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Special Needs Trusts Basics

What We Will Cover Today
Intro to SNA  Stephen W, Dale
Defining the Challenge Stephen W, Dale
Intro to benefits Brian Rubin
SNT Basics and ABLE Act Robert Fleming
Choice of Trustee Stephen W, Dale
POA/Advance Directives/ Guardianships Brian Rubin
Miscellaneous problems: UTMA, bad old 
trusts, income tax filings,  Robert Fleming
Revisit planning periodically Stephen W, Dale
Including NAMI in your Estate Plan Emily

Questions All

Brian Rubin
Buffalo Grove, Illinois 

• Attorney Brian Rubin is the father of a thirty‐four year 
old son, Mitch, who is dually diagnosed with both 
mental illness and developmental disabilities (Bi 
Polar, OCD & Autism). Brian’s law practice is LIMITED
to appropriate "Special Needs Legal & Future 
Planning" for his fellow Illinois parents and families of 
children and adults with special needs. 

• He is a frequent lecturer to NAMI Chapters in Illinois, 
and has spoken previously, numerous times, at NAMI 
National Conventions.

• Brian is an Officer and Director of the Special Needs 
Alliance.

• Among Brian’s many “hats”, he is a Commissioner on 
the State of Illinois Guardianship & Advocacy 
Commission.  
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4

FICA

TAXPAYERS

House of Benefits TM

MUST:
1. Have paid into FICA &
have “sufficient” Quarters*
(2015 = $1220)…
2. Or maybe on “another’s” 
work record… …
3. Does NOT look at assets

• SSA definition of disabled:

1. listing level impairment
2. functional limitations
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Listing Level Impairments – the easy part…

 Organic Mental Disorders

 Schizophrenic, Paranoid and other 
Psychotic Disorders

 Affective Disorders

 Anxiety Related Disorders

 Somatoform Disorders

 Personality Disorders

Functional Limitations

 Concentration, Pace, Persistence

 Social Functioning

 Activities of Daily Living

BEWARE:

 Non-Compliance
 Drugs

 Appointments

 Drug & alcohol

 The term repeated episodes of  decompensation, each of  
extended duration in these listings, means three 
episodes within 1 year, or an average of once every 4 
months, each lasting for at least 2 weeks. 
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…and due to the above:

UNABLE TO EARN “SGA” 
(Substantial Gainful Activity)

SGA (Non-Blind) : 2015
= $1,090

If earn more than SGA

Impairment Related Work Expenses

(Deduct the cost of certain impairment-
related expenses, that are needed in order 
to work, from the gross earnings.

Examples of impairment-related expenses: 
cost of required meds…)

12

FICA

TAXPAYERS

House of Benefits TM
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 Who is eligible?
• 65 y/o on SSA
• 65 y/o on SSI
• 65 y/o & Federal Employee
• Any age - ALS
• Any age - Renal dialysis for end stage renal disease

•Any age - Receiving SSDI 
checks for 24 months…

NOTE – SSDI, NOT SSI!

Part A – inpatient hospital
Part B – Outpatient & doctors (PREMIUM) 

Part C – Medicare Advantage Plan
Part D – Drug benefit (PREMIUM) 

QMB – If have Medicaid &… 

15

FICA

TAXPAYERS

House of Benefits TM



Section 2 – Benefit Basics http://www.nami.org
2015 NAMI National Convention

Special Needs Alliance
http://www.specialneedsalliance.org/ 6

• Supplemental Security Income
• 1 Person “Federal” Maximum 2015 = $ 733
• Many States have “State Supplement”… but not mine!

• Who is eligible?
• 65 years old or older
• Blind in both eyes

• Disabled (Listing level impairment 
AND functional limitations) …

• How Process Works:
• Disabled?
• Date of onset? VERY IMPORTANT… …
• Need payee?

• LOOKS at income, assets, and living arrangements

• If  over income or asset  ($2,000) limit – no SSI

• Under 18 years old, parents income & assets count

• Spouse’s income & assets count

• Income

• Under 22 y/o & Full time Student exemption = $7,180/yr

• 22 y/o + or Not full time Student - monthly   

• $85 ok then $2  earned - $1 SSI

• CHILD SUPPORT & ALIMONY/MAINTENANCE

Unearned Income Earned Income In-Kind Support & 
Maintenance

Includes gifts, 
payments from 
annuities and  
pensions, alimony & 
support payments, 
dividends, interest, 
rents, awards and 
payment from other 
benefit programs.

Consists of  
wages, royalties, 
net earnings from 
self-employment, 
and any honoraria 
received for 
services 
rendered. 

Actual receipt 
of  food or 
shelter or 
something that 
can be used to 
get one of  
these.

Reduces benefits 
DOLLAR FOR 
DOLLAR after 
the first $20

Reduces benefits 
one dollar for 
every two dollars 
after the first $65 
earned monthly

Reduces SSI benefit 
DOLLAR FOR 
DOLLAR, up to a 
maximum of  1/3 of  
the SSI amount…
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 Living Arrangements

• Living with another lose 1/3 
due to “in-kind support” 
WHICH IS “HELP” (AN SSA 
FOUR LETTER WORD!)
• Living in OWN household
• Fair share… Rent…

•Assets – single person –
“basically…”
• house they live in
• car
• $2000
• term life insurance 
• CSV life insurance $1,500 face
• limited burial/funeral related

 Payee Reports
 Wage Reporting
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22

FICA

TAXPAYERS

House of Benefits TM

33

MEDICAID “DISABLED”
 39 STATES & D.C. SAME    

ELIGIBILITY AS SSI – 1634 & SSI

 7 OF THOSE 39 NEED SEPARATE 
(OWN) APPLICATION (SSI CRITERIA)

THE REMAINING 10 STATES, LIKE 
MY ILLINOIS…  209b 

40

40
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MEDICAID “DISABLED”

33. & now Indiana

MEDICAID “DISABLED”

MEDICAID “DISABLED”
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MEDICAID
 209b STATES - BEWARE:

 CATEGORIES

 RESOURCES 

 INCOME 

MEDICAID
ALSO BEWARE - State Options:

 Categorically Medically Needy (24 + D.C.)

 Income Cap States (12)

 Spend Down  - not including NH (7)
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MEDICAID “DISABLED”

 FEDERAL MATCH

 MEDICAL – MANY STATES INCLUDING TRANSPORTATION  –

AND, MAYBE, DENTAL ?  ALSO – QMB…

 FOOD STAMPS

 RESIDENTIAL

 EMPLOYMENT

 ETC.

MEDICAID “DISABLED”
 PORTABILITY ? 

MOVE TO ANOTHER STATE ?

 VISIT ANOTHER STATE ?

 ACCEPTANCE – MDs, Rx, DDSs ?

 HAVE PRIVATE POLICY ?

MEDICAID “DISABLED”

 5 YEAR ,  NOT 3 YEAR LOOK 

BACK, FOR “RESIDENTIAL”…

 CHILD SUPPORT / ALIMONY

 SPOUSAL SUPPORT
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MEDICAID “BUY IN”
 MANY STATES HAVE THEM
WERE ON SSI/SSDI OR TRADITIONAL 

MEDICAID – BUT NOW EARNING “TOO” 
MUCH, OR ACCUMULATED MORE THAN 
$2,000
 & WORKING & FICA IS BEING W/H
 ALLOWS TO EARN MORE INCOME
 ALLOWS TO HAVE MORE RESOURCES
 NO SPEND DOWN, BUT PAY SMALL 

PREMIUM

• ONLY if not 65, or “UNTIL 65”
• IF not on Medicare, or “UNTIL on 

Medicare”
• THEN no asset test… 

–BUT, remember, 2 years after DAC/CDB or 
sufficient quarters for SSDI, on Medicare, and 
then DO have the asset test AGAIN!

• AND still income test of $1,354 @ mo.
• SO… DOESN’T CHANGE PLANNING!
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“MOVIN” ON UP
 If  we are in the 
“basement”, how do we 
get to the “penthouse”?

38

Elevator

SSA/SSDI

SSI

Medicare

Medicaid

Riding the Elevator  - Your elevator “PASS”

1)  Sufficient “quarters” on own, but never more than 

than SGA (2015=$1090), as discussed before…

 2)  DAC = Disabled Adult Child
CDB = Childhood Disability Benefits

• a) Onset date on SSA’s record is before age 22 &   
• b) Parent with a FICA work record &
• c) That parent either:

 Retires & collects SSA or

 Is disabled, themself, & collects SSDI, or
 Dies or attains full retirement age & elects to 

defer collecting SSA (suspense)
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Adult child moves
from SSI to SSDI

&                  
in 24 months

Medicare 

Ooooops! 
 While SSI does NOT count as income 

for Medicaid…
 SSDI DOES count as income… BUT
 If  was on SSI before on SSDI, and 

moved up to SSDI as a DAC/CDB, or on 
own record moved from SSI to SSDI, in 
most states the SSDI WILL NOT count as 
income

WHAT STOPS THE ELEVATOR?

 Marriage –
UNLESS…
 Working
over SGA
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How to Lose These Benefits?

1) Change in 
circumstances

2) Redeterminations

3) Inheritances

How to NOT lose SSI or Medicaid?
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Robert Fleming
• Robert Fleming is a member of the Special Needs Alliance, 

the premier national organization of lawyers working with 
"special needs" trusts. Robert is the author of The Elder 
Law Answer Book, now available from Aspen Publishers. 
He is a Fellow of both the American College of Trust and 
Estate Counsel and the National Academy of Elder Law 
Attorneys. He has been certified as a Specialist in Estate 
and Trust Law by the State Bar of Arizona's Board of Legal 
Specialization, and he is also a Certified Elder Law 
Attorney by the National Elder Law Foundation. Robert is 
a member of the State Bar of Arizona (he was President of 
the Young Lawyers Section in 1978, Chair of the Probate 
and Trust Section in 1992, and chair of the Mental Health 
and Elder Law Section in 1999), and the Pima County Bar 
Association (he was President in 1986). 

Member of Special 
Needs Alliance 

Family worked three 
generations in 
California State 
Hospitals

Worked 17 years as a 
Psychiatric Technician

5

Stephen W. Dale 
steve@dalelawfirm.com
www.dalelawfirm.com

www.achievingindependence.com

www.specialneedsalliance.org
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The Voice

How to Find a SNA Member

Free Trustee Handbook
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Lastly
• If you have an attorney in your region that you 
feel is leader in your community and an advocate 
for persons with please give us their name and 
contact information.

• We are always looking for the best to join the 
Special Needs Alliance team so we can better 
serve persons with disabilities and their families 

DEFINING THE CHALLENGE

Stephen W. Dale 

Defining the Challenge

• When someone is asked to describe the 
purpose of a special needs trust, the typical 
answer given is to protect entitlement to 
public benefits. 

• Focusing only on preservation of public 
benefits fails to address the big picture. 

• The true objective should be to maximize the 
quality of life for the beneficiary with a 
disability. 
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Defining the Challenge

• The objective of most families we work with is 
to provide their loved one with the best 
quality of life possible; a life that promotes 
independence and is free from abuse and 
neglect. 

• Maintaining benefits eligibility is merely one 
tool available for pursuing that broader goal.

• You have a daughter named 
Kathy who has schizophrenia. 

• Kathy is likely to need some 
level of assistance for the rest 
of her life.

• You come to the estate 
planning attorney to provide 
for her needs in the event of 
your incapacity or death.

• Kathy is otherwise healthy and 
is likely to live 70 years or 
longer.

Imagine

Benefit laws may will change
 Social service systems will 
change
Her condition may change
Her advocacy system may 
change
Attitudes may change
The amount of resources she 
needs may change
Trustee options will change

The Challenge
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The Special Needs
Trust as an Advocacy Tool 

• Disability tends to be a life‐changing experience. 

• Part of the experience in caring for someone with 
a disability is advocating and securing resources. 

• In all too many cases, that level of care is not 
intuitive; it is a skill that has to be learned, 
practiced, and perfected over time through 
practical experience. 

• By necessity, family members can become quite 
adept at navigating disability service and benefits 
systems. 

The Special Needs
Trust as an Advocacy Tool 

• Focusing only on the preservation of public 
benefits also ignores what may be a greater 
issue

• Persons with disabilities are often subject of 
abuse and neglect and require a great amount 
of vigilance.  

• It is often essential to be vigilant for signs that 
their loved one is not being abused or 
neglected. 

The Special Needs
Trust as an Advocacy Tool 

• In many cases it is possible for a parent to 
detect evidence of abuse of their child even if 
the child is nonverbal through changes in 
behaviors or other cues. 

• For example, if a child begins holding their 
hands over their head as if to protect 
themselves from being hit, there is a great 
possibility that the child is being abused. 
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Ed Roberts

“Anyone can join our 
group at any point in 
life. In this way, the 
Disability Rights 
Movement doesn't 
discriminate. “

19

Definition of 
Estate Planning

I want to provide for myself and my 
loved ones during my lifetime, and 
upon my incapacity or death give 
what I have to who I want, the way I 
want, when I want, and if I can save 
every last fee, tax or court cost 
possible.

From Loving Trust 

20

The Big Question

Does my disabled loved one need 
Special Needs Planning?

– Assistance in managing funds

– Build flexibility to deal with changed 
circumstances 

– Focus on advocacy and asset protection

– Could maintaining qualification for SSI 
or Medicaid be a tool to assist my 
disabled loved one?
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SNT Basics

Robert Fleming

Special Needs Trusts Basics

Robert B. Fleming
Fleming & Curti, PLC

Tucson, Arizona
www.FlemingAndCurti.com

Types of Trusts

 Self-settled (or first-party) special needs 
trusts

 Third-party special needs trusts
 Pooled trusts
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Self-settled trusts

 Funding: personal injury lawsuits, 
unrestricted inheritances, beneficiary 
designations on accounts, etc.

 Created by: parents, grandparents, 
guardian or court

 Key detail: payback requirement for 
Medicaid

Pooled trusts

 Just like self-settled trusts, except:
 Assets in trust pooled with others
 Trustee must be non-profit
 Payback required, but exception to extent 

funds remain with non-profit
 Usually used for smaller amounts

 Some third-party pooled trusts offered

Third-party trusts

 Funding: someone else’s money (like 
yours, set aside for your child with a 
disability)

 Created by: parents, grandparents, others 
interested in beneficiary’s welfare

 No payback
 Trust can pay for food and shelter, but will 

reduce SSI by up to $264.33
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Resources

 “Administering the Special Needs Trust: A 
Handbook for Trustees” published (and 
updated annually) by the Special Needs 
Alliance (available for free download at 
www.SpecialNeedsAlliance.com)

 Fleming & Curti, PLC, Elder Law Issues (at 
www.FlemingAndCurti.com/issues)

The ABLE Act

Robert Fleming

The ABLE Act:
What does it mean for you?

Robert B. Fleming
Fleming & Curti, PLC

Tucson, Arizona
www.FlemingAndCurti.com
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What is ABLE?
 The ABLE Act:

 Passed Congress in December
 Signed by President Obama on 12/19/14
 Adds §529A to the Internal Revenue Code
 Modeled after IRC §529 (education) plans
 Account balance excludable for purposes of 

eligibility for benefits (with some limitations)
 Still pending:

 Regulations (from IRS and SSA)
 State legislation authorizing ABLE

ABLE Accounts:
Like §529 Plans, but Different

 Disability before age 26
 Only one ABLE account per beneficiary
 Must be in state of residence

ABLE Account Dollar Limits
 Total contributions in a year limited to gift 

tax exclusion amount ($14,000 in 2015)
 Total contributions over time limited to 

state’s 529 maximum (Arizona: $412,000)
 $100,000 account balance limit for SSI 

benefits
 includes earnings
 Medicaid/ALTCS not affected
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ABLE Act Accounts – Payback
 Upon death of designated beneficiary, state 

Medicaid plan may file a claim against the 
account
 State/ALTCS gets repaid “subject to any 

outstanding payments due for qualified 
disability expenses”

 Payback includes 3rd-party contributions
 Mechanics: does statute contemplate state 

simply debiting account?

ABLE Accounts – Income Taxes
 No income tax benefit on contribution, but 

growth in ABLE account untaxed
 Withdrawals tax-free if for “qualified 

disability expenses”:
“education, housing, transportation, employment 
training and support, assistive technology and 
personal support services, health, prevention 
and wellness, financial management and 
administrative services, legal fees, expenses for 
oversight and monitoring, funeral and burial 
expenses” and others approved by IRS 
regulations

Where ABLE Might Fit
 Small amounts of beneficiary’s own money
 Control for competent beneficiaries
 Accumulation of wages over time
 Transfer of UTMA accounts at 21 (18) to qualify 

for SSI and/or ALTCS
 Save for purchase of home or car or wedding 

expenses
 Disability has potential to resolve
 No available or competent pooled trust
 Possible two-step 3rd-party funding for ISM items 

(like housing costs)?
 ABLE account funded/replenished as part of trust 

plan
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What Could Possibly Go Wrong?
 Third party fund payback (even for 3rd-party $$)
 More than one account established; overfunding 
 Failing to limit to “qualified disability expenses”
 Failing to report to state
 Loss of SSI relationship to Medicaid
 Educated choice between alternatives
 Confusion between SNT and ABLE rules – effect 

of ABLE distributions to beneficiary on SSI? 
 Protection from fraud, undue influence, 

exploitation, bad choices
 Child support? Other creditors?

More Resources
 “ABLE Act Passes – We’ll Tell You What It 

Means” and “The ABLE Act – How Will You 
Be Able to Use It?”, both available at 
www.issues.flemingandcurti.com/tag/able-act/

 Steve Dale’s informative YouTube piece: 
www.youtube.com/watch?v=Oi8i-N7BQwM

 Collection of materials at Steve Dale’s site: 
http://achievingindependence.com/able/
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TRUSTEE OPTIONS

Stephen W. Dale 

LET’S BEGIN WITH BASICS

2

The Ideal Trustee

 Will use discretion in the 
best interest of the 
disabled beneficiary 

 Must understand public 
benefits and keep up with 
changes in the law

 Can wisely invest and 
conform to all statutory 
fiduciary requirements

 Understands taxes
 Keeps perfect books
 Provides advocacy and 

prevents abuse
 Is immortal

3
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Financial
• Can wisely invest and 

conform to all statutory 
fiduciary requirements 

• Understands taxes

Advocacy
• Will use discretion in the best 

interest of the disabled 
beneficiary

• Must understand public benefits 
• Provides advocacy and prevents 

abuse

Accountability
• Keeps perfect book
• Carries insurance, is 

bondable or has deep 
pockets

• Is immortal

Divide These Duties Into Three Categories

4

Model 1
The Trustee Directed by a Trust Advisory 

Committee
• The Trustee manages 

funds, makes distributions, 
does taxes, keeps records

• The Trustee directed by a 
Trust Advisory Committee 
which directs distributions, 
can amend the trust  or 
replace the Trustee

• Can include care                                  
manager

5

Trustee

Advisory Committee

Care Manager

Model 2
The Trustee Directed by a Care Manager

• The Trustee manages the funds

• The Trustee can be directed by 
a Care Manager.

• The Care Manager interacts 
with the beneficiary

• The Trust Protector oversees 
the trust performance and can 
make adjustments as laws 
change or replace the trustee if 
necessary.

6

Trustee

Care Manager

Trust 
Protector
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Model 3 
Limited Purpose Trust

For trusts for specific 
purposes, such as to 
provide only housing, 
can be more tightly 
defined and trustees 
can seek assistance 
from benefit, tax and 
financial advisors may 
be adequate. 

7

Co-Trustees

Model 4
Pooled Special Needs Trust  directed by a Trust Advisory 

Committee
• Pooled special needs trust 

manages funds, makes 
distributions, does taxes, keeps 
records

• Pooled special needs trust shares 
resources  between 100’s of 
families

• Can include care  managers or 
advocates, often at lower costs 
than the normal rate 

• Ideally pooled special needs 
trusts are accountable to family or 
circle of support for the 
beneficiary. 

Advisory Committee

Care ManagerLeaky Lagoon  
Pooled Trust

The Basic Concept of an Advisory 
Committee

• Advisory committees have 
been incorporated in special 
needs trusts since their 
earliest inception.

• The concept is to provide 
some oversight to the trustee 
about the needs of the 
beneficiary to ensure that 
the SNT is being 
administered in the 
beneficiary’s best interest.

9
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The Basic Concept of an Advisory 
Committee

• In the best of circumstances 
the advisory committee 
provides a system of checks 
and balances

• A well run advisory 
committee empowers key 
family advocates to ensure 
that the beneficiary’s needs 
are met and they are free 
from abuse and neglect. 10

What a Trust Advisory Committee 
Should Not Do

 The Trust Advisory Committee 
should not be seen as a an 
entity that serves as co- trustee.  

 Many good trustees are happy 
to be accountable to someone 
or some entity

 On the other hand, requiring 
that every action of the trustee 
be confirmed by the Advisory 
Committee is cumbersome.

11

Why Many Advisory Committee’s 
Fail

• Vague purpose

• Lack of structure

• Poorly defined duties 

• Lack of familiarity with the 
needs of the beneficiary 

• Lack of relevant information 
to base advisement on.

12
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Defining the Committee Structure 
and Duties

• It is imperative to be clear about how 
the trust committee is structured, 
who is in charge, and when and how 
the committee members needs to 
act?

• More and more we are including 
language that requires the trustee to 
work with a care manager to create 
an annual distribution plan to be 
reviewed by the Trust Advisory 
Committee as their primary function.

13

Sample Language
Composition of Trust Advisory Committee

The initial Chairpersons for the Trust Advisory Committee shall 
be:
 Bill Jones

 Mary Jones

In the event that either Bill Jones or Mary Jones cannot or will not 
serve, then the remaining chairperson shall <serve alone/select a 
successor chairperson/elect whether to select a co-chair>.

In the event that neither Bill Jones nor Mary Jones is willing to serve, 
then the remaining advisory committee members shall select a 
chairperson by majority vote.

14

Sample Language
Composition of Trust Advisory Committee

Duties of the Chairperson(s)
• The Chairperson(s) primary duty is to ensure that the 

duties and the timelines of the Trust Advisory Committee 
are followed, and to make sure that there are at all relevant 
times the proper number of members on the committee. 

Selection of the Remaining Trust Advisory Committee 
Members
• The grantors shall maintain a schedule of successor Trust 

Advisory Committee members to be updated from time to 
time to provide guidance for the Trust Advisory 
Committee for selection of successor Trust Advisory 
Committee members to maintain the requisite number of 
committee members. 

15
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Keeping the Advisory Committee Relevant

• Continuation on the committee often 
depends on how relevant the 
committee members feel the 
committee was to the beneficiary.

• Conclusion – if the Committee 
members lack relevant information 
the committee will flounder, the 
members will loose interest and the 
committee will cease to function.

16

The Power to Hire and Fire the 
Trustee

 The power to replace the trustee is in 
most cases an essential tool to keep 
the Trust Advisory Committee/Trust 
Protector in ultimate control.

 I have learned the hard way that there 
must always be some mechanism to 
fire and replace the Trustee if 
circumstances change. 

17

The Power to Hire and Fire the 
Trustee

 Adjustments may be necessary for 
any number of reasons. 

 It could be that the trustee selected 
when the trust was drafted was 
appropriate, but that trustee is no 
longer the appropriate choice. 

 It could also be that the successor 
trustee does a good job, but a 
better option comes along that has 
better services at a lower cost.

18
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The Power to Hire and Fire the 
Trustee

 Trust companies and services change 
wildly about minimum account size and 
services that they perform. 

 There is a proliferation of pooled trusts 
offering services ranging from bare 
boned fiduciary services to a complete 
array of services. 

 Many states like California have private 
licensed fiduciaries that are               
becoming a more competitive                 
option. 

19

Distribution Plans

We have been advocating that special 
needs trusts include a mandatory or 
optional annual plan that we call a 
“Distribution Plan”.

20

Keeping the TAC Relevant
Using Distribution Plans

• Providing all parties, 
including the Trust Advisory 
Committee, with a written 
plan, commonly referred to 
as a distribution plan, will 
provide a tangible tool for 
all involved parties.  

21

Kathy’s 
Annual 

Distribution 
Plan
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Keeping the TAC Relevant
Using Distribution Plans

• They can use this distribution 
plan to review, reflect upon, 
and to provide informed 
advice that the trustee can use 
to direct future trust activities.

• In most cases, this plan is 
created primarily by the care 
manager with input from the 
trustee and Trust Advisory 
Committee members. 

22

Kathy’s 
Annual 

Distribution 
Plan

Distribution Plans
We have found that 
performing an annual 
review of a distribution plan 
by the advisory committee 
and trustee should be the 
advisory committee’s 
primary function.

23

Kathy’s 
Annual 

Distribution 
Plan

24
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The Power to Hire and Fire the Trustee

• Adjustments may be necessary for any 
number of reasons. 

• It could be that the trustee selected when 
the trust was drafted was appropriate, but 
that trustee is no longer the appropriate 
choice. 

• It could also be that the successor               
trustee does a good job, but a better 
option comes along that has better 
services at a lower cost.

25

The Power to Hire and Fire the Trustee
• Trust companies and services change 

wildly about minimum account size and 
services they perform. 

• There is a proliferation of pooled trusts 
offering services ranging from bare 
boned fiduciary services to a complete 
array of services. 

• Many states like California have                           
private licensed fiduciaries                                       
that are becoming a more competitive 
option. 

26

Sample Language
Successor Trustee

Upon the death of the second grantor to die, or in the 
event that neither grantor is able to serve because of 
incapacity, REALLY BIG BANK AND TRUST, or a corporate 
trustee, private professional trustee, or pooled trust of the 
Trust Advisory Committee’s choosing shall serve. In 
addition, the Trust Advisory Committee may replace 
REALLY BIG BANK AND TRUST with/without cause with a 
corporate trustee, private professional trustee, or pooled 
trust of the Trust Advisory Committee’s choosing that is 
familiar with managing special needs trusts for 
beneficiaries with disabilities similar to Kathy

27
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Finding a Private Fiduciary
http://www.pfac-pro.org/

You may be able to locate a Care Manager by asking 
your attorney for a reference or directly through a 

helpful web site, www.caremanager.org

29

Questions and 
Answers

30
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UPDATING YOUR 
SPECIAL NEEDS TRUST

Stephen W. Dale 

Updating Your Special Needs Trust

 A question I often hear is, "How often 
should I have my child's special needs 
trust reviewed by my attorney?" 

 Let me give you the typical lawyer's 
answer, "It depends." 

 As unsatisfying as that response might 
be, the following information may 
provide you with some further 
guidance.

2

Recommend Reading
Creating an Advisory Committee that Actually Functions

http://specialneedsalliance.org/the-voice/7/2

3
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Two Levels of Review
Begin with a Self-Check

Begin with an annual review that you 
may undertake yourself or with the 
assistance of your financial or tax 
advisors who help with your overall 
financial planning. 

Once you have performed this self-
check you will be able to determine if 
now really is the time to update           
your estate plan and special needs 
trust. 

4

Two Levels of Review
Begin with a Self-Check

Once you have performed this self-check 
you will be able to determine if now 
really is the time to update your estate 
plan and special needs trust. 

5

Two Levels of Review
Begin with a Self-Check

• Most estate planning attorneys will help 
develop a funding plan including how each 
asset will be titled and keeping beneficiary 
designation up to date. 

• If the family has a financial or tax advisor, it 
is a very good practice to include them in 
the process. 

• Most advisors will work with their 
clients to ensure that all assets are 
beneficiary designations are correct. 

6
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Two Levels of Review
Begin with a Self-Check

• It is important that your financial or 
tax advisor know about all of your 
assets including those that they 
may not manage. 

• One advantage of involving your 
advisors is that in an emergency or 
upon your passing  they will be 
able to better facilitate your 
successor trustee to gain access to 
your assets

7

Two Levels of Review
Begin with a Self-Check

Being prepared makes the formal 
review process less stressful and 
costly.
You might want to consider 

scheduling a specific date to do your 
self-check, for instance your loved 
one’s birthday or possibly the 
date you signed your trust.

8

Two Levels of Review
Begin with a Self-Check

You might want to consider scheduling a 
specific date to do your self-check, for 
instance your loved one’s birthday or 
possibly the date you signed your trust.

9
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Two Levels of Review
Begin with a Self-Check

The second level of review is with your 
attorney to review the trust and your 
estate plan in general.
Generally done on an as-needed basis when 

a significant change occurs or relevant 
changes occur in the law.

Having the relevant information from your 
self-review will help the attorney                             
focus on your specific issues

10

COMMON ISSUES

11

Is My Plan Practical? 
Have there been major changes in your own 
circumstances? 
 If your finances have changed you may want to 

modify your estate plan accordingly. 
 You may wish to rework the trust's directives 

and memorandum of intent to reflect what you 
now feel the trust management's focus. 
 You may also want to change the amount you 

have  allocated to the special needs trust and 
the portion of your estate you intend to leave to 
other family members.

12
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Have There Been Changes In My 
Loved One's Condition Or Benefits? 

You should consider any changes in your 
loved one's situation, including changes 
in:
 government benefits, 

 living arrangements, 

 medical condition or support systems. 

13

Changes in the Beneficiaries 
Advocacy or Support System

• If a family member is serving as an 
advocate, part of the review process should 
also include any changes in that family 
member’s condition. 

• For instance, if a parent advocate is 
diagnosed with dementia or has a 
debilitating stroke, then it might be prudent 
to shift some of the advocacy duties to 
another family member or a professional 
fiduciary or care manager. 

14

Have There Been Changes In My 
Loved One's Condition Or Benefits? 

 If there have been significant changes to 
benefit eligibility, it is important to bring 
all official documentation from the 
federal or state agency related to the 
change to the meeting with your attorney 
 This meeting also will be a good time to 

review whether the trust beneficiary is 
receiving all of the benefits he or she is 
eligible for. 

15
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Changes In My Ability To Be My 
Loved One's Advocate? 

 Many family members 
serve as the primary 
advocate for a loved one 
with disabilities. 

 If there is a question 
regarding your ability to 
continue in this role, it is 
very important to discuss 
your situation frankly with 
your attorney. 

16

Changes In My Ability To Be My 
Loved One's Advocate? 

For example, what should you 
do if you have been 
diagnosed with a 
psychological condition (i.e., 
dementia or early stage 
Alzheimer's) or possibly 
even a physical condition 
which might impede your 
ability to advocate for your 
loved one? 

17

Changes In My Ability To Be My 
Loved One's Advocate? 

 Both for your sake and that of your loved one, you 
should make changes to your estate plan to 
anticipate your future inability to serve as the 
primary advocate. 

 Engaging a care manager both to assess the overall 
benefits and support network for a loved one and to 
help the family plan for future contingencies is one 
of the most efficient, and in many cases, financially 
advantageous steps available. 

18
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You may be able to locate a Care Manager by 
asking your attorney for a reference or directly 

through a helpful web site, 
www.caremanager.org

19

LET’S BEGIN WITH BASICS

20

Updating Trustees And Advisory 
Committee Members 

 The most common change to a special 
needs trust we see concerns changing the 
trustee, trust protectors or advisory 
committee members.

 For example, ten years ago it may have 
made sense to appoint Uncle Eddy to serve 
as an adviser on financial investments. 

 Now, Uncle Eddy might be in prison on 
federal racketeering charges, and it clearly 
is a good time to rethink your decisions. 

21
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Updating Trustees And Advisory 
Committee Members 

 Luckily, most situations are not this 
extreme, but the point remains that lives 
can change drastically within a few short 
years.

 Accordingly, you should look at your 
trust annually to be sure it names people 
who best are able to perform the duties 
necessary to provide for and protect 
your loved one.

22

Are All Of My Assets Properly Titled? 

 You need to review your assets and 
confirm how they are titled.

 A financial advisor can be invaluable. 

 An error in title or beneficiary 
designation could cause unnecessary 
taxes, a lengthy probate and, in the 
worst of circumstances, the loss of 
governmental benefits and unnecessary 
and ongoing court supervision. 

23

Are All Of My Assets Properly Titled? 

 For example, if an IRA or 401K upon your 
death by default is directed to your loved 
one with the disability, his or her share of 
the proceeds will be received directly 
instead of being protected in the special 
needs trust.

 Not only will this cause a loss of eligibility 
for Needs Based Benefits
If your loved one is unable to manage the funds 

a costly conservatorship of the estate
The entire IRA or 401K to become taxable 

immediately

24
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Coordination of Gifts from Others? 

 If you anticipate that others may wish to 
make gifts to your disabled loved one, 
consider asking them to direct those gifts 
to the special needs trust.

 We have a letter that can be sent 
instructing them on how to make the gift.

25

And now is a good time to update 
any charitable beneficiaries as well

26



Section  6 – Fixing Problems http://www.nami.org
2015 NAMI National Convention

Special Needs Alliance
http://www.specialneedsalliance.org/ 1

Fixing Problems

Robert Fleming

Administering Trusts; Fixing 
Problems

Robert B. Fleming
Fleming & Curti, PLC

Tucson, Arizona
www.FlemingAndCurti.com

Income Taxation

 Self-settled trusts are “grantor” trusts, don’t 
need to file separate tax returns

 Third-party trusts might be taxable to the 
person who put money in (during their life)

 Third-party trusts are separate taxpayers 
after death of contributor
 Tax return might declare income to beneficiary
 Taxable income should not affect SSI or 

Medicaid
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Modifying Trusts with Problems

 Social Security rules on modification
 Trust rules on modification, reformation, 

decanting
 Who has power to modify?

 Trustee?
 “Trust protector”?
 Court?

Other Problems

 Uniform Transfer to Minors Act (UTMA) 
accounts
 Age 18 or age 21?
 Transfer to trust?

 Child support for adult child with disability
 [Your Problem Here]
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DURABLE POWERS OF 
ATTORNEY’S, 
GUARDIANSHIPS AND 
HEALTH CARE 
DIRECTIVES  

Brian Rubin

• School
• Doctors/Hospitals/Insurance Claims
• Signing documents/Contracts
• Dealing with SSA /State
• Residential/Living arrangements
• Employment/Day Programs, Agencies
• Marriage
• Driving
• Arrests – MI is NOT Diplomatic 

Immunity…
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• If that is the situation, 
then:
 What do you do WANT

to do?
 What CAN you do to 

help Sam?
 Options?

 SSA REP. PAYEE for SSI/SSDI
 JOINT BANK ACCOUNT
 ACCOUNT SIGNATURE        
AUTHORITY – FAMILY/FRIENDS
 ILLINOIS HEALTH CARE 
SURROGATE ACT
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Powers of Attorney 
• Financial/Property 
• Health Care/Medical
• Living Will
• Mental Health Treatment
• Could be limited/partial

Sam must understand 
the purpose of the PA, 
the “role” of the 
“Agent”, & his ability 
to terminate the 
agency.
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1. Will Sam sign them?
2. Who will Sam agree to be his   

Agent(s)? Sam’s choice(s)?
3. What “powers” will Sam agree 

to “give” to the Agent(s)?
4. Will Sam allow the Agent(s) to 

act, or will Sam terminate the 
Agency as soon as… when…?

 Should the Power(s) of 
Attorney, be “IMMEDIATE” 
or “SPRINGING” ?

 What powers should be 
added to statutory 
versions?
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 Education
 Government Benefits
 IRS
 Residential
 Hospital Admission
 Employment matters
 Funding self  settled (d4A/C ) SNTs
 HIPAA release
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Page 1 of 5

755 ILCS 43/75
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• We all value our right to 
make our own choices.

• The right to make choices 
that, may, not always be in 
our best interest (i.e. what 
others my consider poor choices).
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that to the maximum extent 
of one’s capabilities:

• all individuals should be 
permitted to participate, as 
fully as possible, in all 
decisions that will affect 
that individual.

A legal relationship between an
individual (the guardian) who has
been given Judge the legal authority &
duty to make decisions on behalf of
another individual (the ward) ,who
lacks sufficient capacity to manage
his or her own affairs or make &
communicate important decisions.
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Guardianship should seek to preserve
for the person the opportunity to
exercise those rights that are
within his/her comprehension &
judgment, allowing for the possibility
of error to the same degree as is
allowed to persons who are not found
by a court not to be competent.
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How will your decision to proceed 
for Guardianship, or after your  
appointment, your decisions as 
Guardian, impact Sam’s “state of 
mind”… & your relationship with 
Sam?

GUARDIANSHIP
 Court… Law Suit…
 M.D. Report
 Sheriff Summons
 Guardian ad Litem
 Co-Guardians
 Voting… Driving
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• …

• 5. To any person, as a driver, who has previously been to 
be afflicted with or suffering from any mental or physical 
disability or disease and who has not at the time of  application 
been restored to competency by the methods provided by law;

• …

• 8. To any person when the Secretary of  State has good cause to 
believe that the person by reason of  physical or mental disability
would not be able to safely operate a motor vehicle upon the 
highways, the person shall furnish to the Secretary of   
State a verified written statement, acceptable to the Secretary 
of  State, from a competent medical specialist to the effect that 
the operation of  a motor vehicle by the person would not be 
inimical to the public safety;

DRIVER’S LICENSE?

GUARDIANSHIP
When can do it ?

 Person vs. Estate ? 

 Residential Placement ?

 Annual Reports ?

GUARDIANSHIP
 Move out of  State

 Move out of  County?

Why some 
parents/siblings decline?

 Then what?
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DURABLE POWERS OF 
ATTORNEY’S, 
GUARDIANSHIPS AND 
HEALTH CARE 
DIRECTIVES  

Brian Rubin

• School
• Doctors/Hospitals/Insurance Claims
• Signing documents/Contracts
• Dealing with SSA /State
• Residential/Living arrangements
• Employment/Day Programs, Agencies
• Marriage
• Driving
• Arrests – MI is NOT Diplomatic 

Immunity…
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• If that is the situation, 
then:
 What do you do WANT

to do?
 What CAN you do to 

help Sam?
 Options?

 SSA REP. PAYEE for SSI/SSDI
 JOINT BANK ACCOUNT
 ACCOUNT SIGNATURE        
AUTHORITY – FAMILY/FRIENDS
 ILLINOIS HEALTH CARE 
SURROGATE ACT
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Powers of Attorney 
• Financial/Property 
• Health Care/Medical
• Living Will
• Mental Health Treatment
• Could be limited/partial

Sam must understand 
the purpose of the PA, 
the “role” of the 
“Agent”, & his ability 
to terminate the 
agency.
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1. Will Sam sign them?
2. Who will Sam agree to be his   

Agent(s)? Sam’s choice(s)?
3. What “powers” will Sam agree 

to “give” to the Agent(s)?
4. Will Sam allow the Agent(s) to 

act, or will Sam terminate the 
Agency as soon as… when…?

 Should the Power(s) of 
Attorney, be “IMMEDIATE” 
or “SPRINGING” ?

 What powers should be 
added to statutory 
versions?



Section  5 – DPAs, Guardianships, Etc. http://www.nami.org
2015 NAMI National Convention

Special Needs Alliance
http://www.specialneedsalliance.org/ 5

 Education
 Government Benefits
 IRS
 Residential
 Hospital Admission
 Employment matters
 Funding self  settled (d4A/C ) SNTs
 HIPAA release
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• We all value our right to 
make our own choices.

• The right to make choices 
that, may, not always be in 
our best interest (i.e. what 
others my consider poor choices).
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that to the maximum extent 
of one’s capabilities:

• all individuals should be 
permitted to participate, as 
fully as possible, in all 
decisions that will affect 
that individual.

A legal relationship between an
individual (the guardian) who has
been given Judge the legal authority &
duty to make decisions on behalf of
another individual (the ward) ,who
lacks sufficient capacity to manage
his or her own affairs or make &
communicate important decisions.
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Guardianship should seek to preserve
for the person the opportunity to
exercise those rights that are
within his/her comprehension &
judgment, allowing for the possibility
of error to the same degree as is
allowed to persons who are not found
by a court not to be competent.
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How will your decision to proceed 
for Guardianship, or after your  
appointment, your decisions as 
Guardian, impact Sam’s “state of 
mind”… & your relationship with 
Sam?

GUARDIANSHIP
 Court… Law Suit…
 M.D. Report
 Sheriff Summons
 Guardian ad Litem
 Co-Guardians
 Voting… Driving
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• …

• 5. To any person, as a driver, who has previously been to 
be afflicted with or suffering from any mental or physical 
disability or disease and who has not at the time of  application 
been restored to competency by the methods provided by law;

• …

• 8. To any person when the Secretary of  State has good cause to 
believe that the person by reason of  physical or mental disability
would not be able to safely operate a motor vehicle upon the 
highways, the person shall furnish to the Secretary of   
State a verified written statement, acceptable to the Secretary 
of  State, from a competent medical specialist to the effect that 
the operation of  a motor vehicle by the person would not be 
inimical to the public safety;

DRIVER’S LICENSE?

GUARDIANSHIP
When can do it ?

 Person vs. Estate ? 

 Residential Placement ?

 Annual Reports ?

GUARDIANSHIP
 Move out of  State

 Move out of  County?

Why some 
parents/siblings decline?

 Then what?
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