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While the Science is Still Uncertain, the Need to

Plan for Your Child’s Future is a Sure Thing!

By Bernard A. Krooks, Esq and
Sheryl R. Frishman, Esq
Littman Krooks, LLP

hen a parent is given a

diagnosis for their child of

Autism or Pervasive De-

velopmental Disorder
(PDD), they are bombarded with a vari-
ety of medical, therapeutic, educational,
and holistic treatment methodologies
that promise to “cure” Autism. This
leaves parents in the position of believ-
ing that their child’s developmental is-
sues may be resolved and may not re-
quire a lifetime of care. Even though
these treatments are available and may
be extremely effective, they do not alle-
viate the necessity for parents to take the
steps to plan for the future of their child.
Often in our practice, parents of children
with Autism and PDD are reluctant to
plan, because they are still waiting to see
what the outcome will be of the therapies
and interventions. While understandable,
waiting is a mistake. If a plan is not put
in place, you are hurting your child, the
person whom you are trying so desper-
ately to help.

The thought of you predeceasing your
child is frightening. It is so frightening
that you may do everything you can to
try not to think about it. Who wants to
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face their own mortality? Who wants to
face it, especially when you are so busy
bringing your child from therapy to ther-
apy and hoping for a successful out-
come? Nevertheless, there will most
likely be a time when you will prede-
cease your child and it is essential that
you put a plan in place to ensure that
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your child is taken care of properly. This
is the case whether your child is “cured”
or not. Here are five things you can do to
give yourself greater peace of mind and
to protect your family: Prepare a Letter
of Intent; Execute a Will; Create a Sup-
plemental Needs Trust; Sign Advance
Directives; and Obtain Guardianship.

Letter of Intent

In order to get into the planning
“mode” we ask parents to think for a mo-
ment what would happen if they were to
die tomorrow? Who would be equipped to
step into their shoes and take care of their
special child? Who knows the child’s
likes and dislikes, their dreams and their
fears? It is important for all parents of
children with special needs, and even par-
ents of typical children, to have a Letter of
Intent which will help the people that will
be caring for the child interpret your
hopes and desires for that child. A Letter
of Intent is not a document that is pre-
pared by an attorney, nor is it a formal
legal document. However, the people car-
ing for your child will heavily rely on the
letter for guidance after your demise. By
compiling as much information about
your child and his/her needs and your
desires, you will be giving future care
providers the knowledge and insight they
will need to provide the best possible care
for your child. Caretakers will not have to
waste precious time learning how to man-
age and care for your child. This is not an
easy letter to draft; it is very emotional
and difficult. However, all parents must
go through this very difficult step to en-
sure a well-planned future for their special

needs child. Once you write the letter,
sign and date it. Each year, you take it
out and add to it (or revise it if it is on
the computer) and sign and date the
changes.

Last Will and Testament

A Last Will and Testament is a legal
document that provides instructions on
how you want your assets distributed at
your death. Why is it so important to di-
rect how assets are to be distributed?
When your special needs child is no
longer eligible for services from their lo-
cal school district, the primary way to
receive the necessary, therapeutic, resi-
dential, vocational, and educational ser-
vices they require is through means tested
public benefits. These benefits, (for exam-
ple, SSI, Medicaid, etc.) not only require a
determination of disability in order to be
eligible, but an applicant must meet strin-
gent income and resource levels. This
means that if your child has more than, or
inherits more than, the applicable income
and resource levels they would not be
eligible for public benefits. These benefits
are typically the lifeline or services once
your child’s school program is done. A
Last Will and Testament is important tool
since it would ensure that your child with
special needs would not inherit your as-
sets directly, which may put them over the
applicable public benefits levels.

Supplemental Needs Trust

While public benefits cover many

services your child may require as an
adult, they do not cover everything.
Additionally, most parents are not
pleased with the fact that they have to
disinherit their special needs child in
order for their child to access public
benefits. Fortunately, there is a very
important tool that loved ones can use
to allow a child to remain eligible for
public benefits, but also have the
“extras” that you would want them to
have. This important tool is the Supple-
mental Needs Trust, also sometimes
referred to as a Special Needs Trust. A
Supplemental Needs Trust holds assets
for the benefit of the special needs child
without those assets being included in
determining eligibility for public bene-
fits. Generally speaking, monies in the
trust can be used to pay for items that
are not provided by the public benefit
system. For example, money in the trust
can buy a television, or pay for a com-
panion, or pay for a vacation. An attor-
ney who specializes in the area of spe-
cial needs planning is necessary when
preparing this type of trust. A good
place to start looking for such an attor-
ney is the Special Needs Alliance,
www.specialneedsalliance.org.  There
are different types of Supplemental
Needs Trusts to consider and review
with your attorney.

Advance Directives

Advance Directives allow a person to
appoint someone to assist with financial
and health care decisions if they are
unable to themselves. The most com-
mon advance directives are Powers of

Attorney (financial decisions), Health
Care Proxies, and Living Wills (medical
decisions). Advance directives may also
be an effective tool for the special needs
child who does not meet the criteria for
a guardianship (more fully discussed
below).

Guardianship

Parents of a special needs child, or
any child for that matter, are considered
the natural guardians until the child
reaches the age of 18. After 18 the child
is emancipated regardless of their func-
tioning level. Obtaining guardianship
enables parents and relatives to ensure
that they or others that they designate
may act as advocates with legal author-
ity and maximize all necessary and
available supports and resources for the
special needs child who requires some
level assistance in managing their per-
sonal and/or financial affairs. In order
to obtain guardianship, a court proceed-
ing needs to be commenced. There are
different types of guardianships, for
example a guardianship that is plenary
(covers everything), or one that is spe-
cifically tailored for the specific needs
of the child (i.e., the child can take care
of themselves in certain ways but needs
assistance with certain aspects of their
life). The guardianship that is right for
your child can be determined with your
special needs planning attorney.

Follow-Up

Once the above mentioned five tools
are put into place, it is important to se-

lect a combination of resources that will
ensure adequate funds for your child’s
lifetime, such as insurance, savings,
investments, family assistance, etc.
Your special needs planning attorney
can work with insurance and investment
professionals to facilitate this. It will
also be important to review the benefi-
ciaries of all “non probate assets” i.e.,
employer sponsored retirement plans,
IRAs, KEOGHSs, life insurance poli-
cies, etc. Additionally, it is important to
hold a meeting with all interested par-
ties, i.e., the Guardian(s), all Trustees
and Successor Trustees and all siblings;
and any other interested relatives, to
review the estate planning documents,
and to discuss the plan. Finally, it is
important to review all documents peri-
odically, especially if the child’s condi-
tion changes or the parents’ economic
situation changes.

There is nothing we hope for more
than science to come up with a cure for
Autism. Unfortunately, this has not hap-
pened to date. Thus, it is imperative that
you plan for the worst, but continue to
hope for the best. Not planning could be
devastating to the child that you are
trying so desperately to help. There are
tools available to ensure that your child
will be taken care of regardless of what
science finds. It is strongly recom-
mended that you take advantage of the
opportunity to plan while you are still
able to do so.

Nothing in this article should be con-
strued as legal advice. Please consult with
an attorney regarding your own particu-
lar situation.



