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Legal & Future Planning
for children & adults with special needs…

BRIAN 
RUBIN

Attorney & 
Parent

BENJI 
RUBIN

Attorney & 
Sibling

S.I.B.S.
Supporting Illinois Brothers & Sisters

Illinois Chapter of the national Sibling 
Leadership Network

S.I.B.S. www.sibsnetwork.org
Supporting Illinois Brothers & Sisters 
Illinois Chapter of the national
Sibling Leadership Network

Request 
Form
Item
# 7
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What YOU,
or “ ”, do

Government  Benefits

WHERE FROM ?
Working ?
Parent(s) ?
Siblings ?
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WHERE FROM?The
“GREAT” STATE OF

REQUIRES
SPECIAL
NEEDS

TRUSTS
1/3 

reduction
to $449.34

Medicare

Income &
Asset Test

JUST
Income Test

More than 
medical…

TWO YEARS

Assets
$ 2,000

ProgramsRx - Co Pays 
– Deductibles
RESIDENTIAL

CDB (DAC) on parent’s 
record IF

Income &
Asset Test2020 = $783

Disabled ?  A two part test:
• Listing level impairment 

• Diagnosis
• Current Medical Information

• Functional limitations – Why 
can’t work?
• Documentation from 

“Professionals”
• IEPs, School Records

• Concentration, Pace, 
Persistence

• Appropriate Social 
Functioning

• Activities of  Daily Living
• Understand, Remember, 

Apply Information (new for 
2017)

• Interact with Others (new for 
2017)

• Adapt or Manage Oneself  
(new for 2017)

• Inability to Use Two Limbs

IF DATE OF ONSET 
BEFORE 22 & PARENT:
•Deceased
•On SSDI
•Retires and 
receiving SSA

Income:
2020 $ 1,260

Earned Income - Non-student 
• Earned Income – Student

2020 $ 1,900 @ mo. / $ 7,670 @ yr.
• after $85 @ month, 

lose 50 cents on the dollar

CO-PAYS

As of 9/1/19
$0 Co-Pays!

1/3 less if:
• Don’t charge rent (Taxable 

Income)
or
• Don’t charge “fair share”
• NOT Taxable Income but 

won’t work if  over SSI 
amount… 

• $ 783 reduced to $ 522 (2020)

2nd of  3 - Traditional Medicaid
1.Feds match 50%
2.$2,000 of  non-exempt  assets
3.Income under $1.088 ($1,063 plus 

$25 ) (spend down) 
March 2020

Quarters – own record:
2020 $1,410

Before 24 – 6 quarters

1st of  3 - ACA/Obama Care Medicaid
1.Feds match 100% - the current Illinois 

default…
2.No asset test
3.Income under $1,467 @ month
(March 2020)
1.But:

• Parents’ income counts if  IRS 
Dependent

• Under 65
• Not on Medicare

3rd of  3 - HBWD Medicaid 
(Health Benefits for Workers with Disabilities)
1.Feds match 50% like traditional Medicaid
2.Must be employed and FICA being withheld
3.Non-exempt assets under $25,000
4.Qualified Plans (IRAs/401ks) fully exempt
5.Income under $3,746 @ month  (March 

2020)
6.Previously on SSI or SSDI as “disabled”
7.Doesn’t work for “residential” only 

“community”

BEWARE…
SSI/SSDI

If  living “residential” 
then only keep 
$60 @ month

for personal use…

BEWARE:
If   turned down for 
Medicaid on application or 
lose Medicaid  on 
redetermination, the State 
doesn’t  automatically then 
try one of  the other 
“types”.
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• Note for Supplemental Security Income (SSI) 
Recipients (From Commissioner of SSA):
– Issuance of economic impact payments as quick 

and efficient as possible. We realize people are 
concerned, and the IRS will provide additional 
information on their web page when available. 
Please note that we will not consider economic 
impact payments as income for SSI recipients, 
and the payments are excluded from resources 
for 12 months.

–We will continue to update Social 
Security’s Coronavirus COVID-19 web page as 
further details become available.”

 Dependent children NOT subject to 

“limiting age” provisions!

 Even if living “residentially”! 

 Even if can’t claim as dependent for 

IRS Income Tax purposes!

 since 1969, amended 1997 & 2007.

“the attainment of the 
does not operate to terminate the 
hospital and medical coverage of a 
person who, because of a 
handicapped condition that 
occurred before attainment of the 
limiting age, is 

.”

Request 
Form
Item
# 4
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2 Versions, both...
 Reserve
 Supplemental Fund
 Over & Above    

Government Benefits
 No $ limit
 Federal 
 State

2 Versions, both...
 Reserve
 Supplemental Fund
 Over & Above    

Government Benefits
 No $ limit
 Federal 
 State




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



INHERITANCE

GIFT

THEN
UPON 

BENEFICIARY
PASSING…

FAMILY
CHARITY

GUARDIANS

INSURANCE
IRA
401K

Beneficiary’s own assets
Including child support (divorce)
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#1 So NO “Piggy Backing”

#2 NO “Grand Fathering”

#3 NO Nursing Home 
Impoverishment
#4 NO Place for

“large” gifts to go
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So what’s all 
the for?

 Instruction        
Manual

 “Rules of  the 
Road”

Who can use 
it?

Parents

Siblings

Grandparents

Anyone...

Remember - 3rd Party

Parents & Family

as Trustees…

28 29 30
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So what’s all 
the for?

 Instruction        
Manual

 “Rules of  the 
Road”

Who can use 
it?

Parents

Siblings

Grandparents

Anyone...

Remember - 3rd Party

Parents & Family

as Trustees…
®
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WHAT ABOUT GIFTS ?
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BENEFICIARY
…consider spending it down on 
allowed expenditures, such as:

 COMPUTER, TV, DVD PLAYER…
 VACATION
 PRE-PAID FUNERAL
 PAY OFF DEBTS… EVEN TO
PARENTS…

 CLOTHES
 BUT MUST BE FOR HIS/HER
 SOLE BENEFIT…

Is an ABLE Account an option?

• Now available in Illinois 
• Maximum $15,000 a year from ALL sources!
• Only ONE account per beneficiary!
• Beneficiary is OWNER, if (or when) 18, if no Guardian!
• Balance can not be more than $100,000 for SSI
• & never more than maximum for 529s in host State (Illinois = 
$450,000).
• But, limited on how can spend (“sort of”)! Penalties & tax!
• Pay back on death, so not really not for large 3rd party 
contributions.
• Tax free?  SO WHAT!
• What if Beneficiary has Guardian or is a minor?

When to consider ABLE?
1. Excess SSI/SSDI/Earnings to avoid $2,000 issue? But if SSD not SSI… & 

working, consider HBWD 1st!
2. Short term savings
3. For beneficiary to be in control of “some” spending money
4. Avoid 1/3 reduction for housing if on SSI
5. Small inheritances not correctly left to 3rd party trust
6. Small law suit settlements
7. 2018 - Convert traditional 529 Account… up to $15,000 limit…
8. 2018 - Additional contribution of the lesser of earned income from 

employment for year & $12,060, if no contribution by or for to an employer 
retirement saving plan.  However, the earned income will still be counted for 
purposes of eligibility. 
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• New Illinois Statute… 
• Not as advertised…
• No Pay Back is being “advertised” 

BUT
1. Doesn’t apply to all 9 Illinois 

Medicaid Waivers including 
DDD and DRS, and specifically   
CILA/ICFDD, SODC, HBSS

2.Doesn’t apply to even medical 
Medicaid post  age 55

• Tax Deduction… so what
• Child Support… Feds say NO!

Request 
Form
Item
# 11
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 “OBRA 93 Trust”… 
 “(d)(4)(A) or (C) Trust”
 “PAY BACK Trust” (like 
an ABLE account…
 because…

Party Special Needs Trust

Medical
Malpractice Special

Needs
Trust                                             Trust                                                   Personal

Injury

Then
upon

passing…

any left
only then:
FAMILY
CHARITY

GUARDIANS
Inheritances
& Gifts NOT
to 3rd party

SNT

His/Her own assets,
such as savings bonds,&

Only if NOT 65
 Only by Parents, grandparents, 
Courts, guardians & self (new)… NOT
others
 SSA Position...
 Courts often require...
 Pay Back to day 1...
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Request 
Form
Item
# 3
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WHICH “ ” FIRST? COMMON ATTORNEY MISTAKES!
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COMMON ATTORNEY MISTAKES! COMMON ATTORNEY MISTAKES! COMMON ATTORNEY MISTAKES!
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COMMON ATTORNEY MISTAKES! COMMON ATTORNEY MISTAKES! COMMON ATTORNEY MISTAKES!
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COMMON ATTORNEY MISTAKES! COMMON ATTORNEY MISTAKES! COMMON ATTORNEY MISTAKES!
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COMMON ATTORNEY MISTAKES! COMMON ATTORNEY MISTAKES! COMMON ATTORNEY MISTAKES!
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COMMON ATTORNEY MISTAKES! COMMON ATTORNEY MISTAKES! COMMON ATTORNEY MISTAKES!
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COMMON ATTORNEY MISTAKES! COMMON ATTORNEY MISTAKES! COMMON ATTORNEY MISTAKES!
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COMMON ATTORNEY MISTAKES! COMMON ATTORNEY MISTAKES! COMMON ATTORNEY MISTAKES!
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76

Request 
Form
Item
# 1

Handbook

Request 
Form
Item
# 6

Reading
Material

Request 
Form Item # 9 

SNT/Taxes
76 77 78
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 Who will make all of 
the necessary 

decisions?
 Medical?

 Government Benefits?
 School Issues?

 Recreation & Social?
 Employment?
 Day Programs?
 Residential?

 Can they 
understand?

 Job will outlast
them!

 Other Children?  
Siblings?  
Grandparents?  
Friends?

 School District 
of Guardian?

 Married 
Couples?

 Same as 
Trustees?
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MITCH

RUBIN

You need to write it ALL down!
Guidance & Instructions For

Future Guardians,
Trustees, & Care Providers.

 family information
 diagnoses, hospitalizations, medications, doctors, other  

professionals… PAST & PRESENT!
 behavior… “dos” & the “do nots”…
 “melt down” techniques…
 school concerns, suggestions…
 employment, adult activities, living situation…
 when someone dies…
 Government Benefit Information…
 Wills, Trusts, Life Insurance, Powers of Attorney, SNT, 
funeral desires &  related info…
executive summary

WRITE IT DOWN!

Request 
Form

Item # 2
Form & Articles
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MITCH

RUBIN

You need to write it ALL down!
Guidance & Instructions For

Future Guardians,
Trustees, & Care Providers.

 family information
 diagnoses, hospitalizations, medications, doctors, other  

professionals… PAST & PRESENT!
 behavior… “dos” & the “do nots”…
 “melt down” techniques…
 school concerns, suggestions…
 employment, adult activities, living situation…
 when someone dies…
 Government Benefit Information…
 Wills, Trusts, Life Insurance, Powers of Attorney, SNT, 
funeral desires &  related info…
executive summary

WRITE IT DOWN!

Request 
Form

Item # 2
Form & Articles
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• Schools?
• Doctors/Hospitals/Insurance 

Claims?
• Signing documents/Contracts
• Dealing with SSA /State
• Residential/Living arrangements
• Employment/Day Programs, 

Agencies
• Marriage
• Driving
• Arrests – DD/ID/MI is NOT Diplomatic 

Immunity…
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1. lacks decisional capacity 
2. no health care agent 
3. then… (a) Guardian of Person… (b) spouse… (c) any adult children… (d) any parent… (e) any 

sibling
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 Powers of Attorney 
 Financial/Property 
 Health Care/Medical/Living Will
 Mental Health Treatment
 Education

 Representative Payee
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Government Benefits
IRS
Residential
Employment matters
Funding/establishing self settled (d4A/C) 

SNTs and ABLE Accounts
HIPAA release
UID/PW
Copies

100 101 102



35

PARENT
SIGNS
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1. Will he/she “sign” them ?
2. Will he/she allow you to act, or will 

he/she terminate/void the PA as soon 
as… when…?

3. Doesn’t prohibit him/her from…
4. Remain vulnerable?

106 107 108
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• What if he/she is on computer buying things with 
mom’s credit card.

• What if he/she announces that he/she is getting 
married or moving in with “friend”.

• What if he/she refuses to have parents at 
IEP/504/ISP meeting, or is “tricked”.

• What if he/she goes for driver’s license test and you 
said no.

• What if he/she is being asked to sign ____ ?

1. Will he/she “sign” them ?
2. Will he/she allow you to act, or will 

he/she terminate/void the PA as soon 
as… when…?

3. Doesn’t prohibit him/her from…
4. Remain vulnerable?
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Power(s)
of

Attorney
Limited/Partial

Guardianship

Plenary (Full)

Guardianship

Health Care
Surrogate Act

A LEGAL RELATIONSHIP between an 
individual (the guardian) who 

another individual 
(the ward),who lacks sufficient capacity to 
manage his or her own affairs or make & 
communicate important decisions.
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(the ward)

755 ILCS 5/11a GUARDIANS FOR ADULTS WITH DISABILITIES
• 755 ILCS 5/11a-5 Who may act as guardian. 
• (a)

(1) has attained the age of 18 years;
(2) is a legal resident of the United States; (that is not need be 

Illinois)
(3) is not of unsound mind;
(4) is not an adjudged person with a disability
(5) has not been convicted of a felony, unless the court finds…

• (b) Any public agency, or not-for-profit corporation found capable 
by the court

• (c) Any corporation qualified to accept and execute trusts in this 
State may be appointed guardian of the estate of a person with a 
disability
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Need to
educate

agencies!

 Health Care Surrogate Act –
Guardian #1

 Make medical treatment 
decisions including decisions 
to forgo or withdraw life-
sustaining treatment. 
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BUT, EVEN IF A PLENARY 
GUARDIAN IS APPOINTED… 
HE/SHE CAN STILL VOTE…

FOR THIS IS
ILLINOIS!

DMV does NOT
follow the law!
Even if DMV allows

with M.D. letter, 
allows, DON’T!

1. Liability
2. Insurance?

NOT
IF PLENARY

for sure…
Limited ?

Request 
Form
Item
# 8

Guardianship & 
Driver’s License
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






NEW ILLINOIS LAW - Public Act 100-483 - effective September 8, 2018
REQUIRED TRAINING FOR GUARDIANS… even for parents

• Required Training
• outlines the duties and responsibilities of   guardians…
• outlines the rights of  a person with a disability… 
• at no cost, and shall

• File with court a certificate of  completion within one 
year, EXCEPT… “the court may, for god cause shown, 
exempt from this requirement…”

• However, only applies to 101 of  the 102 Illinois 
counties…

NOT applicable to Cook 
County?!?! Don’t ask…

136 137 138



47

Guardianship Training Link: 
https://www2.illinois.gov/sites/gac/OSG/Pages/Guardianship-Training.aspx 

 
Barry G. Lowy 

Director, Office of State Guardian 
Guardianship and Advocacy Commission 

401 S. Spring Street, Suite 521 
Springfield, IL 62706 

(217) 785-0333 

Request 
Form
Item
# 5

Guardianship & 
Alternatives
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NOT JUST special needs trusts, NOT just documents…
 Not just additional special provisions in Wills, Living Trusts, & Powers of Attorney
 Not just extended family instructions & forms
 Not just planning for probate court avoidance
 Not just federal & state estate tax (death tax) avoidance or minimization planning
 Not just at 18 guidance & advice on guardianship & alternative options to guardianship
 Not just assistance & forms for changing titles & naming beneficiaries
 Not just guidance on navigating the  PUNS system & the Illinois maze of children & adult 

services, including home based & residential options
 Not just guidance & forms for “Letters of Intent”, guidance for the “future team”
 Not just consulting & planning on the impact of divorce on SSI & Medicaid
 Not just consulting & planning on the impact of litigation settlements on SSI and Medicaid
 Not just advice & consulting on the proper or appropriate use of ABLE accounts
 Not just assistance navigating a move to another State due to different laws & programs
 Not just assistance & intervention with Government Benefits issues &  responding to 

correspondence from SSA & HFS (the State Medicaid Agency)
 Not just telling you of new laws, regulations, policies, & options impacting your planning
 Not just parent to parent & sibling to sibling mentoring

Email form
To

email@rubinlaw.com

144
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Contact Brian and Benji at:
email@rubinlaw.com

866.to.rubin or 847-279-7999

145


