
 

Special Needs Trusts, Estate 
Planning, Guardianships, and 
Assistance with Social Security 

 

Lisa and Kate 

Lisa understands the joy and challenges of life 
with a special needs child. Her daughter Kate 

was born with Prader-Willi syndrome.   
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SOCIAL SECURITY INCOME:  When a disabled child turns 18, parents 
should apply for Social Security Income (SSI). The maximum benefit 
is $674 a month.  Often SSI will be denied on the first try, but parents 
should appeal the denial because the success rate of these appeals is 
very high and often back payments are awarded. Even if parents can 
afford to care for their child at age 18 and beyond, it is a good idea to 
receive this benefit and put it aside to help fund the child’s special 
needs trust.   

 

MEDICAID: Medicaid provides long-term medical care for adults and 
children with disabilities. When your child receives SSI, he will auto-
matically receive medical insurance through Medicaid.  This will of-
ten be the only insurance for which your child can qualify after the 
age of about 26, depending on the rules of the parents’ private insur-

W HEN a baby with special needs is born, parents are initially con-
sumed with meeting the medical needs of their child and coming to grips 
with the fact that their baby likely won’t have the kind of  life they ex-
pected. Soon a routine of doctor visits, therapy, and worry settle in as 
“normal.”  
    Nagging fears soon arise about who will care for their child if and 
when the parents cannot.   
    Somewhere along this journey, hopefully sooner rather than later, par-
ents of a child with disabilities should get legal documents in place to 
protect themselves and their child.  Generally, a special needs trust 
should be established for the child with disabilities.  By age 18 it is often 
necessary for a family to secure guardianship over a disabled individual 
and the parents should also apply for Social Security Income and Medi-

caid for their child. It is also recommended that each parent have a will 
that names a guardian for their minor children, a power of attorney, and 
a medical directive. Parents may also want to consider a revocable trust 
as part of their estate planning.  
 

PROTECTION FOR YOUR CHILD 
 

Special Needs Trust: Through special needs trusts parents can leave 
money for the benefit of their disabled child without disqualifying the 
child from government benefits. These funds are intended to supplement 
and not replace those benefits and can be used to purchase items that 
Medicaid will not such as a home, wheelchairs, vacations, hair care,  den-
tal care, recreational and cultural experiences, and a personal attendant. 
   When parents die, close and trusted families members can act as trus-
tees, or the ones who follow the parents’ instructions as to how the trust 
funds can be spent. Usually, money should not be given directly to the 
child because the child may not be able to manage the money carefully 
and because the money would disqualify the child from receiving SSI, 
DSPD, and Medicaid benefits. Similarly, parents should not give the 
money to a sibling of the disabled child with the understanding that the 
sibling will then take care of the disabled child. Among other problems, 
the sibling could spend the money; a future spouse of the sibling could 
resent the situation, especially if the money disqualifies them for receiv-
ing certain benefits of their own children, such as student loans; and di-
vorce or other life events may transfer the funds to another and thwart the 
parents’ wish that the money be used for the disabled child. (continued on 
page 2)    
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 Guardianship: Once a child with disabilities 
reaches 18 years, the law 
considers him an adult and 
parents are no longer able to 
make decisions for him.  He 
is presumed competent unless 
a court determines otherwise. 
This has many implications 
for parents. For instance, 
medical insurance companies 
and physicians often will no 
longer speak with parents regarding the health issues 
of their child. SSI money will belong to your child 
and parents will not have the legal right to determine 
how that money is used. If the child runs away, many 
law enforcement agencies view the disabled child as 
an “adult” and will not readily search for the disabled 
individual.   
   Parents should secure guardianship as close to the 
child’s 18th birthday as possible. Utah requires that 
parents hire an attorney to represent their child in the 
proceedings. The parents can represent themselves or 
have an attorney, different 
from their child’s attorney, 
represent them. 
 

Social Security Income: 

When a disabled child 
turns 18, parents should 
apply for Social Security 
Income (SSI). The maxi-
mum benefit is $674 a 
month.  Often SSI will be denied on the first try, but 
parents should appeal the denial because the success 
rate of these appeals is very high and often back pay-
ments are awarded. Even if parents can afford to care 
for their child at age 18 and beyond, it is a good idea 
to receive this benefit and put it aside to help fund the 
child’s special needs trust.   

 

Medicaid: Medicaid provides long-term medical care 
for adults and children with disabilities. When your 
child receives SSI, he will automatically receive 
medical insurance through Medicaid.  This will often 
be the only insurance for which your child can qual-
ify after the age of about 26, depending on the rules 
of the parents’ private insurance.   
 

PROTECTION FOR PARENTS 
 
Will: A will is a basic legal document that allows you 
to direct to whom your property will be distributed. 

The executor is named in your will and is the person 
that will administer your wishes upon your death. The 
will is the tool by which you leave assets to your chil-
dren, grandchildren, charities, or other heirs.  If you 
die without a will, you die intestate.  State law will 
then determine how your assets will be distributed. 
Under state law, if you die without a will, your child 
with disabilities will likely receive assets of more 
than $2,000 and would become ineligible for govern-
ment benefits such as SSI, Medicaid, and DSPD.   
 
Power of Attorney: A power of attorney names those 
to act for you, often a spouse or adult child, while you 
are still living if you become disabled or incapaci-
tated and cannot make decision on your own regard-
ing your financial matters. 

 

Medical Directive:  The Utah Advance Healthcare 
Directive names the people you want to act on your 
behalf when you are unable to communicate your de-
sires for medical treatment. 

 

Revocable Trust: Some 
parents will want to choose 
a revocable trust along with 
a will that pours over the 
parents’ assets into the trust 
upon death. This choice al-
lows a family to avoid pro-
bate with the accompanying 
delay, court costs, and attor-
ney fees.  When a revocable 

trust is coupled with a “stand alone” special needs, 
the caretaker of the disabled child will have instant 
access to funds rather than waiting for an often 
lengthy and expensive court process. Additionally, 
with the stand alone special needs trust, other families 
members such as grandparents can contribute to the 
child’s special needs trust either through their own 
estate planning or with life-time gifts.   
 
Letter of Intent: Along with securing appropriate 
legal documents, parents should also consider draft-
ing a letter of intent. Although not a legal document, 
this letter provides future caregivers and guardians 
with a clear understanding of the child’s physicians, 
health and medical concerns, specific care strategies 
that parents have learned and developed over the 
years, the child’s personality traits and preferences, 
dietary requirements, financial and legal information, 
and the parents’ vision and hopes for their child’s fu-
ture.  
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If you die without a will, 
your child with disabilities 
would become ineligible for  
government benefits such as 
SSI, Medicaid, and DSPD.   
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Helping  Utah  Families    
Protect  the  Ones  They  Love 

About Us 
 
LISA BRODERICK THORNTON first and 
foremost is “mom” to her daughter Kate 
who happens to have Prader-Willi syn-
drome. Lisa has served as the president 
of the Utah Prader-Willi Syndrome As-
sociation for the last four years and has 
sat on several boards of organizations 
devoted to helping people with disabili-
ties. She is also an attorney who has do-
nated thousands of hours to help Utah 
families and the special children they 
love.   
 
 
CHRISTENSEN THORNTON, PLLC is 
an experienced team of lawyers who offer 
the capabilities and experience of a large 
firm with the friendliness, responsiveness 
and lower fees of a smaller firm. Our practice 
areas include family law including adoptions, 
divorce, custody, and mediations, special 
needs planning, estate and trust planning, 
guardianships and conservatorships, Social 
Security Income and Medicaid, commercial 
litigation, real property litigation, personal 
injury, property sales, acquisitions, ex-
changes and finance, land use planning and 
zoning, business organizations, mergers and 
acquisitions, and general business transac-
tional law including banking and finance, 
and civil litigation and appellate work. Our 
attorneys are licensed in Utah and California. 
We invite you to contact us for a consultation 
to evaluate your legal needs. 

CHRISTENSEN THORNTON, PLLC  
136 East South Temple, Suite 1400 

Phone: (801) 303.5800 
Fax: (801) 322.0594 

E-mail: lthornton@ctlawfirm.net 
 www.christensenthornton.com 


