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Estate Planning for Parents
of Children with Special Needs
A

Six Choices
Six Choices for Estate Planning

beneﬁt purposes and disqualify the disabled
child from receiving public beneﬁts.

You have six choices with respect to your
estate planning and provision for your disabled Fi h ‐ Special Needs Trust. The solu on is to
establish a special needs trust for the disabled
child:
child. The trust is designed so that the assets
First ‐ Disinheritance. You can simply disinare not available for public beneﬁts purposes.
herit the child. This is not a good idea even if
By u lizing such a trust the child can retain
your child has minimal needs, because most
public beneﬁts and also enjoy the assets le by
needs are being covered by public beneﬁts.
the parent.
Second ‐ Gi to Disabled Child. The problem
Types of Beneﬁts
is if your child is receivIf your child is receiving
ing means-tested public
or may receive SSI or
beneﬁts or may receive
Medicaid these benemeans-tested
public
ﬁts are means-tested.
beneﬁts in the future,
For means-tested public
the gi from you will
beneﬁts the rule of
disqualify your child
thumb is that the recipifrom receiving those
ent may not have more
beneﬁts. The medical
than $2,000 of assets
beneﬁt may be worth
and receipt of income is
hundreds of thousands
also considered. If your
or even millions of dolchild worked enough
lars over your child’s
and
is
simply
receiving
Social Security Disability
life me.
and Medicare, a support trust may be more
Third ‐ Distribute to Siblings. You can make a
appropriate than a special needs trust. Howevdistribu on to a sibling with the understanding
er, if there is any possibility that the child may
they will take care of the disabled child. This is
be receiving means-tested public beneﬁts in
a risky proposi on. Assets you leave to your
the future, a special needs trust is usually the
disabled child’s sibling are subject to creditors
be er choice.
of that sibling. If your healthy child is in an
automobile accident and has inadequate insur- Reasons for Trust
ance, the injured party can recover all of your Besides protec ng public beneﬁts there are
healthy child’s assets, including those you other reasons for establishing a trust for your
wanted set aside for your disabled child. They disabled child. These reasons are usually assomay also be claimed in a divorce ac on and ciated with Achieving Independence for your
there is a risk of misappropria on or misman- child. The beneﬁts in establishing a trust inagement by the sibling.
clude the following:
Fourth ‐ Support Trust. Establishment of a • Control of trust assets
support trust. Many parents working with in- • Protec on from friends
experienced lawyers establish support trusts • Money management
for the beneﬁt of their disabled children. These
(Continued on page 2)
trusts are considered “available” for public
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We are an Elder Law and
Special Needs Trust Law
Firm. Located in Little
Rock, Arkansas, we focus
on helping individuals
obtain Medicaid benefits
without losing their home,
Long Term Care Planning
for victims of Alzheimer's
Disease and other related
disorders, Special Needs
Trust solutions for families with children with
special needs, and Preserving Eligibility for Public Benefits for personal
injury victims.
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E STATE P LANNING FOR P ARENTS OF C HILDREN WITH S PECIAL N EEDS
and the sibling trustee.

Professional Trustee. Professional trustees include banks,
a
orneys, CPAs and other professionals. Financial advisors are
Funding the Trust
usually prohibited from serving as trustee if they are going to
When you establish your trust decide how much money will be manage the money. The advantages in selec ng a professional
needed to fund the trust. For many families their ﬁrst ins nct is trustee are that they are able to provide expert money manageto divide their assets on death equally among their children. ment and they are familiar with public beneﬁt laws.
When there is a disabled child, this may not be a good formula.
Your healthy children probably are able to work and support Co‐Trustees. Another solu on is usually to have a family
themselves. Your disabled child may not be able to work at all member and a professional serve as co-trustees. The professional brings the exper se in money management and public
or his or her work may be limited.
beneﬁts laws. The family member is in a be er posi on to know
What will happen to that child if public beneﬁts disappear?
your disabled person and his or her needs.
The best way to answer this ques on is to focus on the needs Du es of Trustee
of the disabled child. The best way to determine the needs of
the disabled child is to prepare a detailed budget that will give In selec ng a trustee it is important to understand the trusyou an idea of what you feel your child will need in the future to tee’s du es. The trustee is a ﬁduciary, which means that he or
she must act in the best interest of the
live a lifestyle that you envision for that
The advantages in selecting beneﬁciary of the trust. The trustee is
child.
a professional trustee are
held to a high standard of performance.
One way to calculate the cost of mee ng that they are able to provide Trustees must invest the trust assets in
your child’s future needs would be to expert money management accordance with the Prudent Investor Act
quan fy those needs by comple ng a
and they are familiar with
or the Prudent Man Rule, depending on
budget and then mul plying by a factor
public benefit laws.
state law. They must furnish accoun ngs
that will determine the amount of money
in accordance with the Principal and Inthat would need to be invested to produce an annual income come Act. They must carry out the terms of the trust agreesuﬃcient to meet your child’s needs. For example, if you believe ment, and they must be loyal to the beneﬁciary.
that your investments will produce a 5% rate of return, you
would use a factor of 20. You divide the number 100 by 5% to The trustee should set an agenda for distribu ons to the beneget the 20. If you believe that you could get a 3% rate of return, ﬁciary. If the trustee distributes cash directly to the beneﬁciary,
it is likely that this will adversely aﬀect the beneﬁciary’s public
the number would be 33.
beneﬁts. It may even cause these beneﬁts to be lost. If the trusOnce you have calculated the amount you will need to deter- tee distributes money to third party providers of goods and sermine where you will get the money to put into the trust. Most vices, as a general rule, this has no eﬀect on the beneﬁciary’s
parents would like to leave their healthy children something, so public beneﬁts. This is the best way to make distribu ons.
begin by se ng aside an amount for them. Then compare the
amount you have le over with the amount you feel you will But if a trustee makes distribu ons to a third party for food
need for your child. In many instances, there will be a signiﬁcant and shelter for the beneﬁciary, this is called in-kind support and
shor all. Consider purchasing life insurance to make up that maintenance or ISM. These distribu ons cause a reduc on in
shor all. Try to avoid buying term insurance, because your the SSI beneﬁt of approximately one-third, but do not aﬀect
child’s need will not go away. Over me, the cost of term insur- most other beneﬁt programs.
ance will increase signiﬁcantly. You are usually be er oﬀ buying There are certain distribu ons for goods which are permi ed
that usually have no eﬀect on public beneﬁts eligibility. These
a smaller amount of whole life insurance.
are as follows:
Selec on of Trustee
Parents. Generally, parents will serve as trustee of a special • Purchase a home;
needs trust as long as either parent is alive. The problem arises • Furniture;
• Handicap van or regular car.
when the parents die.
In addi on, there are certain distribu ons for services that
Family Members. The most common op on for selec on of a have no eﬀect on public beneﬁts eligibility. These are as follows:
trustee is a family member. There are two reasons why family • Medical insurance;
members are preferred. There is a percep on that the family • Telephone bills;
member will not charge a fee and a belief that the family mem- • Services of a care manager;
ber has the best interest of the disabled child at heart. Neither • Vaca ons;
of these assump ons are necessarily valid. Fees charged by pro- • Medical treatment for which public funds are unavailable;
fessional trustees are modest, usually about 1% of trust assets • Diﬀerence between a private and semi-private room in an inper year. Because of professional exper se, they are usually s tu on;
able to invest the money to more than oﬀset the 1% charge. • Installa on of a burglar alarm or monitoring/response system
Appoin ng siblings of the disabled person as trustee puts them in home.
in a bad posi on. One of the trustee’s jobs is to say “no” to the Repor ng Guidelines
disabled person if they make unreasonable requests for trust
distribu ons. This builds resentment between the disabled child If the beneﬁciary is receiving SSI, then the repor ng require-
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ments of the Social Security Administra on must be sa sﬁed.
Once the trust is funded, the trust should be sent to Social Security for approval. The following events must be reported to Social Security:

als, including family and friends, for a single tax year is
$15,000. Upon the death of the beneﬁciary the state in which
the beneﬁciary lived may ﬁle a claim to all or a por on of the
funds in the account equal to the amount in which the state
spent on the beneﬁciary through their state Medicaid pro• Address. Change in Beneﬁciary’s address.
gram. This is commonly known as the “Medicaid Pay-Back” pro• Employment. Change in employment status.
• Living Arrangements. Change in the arrangements (such as vision and the claim could recoup Medicaid related expenses
from the me the account was open.
adding or losing a roommate).
• Income. All income (including the receipt of any direct income
or ISM from the Trust)
• Resources. Any change in countable resources.
• Medical Insurance Coverage. Any change in the Beneﬁciary’s
medical insurance coverage.
• Marital Status. Any change in the
Beneﬁciary’s marital status.
• Physical or Medical Condi on.
Changes or improvements in Beneﬁciary’s physical or mental condi on (for
example, the Beneﬁciary improves so
much that he or she is no longer considered disabled).
• Medical Facility. Admission to or discharge from any health facility or public
facility (such as a hospital or nursing
home).
• Travel. Any trip outside the United
States.
• Other Public Beneﬁts. New eligibility for other public beneﬁts.
As you can see, the establishment and administra on of a special needs trust is complex. However, it is cri cal for your disabled child’s future.
Sixth ‐ ABLE Account. ABLE Accounts, which are taxadvantaged savings accounts for individuals with disabili es and
their families, were created as a result of the passage of the Stephen Beck Jr., Achieving a Be er Life Experience Act of 2014 or
be er known as the ABLE Act.

Do I have to wait for my state to establish a program before
opening an account?
No. While the original law passed in 2014 did s pulate that an
individual had to open an account in
their state of residency, this provision
was eliminated by Congress in
2015. This means that regardless of
where you might live and whether or
not your state has decided to establish
an ABLE program, you are free to enroll in any state’s program provided
that the program is accep ng out of
state residents.
How is an ABLE account diﬀerent than
a special needs trust?
An ABLE Account will provide more
choice and control for the beneﬁciary
and family. Cost of establishing an account will likely be considerably less than either a Special Needs Trust (SNT) or Pooled
Income Trust. With an ABLE account, account owners will have
the ability to control their funds and, if circumstances change,
s ll have other op ons available to them. Determining which
op on is the most appropriate will depend upon individual circumstances. For many families, the ABLE account will be a signiﬁcant and viable op on in addi on to, rather than instead of, a
Trust program.

The beneﬁciary of the account is the account owner, and income earned by the accounts will not be taxed. Contribu ons to
the account, which can be made by any person (the account
beneﬁciary, family and friends), must be made using post-taxed
dollars and will not be tax deduc ble for purposes of federal
taxes, however some states may allow for state income tax deduc ons for contribu on made to an ABLE account.
Eligible individuals and their families will be allowed to establish ABLE savings accounts that will largely not aﬀect their eligibility for SSI, Medicaid and other public beneﬁts. The legisla on
explains further that an ABLE account will, with private savings,
"secure funding for disability-related expenses on behalf of designated beneﬁciaries with disabili es that will supplement, but
not supplant, beneﬁts provided through private insurance, Medicaid, SSI, the beneﬁciary's employment and other sources."
The ABLE Act limits eligibility to individuals with signiﬁcant
disabili es with an age of onset of disability before turning 26
years of age. You need not be under the age of 26 to be eligible
for an ABLE account. You could be over the age of 26, but must
have had an age of onset before the individual’s 26 birthday. The total annual contribu ons by all par cipa ng individu-
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Raymon Harvey’s family settled in Arkansas over 150 years ago. He grew up in El Dorado
and studied in Jonesboro and Memphis. Raymon has a B.A. and M.A. from Arkansas State
University and J.D. from Memphis State University. Since 1997 his law practice has been
located in Little Rock where it is limited to Elder Law, Special Needs Planning and Estate
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Raymon is a member of the National Academy of Elder Law Attorneys, the Arkansas Bar
Association and the Arkansas Trial Lawyers Association as well as a Charter Member of the
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