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ESTATE PLANNING FOR FAMILIES WITH CHILDREN WITH SPECIAL NEEDS 
 
For parents of children with special needs, estate planning can seem like an overwhelming task.  Who will 
take care of the child in the coming years?; where will my child live?; and how can I preserve my child’s 
benefits?; are some of the many questions that run through the minds of each parent.  With the numerous 
regulations and programs to consider, parents should not feel alone if they have put off this important task 
for “another day”. 
 
Estate planning in the special needs arena is best defined as the creation of a comprehensive “set of 
instructions”.  If you, as the primary caregiver, should pass away, or become ill, you will want to have in 
place a detailed set of instructions for those individuals who will care for your child.  This “set of 
instructions” is your estate plan and the “individuals” who will care for your child are the Trustees and the 
Guardian. 
 
This set of instructions or “estate plan” for families with children with special needs is typically composed 
of a Health Care Proxy, a Durable Power of Attorney, a Will/Revocable Trust, and a series of 
“Supplemental Needs” or “Special Needs” Trusts.   
 
A Health Care Proxy is the emergency medical document which will allow the person you nominate, the 
“Agent”, to make medical decisions, if you are unable.  In Massachusetts, the Health Care Proxy is the 
rough equivalent of a Living Will, and will allow your Agent to make medical decision during your 
incapacity.  A Power of Attorney allows for financial decisions to be made during incapacity.  The person 
nominated, the Attorney-in-Fact, is given authority to “sign your name” and take other actions on your 
behalf.  
 
Your Will/Revocable Trust is the document that outlines how your individual assets will be distributed 
upon your passing.  In the special needs arena, your Will/Revocable Trust will typically direct your assets 
to the surviving spouse, and then on to the children.  For the child with special needs, their portion of the 
assets will be given over, or “poured” into a Supplemental Needs Trust. 
 
Supplemental Needs Trusts are best described as a receptacle or “bucket”.  When the parent or parents 
pass away, those assets given to the child with special needs “pour” into this “bucket”.  The Trustee is the 
person who “carries” the bucket and the person who makes distributions from the Trust to the child. 
 
The purpose of the Supplemental Needs Trust is to provide a management mechanism for the child, and 
to preserve any government benefits that the child is receiving.  The terms of the Trust are those detailed 
set of instructions mentioned above.   Because many children with special needs are unable to handle their 
financial affairs, the Trust creates a mechanism to handle the financial affairs for them.  In this sense, the 
Trustee becomes the substitute parent for the child.  After the parents pass away or become incapacitated, 
the Trustee manages the money that is inside the bucket.  The Trustee also takes money out of the bucket 
to provide for the child.  The Trustee must provide for the child according to your wishes, which are 
memorialized in the Trust document or “instruction manual.” 
 
The Supplemental Needs Trust also functions to preserve government benefits that the child may be 
receiving, or that they may receive in the future. The two main benefits that we are concerned with in this 
area, are Supplemental Security Income (SSI) and MassHealth.   
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SSI is a federal program that pays a relatively small monthly benefit (from approximately $600-$900) to 
disabled individuals with limited financial “resources.”  In order to qualify for SSI, an individual can have 
no more than $2,000 in “countable” assets.  Moving forward, if an SSI recipient suddenly comes in to 
more than $2,000, they will lose their SSI benefits.   
 
While the SSI monthly benefit is less than adequate, in Massachusetts SSI beneficiaries automatically 
receive MassHealth.  For those children who will be unable to secure health insurance on their own, 
MassHealth is a very important benefit.  As such, special needs planning also needs to focus on how to 
qualify for, and maintain, this important health benefit. 
 
In order to qualify for, or maintain, these benefits, it is vitally important to have the proper documentation 
in place.  Well-meaning family members who leave money outright to a child with special needs can 
unintentionally disqualify them for MassHealth and SSI.  If an older child has qualified for SSI, they must 
continue to keep their assets below the $2,000 threshold.  If the parents pass away and leave that child 
money outright, that inheritance will cause the child to lose SSI and the ever-important MassHealth 
benefit.  A gift from a grand parent, aunt or uncle will cause the same problem. 
 
The solution to the eligibility issue, is to ensure that assets are left for the benefit of the child, but not in 
the child’s name.  Instead, assets left for the benefit of a child with special needs must be directed into that 
child’s Supplemental Needs Trust.   
 
The beauty of a properly drafted Supplemental Needs Trust, is that any funds inside the Trust are “non-
countable” for SSI eligibility purposes.  So, if a child has a Supplemental Needs Trust in place for their 
benefit, any monies left to the Trust by either their parents or extended family will not disqualify the child 
for MassHealth and SSI.  As long as the Supplemental Needs Trust is properly drafted and administered, 
any funds in the Trust do not count for eligibility purposes. 
 
Properly drafted Supplemental Needs Trusts provide the Trustee with guidelines on how to spend Trust 
assets in a way that will preserve SSI and MassHealth.  The basic rule of thumb is that assets can only be 
spent to “supplement” not “supplant” the benefits that the government is providing via SSI.  A properly 
drafted Supplemental Needs Trust instructs the Trustee on exactly how they can “supplement” the 
government benefits. 
 
Even for children who have more than $2,000 in assets, or for those who may directly inherit more than 
$2,000, all is not lost.  Even in these circumstances, a second type of Supplemental Needs Trust can be 
created to preserve eligibility.  Again, the key is to make sure that the proper safety nets are in place to 
preserve eligibility and to give guidance to the future caretakers. 
 
In closing, estate planning can be an overwhelming and worrisome undertaking.  If, however, you keep in 
mind that the purpose is to provide a comprehensive set of instructions for managing assets and 
preserving benefits, the task becomes much more manageable.  Working with an attorney who specializes 
in special needs planning will help you to focus on those goals and provide you the legal expertise that is of 
vital importance in this area of the law. 
 


