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Today’s Topics
▪ Overview of Government Benefits
▪ Special Needs Trusts and Estate Plans
▪ Care Plans and Letters of Intent

▪ Financial Planning
▪ How to create assets for your family and child

▪ Other Issues (ABLE accounts, Guardianship)
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Special Needs Planning
▪ Legal and Financial Planning is different for the special needs family.

▪ Typical parents raise their children for 18-22 years. The adult child
should then be independent and supporting themselves. These
parents are also planning for their own retirement needs, managing
both financial and health.
▪ As Special Needs Parents, we have many additional and greater
responsibilities. Our children may never fully live independently,
requiring multiple forms of support from us. Most importantly, we
must plan for their lives beyond us. This planning is essential and
critical, and should not be delayed.
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Every Parent’s Questions
▪ What amount of money will my child need throughout his/her life? How will
I earn, raise, or accumulate this amount?
▪ How will I protect the assets and benefits that I have established for my
child?
▪ Who will care for my child when I die?
▪ How will that person know what my child needs?
▪ How do I identify the right people/team to manage my child’s care once I
am gone?
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Special Needs Planning – Your Plans Coming Together
Financial Planning:
determines a strategy
to fund the Trust

Care Planning:
create a vision for your
child’s care and goals to
guide others in charge of
his or her care, living,
support and direction

Legal Planning:
to protect person’s
eligibility for public
benefits, protect the
assets in trust from
misuse, identify roles
and responsibilities
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Step 1: PUNS List
▪ “PUNS LIST” is defined as “Priority of Urgency of Needs System”
▪ Illinois does not have enough funding to provide services to all who need
them. The “PUNS” List is a waiting list of people who have Developmental
Disability and are waiting to receive services.
▪ Services include In-home support, residential living, job coach, respite services,
day programming, transportation, therapies, equipment and much more
▪ Register now, when records documenting the DD are current and available
▪ It is a waiting list, no guarantee of selection
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What Government Assistance is Available?
▪ Medicaid
▪ Supplemental Security Income (SSI)
▪ Social Security Disability Income (SSDI)

▪ Housing (paid via Medicaid)
▪ SNAP benefits
These are not guaranteed benefits!
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What Government Assistance is Available?
SSI

MEDICAID

SSDI

SNAP

Medical Care,
DME, Pharmacy

$841* in
monthly
income

Work history /
or draw on
parent’s SS

If on SSI,
automatically
eligible

Residential
living (voucher
program)

Can own 1
house, 1 car, up
to $2,000 in
assets

No asset
restriction

Benefit ranges
based on
assets, income

Employment
Training / Life
Skills Training
Programs

3 year look
back rule

Must become
totally
disabled, not
partial or
temporary

Eligibility:
Less than $2,000
in assets,

IL has 5 year
look back

Can receive up
to $1,358 based
on formula
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Need-Based Benefits
If you remember nothing else from this presentation, note that a safe general
rule of thumb is:

MAKE SURE THAT YOUR CHILD WITH SPECIAL NEEDS
DOES NOT HAVE MORE THAN $2,000 TITLED IN HIS OR
HER NAME AT ANY TIME!
• Bank accounts
• Savings Bonds

• Inheritance
• Mutual Funds

• UTMA accounts
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How to Plan Around the $2,000 Asset Limit
Introducing …the Supplemental Needs Trust
▪ A 1993 Federal Law (OBRA) specifically allows individuals (such as mom,
dad or grandma) to transfer money into a Trust, and hold it aside for a
beneficiary so it does NOT cause the beneficiary to exceed the $2,000
limit.

▪ Trust monies can then be used as needed to supplement government
benefits throughout the individual’s life.
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What is a “Special Needs” or “Supplemental Needs Trust”?
▪ Funds from this Trust can be used to pay for goods or services that
beneficiary’s care and quality of life. There is virtually no limit to what
funds can be used for.
▪ These assets are NOT owned by the beneficiary (and can’t be) and
therefore are NOT counted toward the beneficiary’s eligibility for various
governmental benefits.
▪ A SNT describes who will manage your child’s assets, finances, care,
supports, and other needs throughout life.
▪ Incorporates life planning components
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SNT – also a Care Plan
▪ The SNT also includes important instructions for your child’s care. This is
the chance to voice your concerns and directions.
▪ The Letter of Intent, read with the SNT, provides valuable, specific
information to guide the Trustee in making decisions and
disbursements.
▪ We can’t anticipate every situation, so giving Trustee a guide is very important.

▪ It includes a set of detailed instructions that describe your child, his
personality, his diagnoses, conditions, medical needs, supports, likes and
dislikes, and your goals.
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Financial Planning
▪ Financial Planning: Establish your overall needs and goals
▪ Planning must first address the parents’ retirement needs.
▪ Planning for a child with special needs will address that person’s long-term
financial requirements. How much money does your child need and how
can you provide it?
▪ Strategize a plan that incorporates public benefits and all other private
funding (from you) and how to meet those goals.
▪ Start now- do not delay establishing this incredibly important process. Do it
when you have the benefit of time.
▪ Make sure you work with a financial planner who understands special needs
planning. Do not be afraid to ask about their experience and connection to
our shared community.
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ABLE Accounts
▪ Achieving a Better Life Experience
▪ Savings account for a person with a disability
▪ Owner and beneficiary
▪ Anyone can contribute

▪ Disability onset before age 26
▪ Can be used for qualified
disability expenses
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ABLE Accounts

▪ Up to $100,000 does not count as assets for SSI
purposes
▪ Up to $16,000 in contributions per year
▪ Earnings of an employed individual with a disability
can also be deposited
https://www.illinoisable.com/
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Does my child need an ABLE account?
▪ Is your child receiving public benefits?
▪ Is your child working?
▪ Does your child need to access funds?
▪ Pay for day-to-day expenses
▪ Does your child use a debit card?
▪ Does your child currently have money in his/her
name?

17

Guardianship/Supported Decision-Making

Powers of
Attorney
•
•

Health Care
Property

Supported
Decision-Making

Guardianship
•
•
•
•

Plenary
Limited
Person
Estate
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Supported Decision-Making
• Person with a disability (the Principal) appoints a Supporter to
assist with making decisions about:
•
•
•
•
•
•
•
•

Obtaining food, clothing, and shelter
Taking care of physical and emotional health
Managing financial affairs
Applying for public benefits
Helping find work
Assisting with residential services
Helping with school
Helping to advocate

• Does not replace legal guardianship
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Special Needs Planning - It’s a Process
WHERE DO I START?
▪ Financial Plan: Take advantage of time and complete this first with a
qualified, established financial planner. This is a highly technical area of
planning and you cannot afford to work with someone without experience.
▪ Legal Plan: Consult with a special needs planning attorney to create a
documented, enforceable plan for your family.
▪ Care Plan: Part of your Legal Plan will entail creating a Letter of Intent.
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Key Takeaways
1.

Register for the PUNS list!

2.

As your child approaches age 18, consider how to best support him/her in
decision-making.

3.

Apply for government benefits (at age 18).

4. Begin asset planning now- ensure that your child does not have more
than $2,000 in their name!
5.

Write your child’s care plan (Letter of Intent)- this can be used now!

21

Take a Deep Breath
Thinking about this planning is
overwhelming. (We know, we’ve been there.)
We will help you through the steps!
1. We will guide you with an overall process,
one piece at a time.
2. We will help you keep the pace and
accomplish each step of the plan.
3. Having a solidified plan will bring you
comfort and assurance that you are taking
control of your child’s future and resources.
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Stay Connected with Us
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Menu of Services
▪ Special Needs Planning
▪ Estate Planning
▪ Trust Planning
▪ Transition Planning

▪ Life Planning
▪ Consulting
▪ IEP/Education
▪ Divorce

▪ Guardianship

▪ Benefits Consulting
▪ SSI/SSDI
▪ Medicaid
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