trustee's 
role is to adhere to the terms of the trust document and fulfill its objectives. You may wish to name 
yourself or another family member as trustee of the special needs trust, or you may wish to name 
an attorney, bank, or other professional trustee. There are advantages and disadvantages to each. 
Another option is to name a family member and a professional trustee as co-trustees. 

 

 Providing a letter of intent 
 
If you set up a special needs trust through your will, you might also want to draft a letter of intent to 
describe how you want your child to be cared for after you're gone. Although it's not a legal 
document, it can provide important information to guardians, trustees, family members, and others 
involved in the care of your child. The letter may address such issues as your child's medical needs, 
daily routine, interests, likes and dislikes, religious practices, living arrangements, social activities, 
behavior management, and degree of self-sufficiency. Such a letter can prove invaluable to your  
 
 
 
 



 

 
child's caregivers and can also make the transition to a new living situation as smooth as possible for 
your child. 

 

 Informing family members 
 

Explain to siblings or other family members why you're setting up the special needs trust. Although 
siblings might expect to receive equal inheritances, more resources will probably need to be set aside 
for the benefit of your child with special needs. Explanations and clear directions now may help avoid 
family conflicts later. 
 

 

 Working with a qualified attorney and a financial professional 
 
Special needs planning is complex and technical, and the laws that govern special needs trusts differ 
from state to state. To properly plan for your child's future, work with a qualified attorney and a 
financial professional who has experience with the planning needs of families of individuals with 
disabilities. This person should also have a thorough understanding of the income, gift, and estate 
tax consequences that must be considered when funding and administering a special needs trust. 

 

 

 

1. National Safety Council Injury Facts, 2008. 

2. National Disability Institute, REI Tour Annual Report, 2007-2008. 

3. MetLife 2011 Torn Security Blanket Study. 
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Westfield Financial Planning is an independent Registered Investment Advisor. 

Different types of investments involve varying degrees of risk, and there can be no assurance that the future performance 
of any specific investment, investment strategy, or product (including the investments and/or investment strategies 
recommended or undertaken by Westfield Financial Planning), or any non-investment related content, made reference to 
directly or indirectly in this newsletter will be profitable, equal any corresponding indicated historical performance level(s), 
be suitable for your portfolio or individual situation, or prove successful.  Due to various factors, including changing market 
conditions and/or applicable laws, the content may no longer be reflective of current opinions or positions. Moreover, you 
should not assume that any discussion or information contained in this newsletter serves as the receipt of, or as a substitute 
for, personalized investment advice from Westfield Financial Planning.    To the extent that a reader has any questions 
regarding the applicability of any specific issue discussed above to his/her individual situation, he/she is encouraged to 
consult with the professional advisor of his/her choosing.  Westfield Financial Planning is neither a law firm nor a certified 
public accounting firm and no portion of the newsletter content should be construed as legal or accounting advice.     
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