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    A major concern for parents of a child 
with special needs is what will happen 
after they are gone. Increasingly, 
wealth managers and attorneys are 
establishing special needs trusts for 
such families, in an e�ort to protect 
the future wealth of disabled individu-
als and ease the �nancial worries of 
their loved ones.
       Special needs, or supplemental, 
trusts have been around since 
Congress and New York State 
endorsed them through legislation in 
1993. They were established to allow 
parents and guardians to put assets in 
a safe place for the bene�t of a 
disabled child, allowing the disabled 
individual to continue receiving his or 
her government bene�ts. In a 1978 
case known as the Matter of Escher, 
New York courts �rst allowed a 
disabled trust bene�ciary to qualify for 
government bene�ts, overruling the 
Department of Social Service’s argu-
ment that the individual was ineligible 
for such bene�ts due to a discretionary 
trust holding substantial resources for 
his bene�t.
       To be sure, a well-planned trust 
allows parents to put in writing their 
wishes for the care and quality of life of 
a special needs bene�ciary and to 
make sure the money is used for their 
bene�t, said Matthew Senicola, a regis-
tered representative at JHS Capital 
Advisors in Plainview.
       Special needs trusts “add a layer of 
protection to the parent or guardian’s 
wishes that the bene�ciary’s money 
does not get into the wrong hands,” he 
said.
       While increasing rates of autism and 
changes to the classi�cation of autism 
spectrum disorders in recent years are 
one reason for the rise in requests for 
special needs trusts, more information 
about government benefits and the 
need for these trusts is currently avail-
able to the public, according to Paul 
Hyl, a partner at the Melville law firm 
Genser Dubow Genser & Cona. 

      Putting a special needs trust in place 
for a disabled individual is “imperative,” 
Hyl said, despite the fact that “we can do 
a little fixing after death if someone 
didn’t plan properly.”
      If parents or grandparents leave an 
inheritance outright to a special needs 
individual, upon their death, attorneys 
can go to court to request the individual, 
or his or her guardian, be allowed to set 
up a trust so that government benefits 
may be maintained. However, with this 
type of payback trust, when the special 
needs individual dies, any money left in 
the trust would have to be used to pay 
the government for Medicaid before it 
could be passed on to his or he heirs. If 
planning is done in advance, however, 
and a third-party trust is established, 
remaining money in a special needs 
trust would go to whomever the third 
party designated, Hyl said.
      One of the biggest obstacles with 
special needs trusts is getting families to 
sit down together to recognize what the 
reality of their loved one’s future will be, 
said Charles Massimo, CEO of CJM 
Wealth Management in Deer Park. He 
recommends that families begin by 
identifying a team of experts, including 
an attorney, financial advisor, life insur-
ance professional, and CPA with experi-
ence in this area, who can work corrobo-
ratively to assist them.
      The most important --and hardest 
step, Massimo said, is naming a guardian 
for the special needs individual. 
Although the guardian may change 
with time, it is crucial to name someone, 
or else the state will, he said. While a 
guardian may be emotionally 
connected to a child but not be the 
most financially astute person, a trustee 
should have the financial wherewithal 
to manage the trust, Massimo said. 
Regardless of a family’s level of wealth, 
Massimo recommends parents or 
guardians purchase as much life insur-
ance as they can afford immediately.
      “The cost of care [for special needs] 
kids for the rest of their lives will be 
significant,” Massimo said, noting in 
addition to medical needs, the cost of 
housing requirements and ongoing 
care should considered. A trust should 
cover “everything else [that will help] 
your kids lead somewhat of a normal life 
as they get older,” he said.
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      Dix Hills elder law attorney David 
Okrent agrees putting a life insurance 
policy in a trust for a special needs 
individual is worthwhile. But if a client 
instead only plans to put a relatively 
small amount of money - say $20,000 - 
into the trust, he would likely advise 
against setting it up.
      “I don’t know what the break-even 
point is,” Okrent said, noting the benefit 
to the beneficiary would have to 
outweigh the government’s involve-
ment in the trust. “The issue with special 
needs trusts is there is another party 
involved who is reviewing the trust,” he 
said,  adding the government has the 
right to make sure assets are being 
handled properly if the individual is also 
receiving government benefits.
      Still, Okrent said, “If you have some 
wealth for this disabled person, you 
need a trust - whether you create it with 
assets you have already or with life 
insurance.”
      Particularly for families with individu-
als on the autism spectrum -- in whom 
future development is generally a major 
question -- financial plans should be 
updated according to how the kids are 
growing, Massimo said.
      Another unknown is exactly what 
government benefits will be in the next 
10 to 15 years, Okrent said.
      “A special needs trust , in addition to 
government benefits, is intended to 
make sure disabled individuals get 
everything they need in life,” he said.
      In fact, nearly every will Okrent writes 
up includes a special needs trust, even if 
his client does not have a family 
member with special needs at the time. 
The language of the clause generally 
states,  “If upon my death one of my 
beneficiaries is disabled and receiving 
government benefits, hold their inheri-
tance in a special needs trust.”
      Although children on the spectrum 
may acclimate to society without the 
need for government assistance and 
may never need the trust, one should 
nonetheless be set up, Okrent said.
      You don’t want to take a chance,” he 
said. “There’s almost no downside to 
[establishing one].”
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Financial planning for 
families of special needs
children is a growing area


