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Brian Sykes is a financial professional with more than 19 years of experience in the financial services 
industry. As an advisor with National Financial Group, he specializes in providing financial planning 
and business consulting services, focusing on a holistic approach that addresses clients’ entire 
financial pictures, from their current circumstances to their long-term goals. His clients include 
individuals, families, executives, and owners of closely held businesses. Wherever they are in life or 
the financial planning process, he believes it is critical to educate clients on their opportunities and 
explain the reasoning behind his recommendations. By doing so, he strives to help clients feel 
confident in their future and more empowered to make decisions and take an active role in their 
financial strategies. 

Brian originally started his career in the mechanical engineering industry. Inspired by his financial 
advisor’s passion for helping people with their finances, he transitioned careers and became a 
financial advisor, working with the very same firm of which he was a client, Independence Planning 
Group. 

Brian believes extensive financial education is the cornerstone for a strong advisor. He holds FINRA 
Series 6, 7, 63, and 65 securities registrations and his life and health insurance licenses. As a Certified 
Financial Planner® professional, Chartered Financial Consultant® and Chartered Special Needs 
Consultant®, he has extensive knowledge in comprehensive financial planning. He received his 
Bachelor of Science in Mechanical Engineering from University of Pittsburgh, and his Master of 
Science in Systems Engineering from Pennsylvania State University Great Valley Graduate Center. 
Brian’s commitment to education extends beyond his own credentials. He frequently hosts 
educational webinars and workshops for clients on a wide array of financial topics, from retirement 
income planning to economic concepts. 
 
Outside of the office, Brian spends much of his time with his wife and three children. He is active in 
his church and community, and has a passion for coaching youth sports. He also enjoys reading about 
history, staying active with fitness, and relaxing at the beach. 
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I created this complimentary planning kit with the goal of helping you 

properly plan for your family member with special needs.  The information 

provided in this kit is designed to help you avoid common mistakes and 

costly errors, while providing you with expert information and education. 

I offer this educational service to help you gain the confidence to begin 

planning today. 

 

Sincerely, 
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6 OF THE BIGGEST MISTAKES MADE IN PLANNING FOR SPECIAL NEEDS  

AND HOW WORK TO AVOID THEM 
 

MISTAKE #1 

Having the Default Plan = Having No Plan at All 

Listen, there is no doubt that the daily demands on your time are great.  And there are some things 

that can’t wait and must be done right away.  Days can fly by without seeming like there is an extra 

minute to spare.  Then days turn into weeks, weeks to months, and months to years, years into a 

lifetime.  “Time flies” is not just a cliché, but a reality.  You may find it hard to stop and think about 

next week, let alone years from now.  The problem is…. 

Time is not on your side! 

When it comes to long-term planning for your family member with special needs, the longer the 

delay in starting sometimes means that you end up with less than optimal results.  Some options that 

could really help you reach your goals become limited or less effective.  Insurances could become 

more expensive or even unavailable due to age and health changes.  Tax credits and deductions may 

be missed and money lost forever.1 Unexpected events may change the course of your finances and 

goals forever.  Ask yourself… 

If there was something that you thought to be true, turns out to be false,  

when would you want to know about? 

 

Creating a good and effective plan for a family member does not need to be time-consuming, costly, 

confusing, and complex.  It just takes focus and education for a short period of time.  It must be 

comprehensive to include all areas and goals in you and your family’s lives, and focused on getting 

the most out of everything you have.  A planning process and steps that have the 3 Es…. 

 

 Easy, Educational, and Efficient 

 

You should end up with a blueprint for success that simplifies your life and provides peace of mind.  A 

plan that helps you build a brighter future than your today. 
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MISTAKE #2 

Relying Solely on Government Benefits and Programs 

Local, State, and Federal Benefits are no doubt a vital financial part of the planning for your family 

member with special needs.  However, these benefits are not by themselves a plan or strategy.  You 

have other tools, products, and strategies that can work hand-in-hand, and even enhance your other 

benefits. 

If you are not educated on how the government benefits and other options all work together, you 

may actually reduce or eliminate your family members’ eligibility for important benefits.  Well 

intended gifts and other financial events may have unintended consequences, and you may not 

realize the impacts until it is too late. 

Your long-term planning should be focused on maximization strategies and decisions.  This means 

that education is provided for all your financial options, and that the potential consequences are 

explained prior to implementing anything. 

The future of these programs in their current state is not guaranteed.  Law changes, economics 

changes, programs change, and so on.  No one can predict the future, and you can only prepare the 

best you can and make sure you have created a plan with flexibility.  Not a plan that only works if 

things never change.  A plan… 

That works in the widest range of circumstances. 

It is possible, through proper planning, for you to have a great plan for your family member with 

special needs, and one that also works for you and the rest of your family as well.  You have diverse 

interests and goals in your life, and your long-term planning should reflect this. 
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MISTAKE #3 

Thinking that a Special Needs Trust is All That Needs to Be Done 

A lot of the information you may get exposed to in planning for special needs tends to focus on what 

is called a ‘Special Needs Trust”.  This is a tool that can allow your family member with special needs 

to receive supplemental income while still taking advantage of certain government benefits.  It is also 

a tool that aids in long-term legacy planning as well.  It is definitely something that can offer great 

benefits in your planning.  But… 

You need to figure out how this tool works with all your other financial goals and decisions. 

A legal instrument by itself is not a comprehensive strategy, a key part – yes, but not by itself a plan.  

There are many instances when well-intended parents and family members took the time and money 

to implement a Special Needs Trust, but then were not coached how to place funds into, or manage 

it going forward.  The trust could become something you have and own, but really not something you 

are effectively using. 

The trust may become like other financial products and decisions you have made in your life.  

Financial products are bought from time to time, legal instruments created, and investments made – 

maybe all at different times, working with different people, and for different reasons.  This leads to 

what you can call… 

A financial junk drawer 

You may tend to make decisions that seem to be independent and not related to anything else you 

are doing – like a creating a Special Needs Trust – but the reality is there are circumstances when 

these decisions become interdependent and very related. 

Protection and insurance decisions could impact your assets and income – like in the event you are 

sued.  Mortgage decisions can affect your assets and cashflow picture – whether to pay-off the 

mortgage faster or not, as an example.  And in this case, Planning for Special Needs could impact 

your Retirement and Cashflow finances as well. 

A Special Needs Trust should not be implemented in a vacuum, but as part of a comprehensive 

financial plan with different goals and desired outcomes. 
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MISTAKE #4 

Do It Yourself Planning 

The internet has changed the way you can access and gather information.  You can easily see articles 

and publications that will give you what you need to create and implement you own financial plan.  

All the information you need exists and is available free today.  You can learn to get organized, how 

to structure and quote different financial products, and devise and implement your own plan.  Heck, 

you don’t even need to deal with a human being in most cases.  This is true in all areas of your life – 

you can watch videos online on how to change your oil and fix your car, how to do electrical and 

plumbing repairs – the list is almost infinite. 

You also may have a career, job or profession, other interests and hobbies, and other activities in 

addition to enjoying your present-day life and experiences with your family.  You may find it difficult 

to find the time, energy, and ultimately the confidence, to take on a task such as long-term planning 

for a special needs family member.  You only have so much time and energy in your life. 

It is probably true that you have, and can, take care of basic financial matters in your life, much like a 

do-it-yourselfer or weekend warrior who frequents Home Depot or Lowes on Saturdays.  They can 

find the information on the internet and get the materials at the stores.  But when they run into 

some complex stuff – like electrical or plumbing repairs and projects, they call on people with 

specialized training and certifications.  Mistakes in electrical projects and plumbing could lead to big 

issues later, such as fires, water damage, and worse.  This causes them to seek professionals to work 

on these jobs. 

Special Needs Planning can be a lot like electrical and plumbing sometimes.  There are a variety of 

moving parts and a team of experts may be needed to get the job done right.  The impact of not 

working with a professional could be lost wealth and other unintended consequences.   

Today there is more than enough information available to you about how to receive emotional, 

financial, and educational support, but for many parents it is difficult to put it all together 

themselves. 
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MISTAKE #5 

Working with Someone Without Special Training and Credentials 

It can be hard to figure out just who to trust to be your financial planner and coordinator of your 

plan.  And just because someone has achieved a degree, credential, or certification does not mean 

you can trust them either.  But it can help you begin to shrink the universe of possibilities at the 

outset.  You can at least start with some confidence that your financial planner has the proper 

education background you need. 

Financial Planning for Special Needs requires special knowledge and experience.  You will find that 

many certifications and designations exist but not are all the same.  You should consider the 

following from professional boards and educational institutions: 

A very specialized certification program does exist that focuses exclusively on Planning for Special Needs: 

Chartered Special Needs Consultant (ChSNC) 

The American College of Financial Services provides financial services professionals with the technical, 

collaborative and quantitative skills necessary to help clients with special needs through the Chartered Special 

Needs Consultant® (ChSNC®) designation. The ChSNC® is the only credential on the market designed to 

provide special needs families with an advisor competent to address their unique concerns. 

ChSNC® designees are equipped with the specialized skills needed to help parents and caregivers plan for the 

future with honesty, ethics and compassion. A ChSNC® can help navigate the unique considerations, estate 

planning, special needs trusts, life insurance, tax deductions, healthcare issues, Medicaid complexities, and the 

emotional aspects of providing for a loved one with a disability. 

That robust planning foundation is expanded through the specialized content of three courses that narrow 

and sharpen their focus on the needs of people with disabilities and other special needs. 

More information can be found at:    

https://www.theamericancollege.edu/designations-degrees/ChSNC 

 

Certified Financial PlannerTM (CFP) 

CFP® professionals are held to strict ethical standards to ensure financial planning recommendations are in 

your best interest. What’s more, a CFP® professional must acquire several years of experience related to 

delivering financial planning services to clients and pass the comprehensive CFP® Certification Exam before 

they can call themselves a CFP® professional. 

More information can be found at:    

www.letsmakeaplan.org 

 

https://www.theamericancollege.edu/designations-degrees/ChSNC
http://www.letsmakeaplan.org/
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Chartered Financial Consultant (ChFC) 

Advanced planning for every person, every need. That’s the promise of a ChFC® (Chartered Financial 

Consultant®) designation from The American College of Financial Services. We’ve redefined financial planning 

for advisors serving the ever-evolving American demographic with a comprehensive educational program. 

Comprised of nine college-level courses that address all aspects of financial planning, with a focus on the 

practical applications of those principles based on real-life case studies. The goal of the ChFC® curriculum is to 

help you gain a significant advantage and help your clients meet their goals. 

More information can be found at:   

 

www.theamericancollege.edu/designations-degrees/ChFC 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

http://www.theamericancollege.edu/designations-degrees/ChFC
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MISTAKE #6 

Failing to Consider Permanent Life Insurance in Your Planning 

You have heard or may think that “life insurance is only good for my family if I die”, but if you live, it 

is wasted money like other insurances you pay for but don’t use.  However, there are many unique 

things about life insurance but in the insurance product universe there is a big one to consider… 

It is the only insurance product created for an event that is guaranteed to occur.   

We are all going to die sometime.  Yes, it is only a matter of when, not if.  You don’t know for 

example if you are going to get in a car accident, get sued, get sick, need long-term care in the future, 

and so on.  This means you may not actually need or have a claim for your car insurance, liability 

insurance, disability insurance, health insurance, long-term care insurance and other insurances.  

Certain life insurance products are designed to protect an early and premature death but as you 

move into retirement or reach the later stages of your life they can become very costly or sometimes 

even unavailable. 

But what about in the future when you are considering if your family member will be okay when you 

are gone?  When doing long-term Financial Planning for Special Needs, one of the biggest questions 

and considerations is whether your family member will need (or you will want them to have) 

supplemental income above and beyond any government benefits when you and/or your spouse are 

no longer around.  Life insurance may provide additional funds above and beyond your current 

retirement funds and other assets when you pass away. This may allow you to enjoy a nice 

retirement while also helping to leave a legacy for those you care about – at the same time.  You may 

be able to have both, not sacrificing one for the other.  The life insurance needs to be permanent, as 

opposed to only a specific term in years, to ensure it will be in place now and in the future.   

The choice of products in the world of life insurance can be confusing and intimidating.  You may 

even encounter insurance professionals who do not quite understand the products they are selling.  

It is very important for you to work with a professional who understands your unique situation and 

how (or if) permanent life insurance helps you achieve all your financial goals.  You need to be 

educated on the “good and the bad” of the products and how it works in all circumstances.  There 

may even be situations where life insurance can be integrated into your other financial savings, 

without losing valuable savings dollars. 

Life insurance can be used for family protection for early and eventual death, to grow cash values for 

today and future retirement2, and also to create a legacy fund for your family members.  As with 

other financial decisions, it must be designed and implemented to support your comprehensive 

financial plan. 
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6 CRUCIAL STEPS IN PLANNING FOR SPECIAL NEEDS 

 

Step #1   

 Establish and define your relationship with the financial planner and other professionals 
 

Step #2 

 Define your goals and take inventory of all aspects of your current financial situation 

 

Step #3 

 Analyze and evaluate your current situation and understand alternatives 

 

Step #4 
 Document plan recommendations and determine the course of your actions 

 

Step #5 

 Implement the components of the plan 

 

Step #6 

 Monitor and adjust the plan on-going 
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CHECKLIST FOR CHOOSING A FINANCIAL PLANNER 

Experience 

□ Less than 1 year 

□ 1 to 5 years 

□ Greater than 5 Years 

 
Certifications or Designations 

□ ChSNC® (Chartered Special Needs Consultant®) 

□ ChFC® (Certified Financial PlannerTM) 

□ ChFC® (Chartered Financial Consultant®) 

□ Other ____________________________ 

 
Licenses 

□ State Life, Health, and Accident Licenses 

□ Series 6 - Investment Company Products/Variable Contracts Representative 

□ Series 7 - General Securities Representative 

□ Series 66 - Uniform Combined State Law Examination 
or 

□ Series 63 - Uniform Securities Agent State Law 

□ Series 65 - Uniform Investment Adviser Law Examination 

 
Background Check 

□ FINRA BrokerCheck:  https://brokercheck.finra.org/ 

□ SEC Investment Advisor Public Disclosure:  https://www.adviserinfo.sec.gov/ 

□ Form ADV 

 
Educational Background 

□ Bachelor’s Degree 

□ Master’s Degree and/or Greater 

 
Compensation 

□ Written Client Engagement Agreement 

□ Fee and Commission 

□ Fee Only 

□ Commission Only 

https://brokercheck.finra.org/
https://www.adviserinfo.sec.gov/
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4 CRUCIAL FINANCIAL AREAS OF FOCUS IN YOUR SPECIAL NEEDS PLANNING3 

 

 

Protection 

If you get sued 

 Auto, Homeowners, and Liability Insurance 

If you get sick 

 Health Insurance 

 Group Benefits 

 Disability Insurance 

 Long-Term Care Insurance 

In your will 

 Guardians, Trustees, Powers of Attorney, Executors 

 Wills 

 Powers of Attorney 

 Living Wills and Healthcare Directives 

 Letter of Intent 

 Trusts (including Supplemental Needs or Special Needs Trust) 

 Trust Funding Arrangements and Plans 

If you die 

 Life Insurance 

 Beneficiary Designations 
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Assets 

Personal Property 

 Home Furnishings 

 Autos 

 Artwork and Collectibles 

Savings Accounts 

 Personal 

 Checking 

 Vacation 

Investment Accounts 

 Brokerage Accounts 

 ABLE Accounts 

 529 Accounts 

 Settlement Accounts 

Retirement Accounts 

 Company Plans (401(k)s, 403(b)s, ESOPs) 

 Pension Plans 

 Roth IRAs 

 Traditional IRAs 

 Real Estate (Personal, Investment) 

Real Estate 

 Personal 

 Investment 

 Vacation 

Business 

 Business Interests 

 Ownership Agreements 

 Business Structure (LLC, S-Corp, etc.) 
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Liabilities 

Short Term 

 Student Loans 

 Credit Cards 

 Auto Loans 

 Lines of Credit 

 Personal Loans 

Taxes 

 Tax Returns 

 Unpaid Taxes 

Mortgages 

 Primary Residence 

 Second Homes 

 Investment Real Estate 

Business Debt 

 Lines of Credit 

 Business Loans 
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1Guardian, its subsidiaries, agents, and employees do not provide tax, legal, or accounting advice.  Consult your tax, legal, or accounting 

professional regarding your individual situation. 

2Whole Life insurance is intended to provide death benefit protection for an individual's entire life. With payment of the required guaranteed 

premiums, you will receive a guaranteed death benefit and guaranteed cash values inside the policy. Guarantees are based on the claims-paying 

ability of the issuing insurance company. Dividends are not guaranteed and are declared annually by the issuing insurance company's board of 

directors. Any loans or withdrawals reduce the policy's death benefits and cash values and affect the policy's dividend and guarantees. Whole life 

insurance should be considered for its long-term value. Early cash value accumulation and early payment of dividends depend upon policy type 

and/or policy design, and cash value accumulation is offset by insurance and company expenses. Consult with your Guardian representative and 

refer to your whole life insurance illustration for more information about your particular whole life insurance policy. 

3The Living Balance Sheet® and The Living Balance Sheet® Logo are registered service marks of The Guardian Life Insurance Company of America 

(Guardian), New York, NY. © Copyright 2005-2023 Guardian. 

 

 

Cashflow 

What you earn 

 Salary and Earnings 

 Social Security (SSI, SSDI, Retirement, etc.) 

 Trust Income 

 Investment Income 

 Settlement Income 

 Insurance Benefit Income 

Your insurance costs 

 Property and Casualty 

 Health, Accident, Sickness, and Disability 

 Group Benefits 

 Life Insurance 

Your annual savings 

 Short Term and Liquid 

 Retirement 

 Estate Planning 

Your debt and tax costs 

 Income Taxes 

 Loan and Debt Payments 

What’s left for lifestyle 

 Living Expenses 

 Budget 
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PLANNING FOR FAMILY MEMBERS WITH SPECIAL NEEDS

Hearing about families with children or 

other family members who have special 

needs is becoming more commonplace – not 

necessarily because there are more people 

with special needs, although that may be 

true, but because of greater awareness and 

understanding, and less embarrassment 

and social stigma. There is no typical profile 

for those with family members with special 

needs – they arise in wealthy families and in 

poor, rural and urban, with young children, 

siblings and/or parents, and at any age. All 

such families need to ensure they have 

conducted proper estate planning. The first 

concern of estate planning is to help ensure 

that family members are cared for. 

The special needs of physically, mentally, 

and emotionally disabled persons, present 

unique planning problems. For example, for 

a family with modest assets and three 

children, one of whom is autistic, who is 

going to care for that child when mom and 

dad are gone? The child will probably need 

continued care for the rest of his/her life. 

Will the next care giver have the financial 

resources to take on this responsibility 

assuming the will and good intentions are 

there? The care givers have many concerns 

and responsibilities, including (a) finances; 
 

(b) daily physical care; (c) emotional 
support; (d) housing and transportation 
needs; (e) medical and educational needs; 
(f) legal needs; and (g) others. 
 

Once the care givers are gone, there are 
three primary sources of support available 
to the person with special needs: family, 
charity and government. Estate planning 
goals would seek to maximize each source 
of support and include: 

• Protect and provide for the physical, 
emotional and financial security of the person 
with the special need  

• Do not take any action that might jeopardize 
his or her eligibility for government programs  

• Assure continued availability of charitable 
programs 

• Consider the needs of other family members  

• Provide family members the financial ability 
to handle ongoing needs  

• Organize the estate to maximize assets and 
minimize taxes and costs 

 

Accordingly, leaving assets outright to the special 
needs person would eliminate eligibility for any 
governmental or charitable assistance. That 
would not be a good result for most families. 
Disinheriting the special needs person, leaving 
him or her completely dependent on government 
programs and charity to continue to meet his or 
her needs into the future is also not a solution 
since governmental programs and charity would 
probably be insufficient. So, what do you do? 

 

ONE SOLUTION – CREATING AND FUNDING A 
SPECIAL NEEDS TRUST 

A Special Needs Trust is a trust typically funded 
with life insurance on the lives of the primary 
care givers (individual life insurance or 
survivorship life insurance) so that upon their 
death, an immediate pool of money is created to 
provide “supplemental benefits” to the special 
needs person. The supplemental benefits go 
above and beyond the primary care needs of the 
special needs person. Primary care needs are met 
by government and charitable sources while 
supplemental needs – second medical opinions, 
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vacations, special transportation needs, and 
improved education, are provided by the 
trust. 

The Special Needs Trust can be created 
either during life or as a testamentary trust 
under a will. The trust must be drafted in 
compliance with state laws and contain 
repayment provisions, if required. The 
repayment provisions will provide that 
upon the beneficiary’s death, any 
government funds advanced on behalf of 
the special needs person will be reimbursed 
before distribution to any surviving family 
members. 

By creating a Special Needs Trust, and 
funding it with life insurance, the care 

givers can rest assured that the needs of the 
Special Needs family member will be met, 
without sacrificing the distribution of their estate 
to their other family members. 

Note, that the area of Special Needs Trusts and 
qualifying for public assistance is a complicated 
area of law. You must consult with an attorney 
who specializes in this area 
 

 

 

 

  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

The foregoing information regarding personal, estate, charitable and/or business planning techniques is not intended to be tax,  
legal or investment advice and is provided for general educational purposes only.  
Neither Guardian, nor its subsidiaries, agents or employees provide tax or legal advice. You should consult with your tax and legal  
advisor regarding your individual situation. 
 
Pub8047 (12/22) 2022-148543 Exp. 12/24 
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TRUSTS FOR FAMILIES WITH INDIVIDUALS WITH SPECIAL NEEDS 
 
The information in this document is designed to be of assistance to attorneys drafting documents.  Clients need to be aware that advice 
of their own tax attorney and accountant is vital.  This sample document is offered for informational purposes only, not as tax or legal advice. 

 

PLANNING CHECKLIST  

 

Physical and Emotional Care of the Child Guardianship Issues  

 

 Who should assume the role of the primary caregiver after the death or disability of the  

current primary caregiver?  

 Should the new primary caregiver(s) be given formal status as the guardian of the person?  

 Should the same party acting as the guardian of the person act as guardian of the property?  

 

Financial Considerations: Government Programs  

 

 Are government programs being used to assist in the care of the child with the disability?  

 Will government programs be used to assist in the care of the child with the disability after  

the demise of the current primary caregivers?  

 If government programs are used, review the means tests that are used to qualify for these  

programs.  

 Is the level of care provided under government programs sufficient for the financial and  

physical well-being of the child with the disability?  

 
Other Family Issues  

 

 Are there other children in the family?  

 Are there any minor children in the family?  What level of support will they need?  

 

Estate Tax Issues  

 

 What is the expected size of the gross estate?  

 What, if any? Is the potential estate tax liability?  

 Is there sufficient liquidity to meet this estate tax liability?  

 

Planning Considerations  

 

 Will the special needs trust be appropriate to the current situation?  

 Consider the needs of the rest of the family.  Have they been accounted for in the planning process?  

 Chart where the estate assets will pass.  Who will be responsible for the child's physical  

 and emotional care?  Who will be responsible for the child's financial care?  
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LEGAL AND TECHNICAL ASPECTS OF THE SPECIAL NEEDS TRUST 

 
The information in this document is designed to be of assistance to attorneys drafting documents.  Clients need to be aware that advice 
of their own tax attorney and accountant is vital.  This sample document is offered for informational purposes only, not as tax or legal advice. 

 

When drafting a special needs trust, counsel should review the following technical issues:  

 

1. State Law Restrictions.   Do state statutes  specifically  exempt  spendthrift,  discretionary 
trusts,  such  as  the  special  needs  trust  from  the  means  test  to  qualify  for  Medicaid,  SSI, 
and  other  governmental  programs?    If  there  is  no  specific  statute,  have  the  regulatory 
authorities expressed an opinion? 

 

2.   Termination  of  the  Trust.    Consideration  should  be  given  to  allowing  the  trustee  to  

terminate the trust if it is challenged by a governmental agency or if there is a substantial  
change in state or federal law; an alternative beneficiary can be named to receive the trust  
property  in  the  event  of  termination.   This  same  alternate  beneficiary  is  often  named  to  

receive the trust property following the individual with disabilities death.  
 

3.   Spendthrift  Provisions.    To  provide  further  insulation  form  reimbursement  claims  by  
public agencies, a special needs trust is usually designed with spendthrift language that,  
subject  to  the  provisions  of  state  law,  expressly  prohibits  the  use  of  the  beneficiary's  

interest  to  satisfy  the  claims  of  ordinary  creditors.     Some   states   do   not   recognize  
spendthrift  clauses.    If  the  state  law  is  not  entirely  clear  on  the  effectiveness  of  this  

language, additional instructions to the trustee setting forth the purposes of the trust and  
stating  that  its  assets  may  not  be  used  to  provide  basic  (rather  than  supplemental)  needs  
should be included.  

 

Upon  termination,  many  amounts  left  in  the  trust  may  be  made  subject  to  state  Medicaid  

reimbursement  laws.    Federal  and  state  regulations  are  constantly  changing  and  may  be  
interpreted  differently  by  state  courts.    Some  states  require  payback  provisions  in  special  
needs.  Payback language provides that benefits received by the person with the disability be  

reimbursed to the state before and distributions are made to alternate beneficiaries.  
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SPECIAL NEEDS TRUST  

 
The information in this document is designed to be of assistance to attorneys drafting documents.  Clients need to be aware that advice 
of their own tax attorney and accountant is vital.  This sample document is offered for informational purposes only, not as tax or legal advice. 

 

Special Language for Use by Counsel  

 

(The   language   following   is   designed   to   be   "dropped   in"   to   either   an   intervivos   or  

testamentary trust that may benefit the caregivers' other children as well as the child with the  
disability.    The  share  carved  out  for  the  child  with  the  disability's  benefit  would  be  held,  

administered, and distributed according to these terms.  
 

Paragraph (a) sets forth the extent of the trustee's distribution authority.  
 

Paragraph (b) contains instructions to the trustee regarding the purposes for which he or she  

may make distributions.   The "supplemental" nature of the trust is clearly set forth, as well as  

the prohibition on the use of trust assets for the payment of basic expenses.  

 

Paragraph (c) requires the trustee to assure that the beneficiary receives all public or private  

assistance to which he or she is entitled.   The provision provides additional justification for  

the supplemental nature of the special needs trust by making sure that the beneficiary's basic  

needs are satisfied outside of the trust.  

 

Paragraph (d) allows the trustee in those states where payback language is not mandatory to  

terminate the trust if it is attacked by a state or federal agency.  This provision can serve as a  

deterrent to a state agency seeking reimbursement, since funds would simultaneously become  

unavailable upon the death of the child with a disability, and its assets could be distributed as  

directed elsewhere in the document.)  

 
a)   The Trustee may pay or apply for my child's benefit, such amount or amounts of the net  

income and principal of the trust as in the sole and absolute discretion of the Trustee is  

advisable  for  my  child's  welfare.    Any  income  not  so  expended  shall  be  added  to  

principal.   In making any such distribution for my child's benefit, the Trustee shall take  

into account all other resources available to my child, including any benefits to which he  

or she is or may become entitled through public assistance.  

 

b)    This paragraph (b) is expressive of my intent but is not binding on the Trustee.   I expect  

that  the  trust  income  and  principal  will  be  used  to  provide  my  child  with  extra  and  

supplemental care, maintenance, support, and education and will not be made available to  

provide primary support for my child, including, but  not limited to, basic food, clothing  

and shelter.   The Trustee in his or her sole and absolute discretion is authorized to make  

trust distributions to or on my child's behalf in such a manner that my child's life will be  

enriched   and   made   more   enjoyable,   including,   but   not   limited   to,   recreational   and  

vacation opportunities away from places of residence, expenses for traveling companions  

if  requested  or  necessary,  entertainment  expenses  and  social  services  expenses.    The  

trustee  is  authorized  to  expend  the  trust  property  to  obtain  more  sophisticated  medical  

and/or  dental  treatment  that  may  otherwise  be  available  to  my  child  and  seek  private  

rehabilitative and educational training.   I desire that my child be able to maintain contact  

with  his  or  her  siblings  and  other  family  members,  and  the  Trustee  is  authorized  to  

expend  trust  income  and  principal  for  transportation  costs  for  my  child  or  other  family  

members  to  facilitate  such  contacts.   I  desire  that  the  Trustee  exercise  the  discretionary  
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powers   conferred   hereunder   in   such   a   manner   as   it   will   provide   flexibility   in   the 

administration  of  the  trust,  and,  in  exercising  such  powers,  the  decision  of  the  Trustee  

shall be conclusive as to the advisability of any distribution of income or principal, and as  

to the person or persons to or for whom such distribution is to be made, and such decision  

shall not be subject to judicial review.  

 

c)    In exercising   the   discretion   granted   under   paragraph   (a),   the   Trustee   is   directed   to  

investigate other sources of support available to my child, whether from and local, state  

or  federal  government,  or  from  any  private  agencies,  and  to  take  whatever  steps  are  

necessary to enroll him or her for such benefits or assistance.  

 

d)    This trust shall terminate upon the death of my child or in the  event that any government  

agency shall (i) seek in a judicial or administrative proceeding to compel the Trustee to  

pay or apply any part of the income or principal to or for the benefit of my child, or (ii)  

deny any material assistance which would otherwise be available to my child but for the  

existence of this trust.  Upon such termination, all assets remaining in the trust, including  

principal  and  undistributed  income,  shall  be  distributed  to  the  trust  created  under  Item  

_______, to be held, administered and distributed as a part thereof.  

 

(Caution: This language may be against public policy in many states and should not be included.  Consultation with 

local council is essential.)  
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PLANNING FOR SPECIAL NEEDS – THE LETTER OF INTENT 

 
Many families provide for the financial well-being of a special needs family member by establishing a Special 
Needs Trust funded with life insurance to supplement their loved one’s needs throughout their lifetime.   
Although a Special Needs Trust can provide for a loved one’s supplemental financial needs, they typically do 
not address the specific desires, likes and dislikes of this unique family member.  This is why all parents and 
caregivers of special needs individuals need a Letter of Intent. 
 a Letter of Intent. 
A Letter of Intent is a document that plays an important part in your loved one’s life.  It is not a legally 
binding document, but rather, a statement that provides invaluable information about your loved one’s 
habits, needs and wishes regarding their ongoing care if you become incapacitated and after your death.  
You should start a Letter of Intent as soon as possible and continually update it to reflect your wishes.  No 
detail is too small to include in a Letter of Intent, and should address a range of issues, some of which 
include the following: 
 
 
• Your loved one’s full name, nickname, date 

and place of birth and Social Security 
information.  Also, include a picture.   

• Complete family information. 

• Names, addresses and phone numbers of 
individuals who should be immediately 
contacted in the event of your incapacity 
or death, such as close friends who have a 
good relationship with your family 
member. 

• Medical information, including diagnosis, 
care and support your family member 
receives, medications, allergies, physicians, 
therapies and contact information for all 
individuals involved in their medical care. 

• List of schools, including early intervention, 
day care and transition programs.  Include 
a copy of educational plans, including 
testing results and evaluations. 

• List your family member’s interests, 
personality traits, favorite social activities, 
hobbies, social preferences and 
extracurricular activities. 

• If a child, list out names of friends, who 
they like to play with, the types of toys 
they enjoy, plus any behavior management 
issues. 

 

 

 

• Dietary information, including food likes 
and dislikes and any special diet 
restrictions. 

• Living arrangements should something 
happen to you. 

• Religious information, including where 
they attend religious services and your 
hopes for their religious upbringing. 

• Day to day routines such as mealtimes and 
bedtimes. 

• Domestic activities like housekeeping, 
cooking, shopping for clothes or groceries 
and doing laundry. 

• Reinforcement of social and interpersonal 
activities with others to develop social 
skills. 

• Services and benefits, such as services for 
physical impairments, developmental 
disability services, clinics sponsored by 
support groups, transportation services 
and vocational rehabilitation services. 

• List of expenses and indicate who pays 
each expense (loved one, parents, 
guardians, trustees, third-parties such as 
insurance companies). 

• Indicate whether your loved one needs 
assistance with personal finances, such as 
bill payments and budgeting.  If so, 
indicate how much help is needed. 
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There is no limit as to the type of information you should include in your Letter of Intent.  The goal is to inform 

individuals who come into your loved one’s life of pertinent information so they can continue meeting your 

loved one’s needs and desires without disruption.  Additionally, a Letter of Intent does not need to be in any 

specific format.  It can be handwritten or typed, although typing makes it easier to read and understand, as 

well as to update as things change.  You should consider updating it on a regular basis, such as on a birthday or 

other notable event.   By having this important document, you can be assured that your loved one’s needs will 

be communicated to all the people in their life when you are no longer able to be her or his advocate. 

 

 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
The foregoing information regarding personal, estate, charitable and/or business planning techniques is not intended to be tax, legal or investment 
advice and is provided for general educational purposes only.  Neither Guardian, nor its subsidiaries, agents or employees provide tax or legal advice.  
You should consult with your tax and legal advisor regarding your individual situation.
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The information in this document is designed to be of assistance to attorneys drafting documents. Clients need to be 
aware that advice of their own tax attorney and accountant is vital. This sample document is offered for informational 
purposes only, not as tax or legal advice 
 

LETTER OF INTENT 

RESIDENTIAL: 

(If you die or go into a nursing home, where do you want your child to live?) 

1. 

2. 

3. 

4. 

 

EDUCATION:   

(You have a long perspective of your child’s capabilities, share it.) 

1. 

2. 

3. 

4. 

 

EMPLOYMENT:   

(What has your child enjoyed?  List his or her goals, aspirations, limitations, etc.) 

1. 

2. 

3. 

4. 

 

SOCIAL/RECREATIONAL: 

(What activities make life meaningful for your child” List sports, hobbies, etc.) 

1. 

2. 

3. 

4. 
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RELIGION: 

(Is there a special church or synagogue for fellowship?) 

1. 

2. 

3. 

4. 

 

MEDICAL CARE: 

(What has and has not worked?) 

1. 

2. 

3. 

4. 

 

BEHAVIOR MANAGEMENT:   

(Does your child have special behavior problems?  What behavior management techniques have been 

effective in the past?) 

1. 

2. 

3. 

4. 

 

ADVOCATE/GUARDIAN:   

(Who will look after your child, fight for your child, and be a friend??) 

1. 

2. 

3. 

4. 
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TRUSTEE:   

(Who do you trust to manage your child’s funds? 

 1. 

2. 

3. 

4. 

 

OTHER AREAS OF CONCERN:   

1. 

2. 

3. 

4. 
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Letter of Intent 

Written by: __________________ Date: _________________ 

_______________________________________________________ 

(Relationship to the person with the disability – mother, father or both) 

To Whom It May Concern: 

Information About: ________________________________________ 

   (Father’s Name) 

General Information:  List the father’s full name, Social Security number, complete address, phone number for 

home, work, cell, county or township, date of birth, place of birth, city/town/country where raised, fluent 

languages, religion, race, blood type, number of sisters, and number of brothers.  Indicate whether he or she is 

a U.S. citizen. 

Marital Status:  Indicate the father’s material status.  If he is currently married, list the date of that marriage, 

the place the marriage took place, and the number of children from that marriage.  Also list the dates of any 

previous marriages, names of other wives, and names and birth dates of children from each marriage. 

Family:  List the complete names of father’s siblings and parents.  For those still living list their addresses and 

phone numbers, as well as pertinent biographical information.   

Information About: ________________________________________ 

   (Mother’s Name) 

General Information:  List the mother’s full name, Social Security number, complete address, phone number 

for home, work, cell, county or township, date of birth, place of birth, city/town/country where raised, fluent 

languages, religion, race, blood type, number of sisters, and number of brothers.  Indicate whether he or she is 

a U.S. citizen. 

Marital Status:  Indicate the mother’s material status.  If she is currently married, list the date of that 

marriage, the place the marriage took place, and the number of children from that marriage.  Also list the 

dates of any previous marriages, names of other husbands, and names and birth dates of children from each 

marriage. 

Family:  List the complete names of mother’s siblings and parents.  For those still living list their addresses and 

phone numbers, as well as pertinent biographical information.   

Information About: ________________________________________ 

   (Your son or daughter’s name) 

 

General Information 

Name:  List the full name of your son or daughter.  Also list the name he/she likes to be called.   

Numbers:  List your child’s Social Security number, complete address, county or township, telephone number 

for home, work, cell, height, weight, shoe size, and clothing size.   
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More details:  List your child’s gender, race, fluent languages, and religion.  Indicate whether your child is a 

U.S. citizen.   

Birth:  List your child’s date and time of birth, as well as any complications.  List your child’s birth weight and 

place of birth, as well as city/town/country where he or she was raised.   

Siblings:  List complete names, addresses and telephone numbers of all sisters and brothers.  Which ones are 

the closest to the person with the disability-both geographically and emotionally?   

Marital Status:  List the material status of your son or daughter.  If married, list the spouses name, his or her 

date of birth, date of that marriage, the place the marriage took place, the names of any children, their dates 

of birth.  Also list the dates of any previous marriages, as well as the names, addresses and telephone numbers 

for the spouse and children from each marriage.   

Other relationships:  List special friends and relatives that your child knows and likes.  Describe the 

relationship.  These people can play an invaluable role, especially if the trustee resides out-of-state.   

Guardians:  Indicated whether your child has been declared incompetent and whether any guardians have 

been appointed.  List the name, address, and telephone number of each guardian and indicate whether that 

person is a guardian of the person or a guardian of the estate, plenary or limited.   

If successor guardians have been chosen, list their full names, addresses and telephone numbers.  Even if your 

child has no guardian, it is often wise to state in the Letter if Intent your wishes about who you want to act as 

guardian if one is needed in the future.  Make sure you have spoken to them.   

Trustee:  Indicate whether you have set up a trust for your child and list the full names, addresses and 

telephone numbers of all trustees.   

Representative payee:  Indicate whether your son or daughter has or needs a representative payee to 

manage public entitlements, such as Supplemental Security Income or Social Security. 

Power of attorney:  If anyone has power of attorney for your son or daughter, list the person’s full name, 

address, and telephone number.  Indicate whether this is a durable power of attorney. 

Final arrangements:  Describe any arrangements that have been made for your child’s funeral and burial.  List 

the full name of companies or individuals, their addresses and telephone numbers.   

Also list all payments made and specify what is covered.   

In the absence of specific arrangements, indicate your preference for cremation or burial.  Should there be a 

church service?  If the preference is for burial, what is the best site?  Should there be a monuments? 

If cremation is the choice, what should be done with the remains? 

Medical History and Care 

Diagnoses:  List the main diagnoses for your son or daughter’s condition, such as autism, cerebral palsy, Down 

syndrome, epilepsy, impairment due to age, learning disorder, an intellectual disability, neurological disorder, 

physical disabilities, psychiatric disorder, or an undetermined problem. 

Seizures:  Indicate the seizure history of your son or daughter:  no seizures; no seizures in the past two years; 

seizures under control; seizures in the past two years, but not in the past year; or seizures currently.  Does 

anything act as a “trigger” for increased seizure activity? 

Functioning:  Indicate your child’s intellectual functioning level (mild, moderate, severe, profound, 

undetermined, etc.) 
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Vision:  Indicate the status of your child’s vision:  normal, normal with glasses, impaired, legally blind, without 

functional vision, etc.  List the dates of the last eye test and what was listed on any prescription for eyeglasses. 

Hearing:  Indicate the status of your child’s hearing:  normal, normal with hearing aid, impaired, deaf, etc. 

Speech:  Indicate the status of your child’s speech:  normal; impaired, yet understandable; requires sign 

language; requires use of communicative device; non-communicative, etc.  If your child is non-verbal, specify 

the techniques you use for communication. 

Mobility:  Indicate the level of your child’s mobility:  normal; impaired, yet self-ambulatory; requires some use 

of a wheelchair or other assistance dependent on wheelchair or other assistance; without mobility, etc. 

Blood:  List your child’s blood type and any special problems concerning blood. 

Insurance:  List the type, amount, and policy number, for the medical insurance covering your son or 

daughter.  What is included in this coverage now?  Indicate how this would change upon the death of wither 

parent.  Make sure you include Medicare and Medicaid, if relevant.  

Current physician:  List your child’s current physicians, including specialists.  Include their full name, type of 

practice, addresses, telephone numbers, the average number of times your child visits them each year, and 

the amounts not covered by a third party, such as insurance (including Medicare or Medicaid). 

Previous physician:  List your child’s previous physicians, including specialists.  Include their full name, type of 

practice, addresses, telephone numbers, and the most common reason they saw your child.  Describe any 

important findings or treatment.  Explain why you no longer choose to consult them. 

Dentist:  List the full name, address, telephone numbers of your child’s dentist, as well as the frequency of 

exams.  Indicate what special treatments or recommendations the dentist has made.  Also list the best 

alternative for dental care in case the current dentist is no longer available.   

Nursing needs:  Indicate your child’s need for nursing care.  List the reasons, procedures, nursing skill 

required, etc.  Is this care usually provided at home, at a clinic, or in a doctor’s office? 

Metal health:  If your child has visited a psychiatrist, psychologist, or mental health counselor, list the name of 

each professional, the frequency of visits, and the goal of the session.  What types of therapy have been 

successful?  What types of therapy have not worked? 

Therapy:  Does your son or daughter go to therapy (physical, speech, or occupational)?  List the purpose of 

each type of therapy, as well as the name, address and telephone number of each therapist.  What assistive 

devices have been helpful?  Has an occupational therapist evaluated your home to assist you in making it 

more accessible for your child? 

Diagnostic testing:  List information about all diagnostic testing of your son or daughter in the past:  the name 

of the individual and/or organization administering the test, address, telephone number, testing dates, and 

summary of the findings.  How often do you recommend that diagnostic testing be done?  Where? 

Genetic testing:  List the findings of all genetic testing of your child and relatives.  Also list the names of the 

individual and/or organization performing the tests, address, telephone number, and the testing dates. 

Immunizations:  List the type and dates of all immunizations. 

Diseases:  List all childhood diseases and the date of their occurrence.  List any other infectious diseases your 

child has had in the past.  List any infectious diseases your child currently has.  Has your child been diagnosed 

as a carrier for any disease? 
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Allergies:  List all allergies and current treatments.  Describe past treatments and their effectiveness. 

Other problems:  Describe any special problems your child has, such as bad reaction to the sun or staph 

infections if he or she becomes too warm.   

Procedures:  Describe any helpful hygiene procedures such as cleaning wax out of the ears periodically, 

trimming toenails, or cleaning teeth.  Are these procedures currently done at home or by a doctor or other 

professional?  What do you recommend for the future? 

Operations:  List all operations and the dates and places of their occurrence. 

Hospitalization:  List any other periods of hospitalization your child has had.  List the people you recommend 

to monitor your child’s voluntary or involuntary hospitalizations and to act as liaison with the doctors. 

Birth control:  If your son or daughter uses any kind of birth control pill or devise, list the type, dates used and 

the doctor prescribing it. 

Devices:  Does your son or daughter need any adaptive or prosthetic devices, such as glasses, braces, shoes, 

hearing aids, or artificial limbs? 

Medications:  List all prescription medication currently being taken, plus the dosage and purpose of each one.  

Describe your feelings about the medications.  List any particular medications that have proved effective for 

particular problems that have occurred frequently in the past and the doctor prescribing the medicine.  List 

the medications that have not worked well in the past and the reasons.  Include medications that have caused 

allergic reactions.   

OTC:  List any over-the-counter medications that have proved helpful, such as vitamins or dandruff shampoo.   

Describe the conditions helped by these medications and the frequency of use.   

Monitoring:  Indicate whether your child needs someone to monitor the taking of medications or to apply 

ointments, etc.  If so, who currently does this?  What special qualifications would this person need? 

Procurement:  Does your child need someone to procure medications? 

Diet:  If your child has a special diet of any kind, please describe it in detail and indicate the reasons for the 

diet.  If there is no special diet, you might want to include tips about what works well for avoiding weight gain 

and for following the general guidelines of a balanced, healthy diet.  You might also describe the foods your 

child likes best and where the receipts for these foods can be found.   

What Works Well for ____________________________________________________________ 

   (Your son or daughter’s name) 

HOUSING 

Present:  Describe your son or daughter’s current living situation and indicate its advantages and 

disadvantages.   

Past:  Describe past living situations.  What worked?  What didn’t? 

Future:  Describe in detail any plans that have been made for your son or daughter’s future living situation.  

Describe your idea of the best living arrangement for your child at various ages or stages.  Prioritize your 

desires.  For each age or stage, which of the following living arrangements would you prefer.   

A relative’s home (Which relative) 

Supported living in an apartment or house with ______ hours of supervision 
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A group home with no more than ____ residents 

A state institution _____ (Which one?) 

A private institution _____ (Which one?) 

Foster care for a child 

Adult foster care 

Parent-owned housing with ____ hours of supervision 

Housing owned by your child with ____ hours of supervision. 

Size:  Indicate the minimum and maximum sizes of any residential option that you consider suitable. 

Adaptation:  does the residence need to be adapted with ramps, grab bars or other assistive devices? 

Community:  List the types of places that would need to be conveniently reached from your child’s home.  

Include favorite restaurants, shopping areas, recreation areas, libraries, museums, banks, etc. 

Daily Living Skills 

IPP:  Describe your child’s current Individual Program Planning. 

Current activities:  Describe an average daily schedule.  Also, describe activities usually done of “days off.” 

Monitoring:  Discuss thoroughly whether your child needs someone to monitor or help with the following 

items: 

Self-care skills like personal hygiene or dressing 

Domestic activities like housekeeping, cooking, shopping for clothes, doing laundry, or shopping for groceries 

and cleaning supplies.   

Transportation for daily commuting, recreational activities, and emergencies. 

Reinforcement of social and interpersonal activities with others to develop social skills. 

Other areas. 

Caregivers’ attitudes:  Describe how you would like caregivers to treat matters like sanitation, social skills 

(including table manners, appearance, and relationships with the opposite sex).  What values do you want 

caregivers to demonstrate? 

Self-esteem:  Describe how you best reinforce your son and daughter’s self-esteem, discussing how you use 

praise and realistic goal setting. 

Sleep habits:  How much sleep does your son or daughter require?  Does he or she have any special sleep 

habits or methods of waking up? 

Personal finances:  Indicate whether your son or daughter needs assistance with personal banking, bill 

payment and budgeting.  If so, how much help is needed? 

Allowance:  Indicate whether you recommend a personal allowance for your son or daughter.  If so, how 

much?  Also, list your recommendations about supervision of how the allowance is spent. 
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Education 

Schools:  List the schools your child has attended at various ages and the level of education completed in each 

program.  Include early intervention, day care, and transition programs. 

Current programs:  List the specific programs, schools and teachers your son or daughter has now.  Include 

addresses and phone numbers. 

Academics:  Estimate the grade level of your son or daughter’s academic skills in reading, writing, math, etc.  

List any special abilities. 

Emphasis:    Describe the type of educational emphasis (such as academics, academic, vocational, or 

community-based) on which your son or daughter currently concentrates.  What educational emphasis do you 

think would be best for the future? 

Integration:  Describe the extent that your child has been in regular classes or schools during his or her 

education.  What are your desires for the future?  What kind of undesirable conditions would alter those 

desires?   

Day Program or Work 

Present:  Describe your son or daughter’s current day program and/or job. 

Past:  Describe past experiences.  What worked?  What didn’t?  Why? 

Future:    Discuss future objectives.  Prioritize your desires.    

Assistance:  Indicate to what extent, if any, your son or daughter needs assistance in searching for a job, in 

being trained, in becoming motivated, and in receiving support or supervision on the job. 

Leisure and Recreation 

Structured recreation:  Describe your son or daughter’s structured recreational activities.  List favorite 

activities and the favorite people involved in each activity. 

Unstructured activities:  What are your child’s favorite means of self-expression, interest and skills (going to 

movies, listening to music, dancing, collection baseball cards, painting, bowling, riding a bicycle, roller skating, 

etc.)?  List favorite people involved in each activity.   

Vacations:  Describe your son or daughter’s favorite vacations.  Who organizes them?  How often do they 

occur, and when are they usually scheduled? 

Fitness:  If your son or daughter participates in a fitness program, please describe the type of program, as well 

as details about where and when it takes place and who oversees it.   

Religion 

Faith:  List the religion of your son or daughter, if any.  Indicate any membership in a particular church or 

synagogue. 

Clergy:  List any ministers, priests, or rabbis familiar with your son or daughter.  Include the names of the 

churches or synagogues involved and their addresses and phone numbers.  Also indicate how often your child 

might like to be visited by these people. 

Participation:  Estimate how frequently your son or daughter would like to participate in services and other 

activities of the church or synagogue.  Indicate how this might change over time.  Also describe any major, 

valued event in the past. 
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Rights and Values 

Please list the rights and values that should be accorded your son or daughter.  Here are some examples of 

what you might list.   

To be free from harm, physical restraints, isolation, abuse and excessive medication. 

To refuse behavior modification techniques that cause pain. 

To have age-appropriate clothing and appearance. 

To have staff, if any, demonstrate respect and caring and to refrain from using demeaning language. 

Other 

Give an overview of your child’s life and your feelings and vision about the future.  Describe anything else 

future caregivers and friends should know about your son or daughter. 

Finances, Benefits, and Services for ________________________________________ 

                                                                  (Your son or daughter’s name)  

Assets:  List the total assets your child has as of this date.  Indicate how those assets are likely to change - if at 

all - in the future. 

Cash income:  List the various sources of income your son or daughter has last year.  Include wages, 

government cash benefits, pension funds, trust income and other income.  This might include Social Security, 

Social Security Disability Insurance (SSDI), or Supplemental Security Income (SSI). 

Services and benefits:  List any services or benefits your child receives.  These might be services for children 

with physical impairments, developmental disability services, clinics sponsored by support groups, early 

periodic screening, diagnosis and treatment, employment assistance, food stamps, housing assistance, legal 

assistance, library services, maternal and child health services, Medicaid, Medicare, Project Head Start, special 

education, Title XX service programs, transportation assistance, or vocational rehabilitation services.   

Gaps:    Indicate whether any services or benefits are needed but are not being received by your son or 

daughter.  Indicate whether plans exist to improve the current delivery of services or to obtain needed 

benefits. 

Expenses:  List all expenses paid by your child in various categories, such as housing, education, health care, 

recreation, vocational training, and personal spending.  List all expenses paid directly by parents, guardians, or 

trustees in various categories.  List estimates of all expenses paid by third parties, such as insurance 

companies paying doctors directly or Medicaid paying for residential services. 

Changes:  Indicate how your child’s financial picture would change if one or both parents died.  Be sure to list 

any additional cash benefits to which your child definitely would be entitled.  Also, list any cash benefits for 

which your child might be eligible. 
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ACHIEVING A BETTER LIFE EXPERIENCE ACT OF 2014 (ABLE ACT) 
AN OPTION FOR FAMILIES WITH DISABLED CHILDREN 

Planning for special needs individuals presents a host of complex challenges, many of which involve making 

challenging care decisions and managing limited resources for that individual’s support. While many families 

establish a Special Needs Trust to provide for a family member, an additional tool is on the horizon to assist 

families to accumulate assets without jeopardizing a loved one’s eligibility for government benefits: 529A ABLE 

Accounts. Let’s take a look at these accounts and see how they compare to using a Special Needs Trust when 

planning for a special needs family member. 

On December 19, 2014, the President signed into law the “Tax Increase Prevention Act of 2014” (TIPA) that 

allows individuals to establish tax- exempt “Achieving a Better Life Experience” (ABLE) accounts to assist 

persons with disabilities in paying for qualified disability expenses. Prior to TIPA, a tax-advantaged savings 

program did not exist that was specifically targeted to disabled persons. This is no longer the case. Now the 

next step is for each state to enact legislation so that disabled individuals can take advantage of these 

accounts. 

There are two primary purposes of the ABLE Act: 

• to encourage and assist individuals and 
families in saving private funds to 
support individuals with disabilities to 
maintain health, independence, and 
quality of life; and  

• to provide secure funding for disability-
related expenses on behalf of designated 
beneficiaries with disabilities that will 
supplement, but not supplant, benefits 
provided through private insurance, 
Medicaid, SSI, the beneficiary’s 
employment, and other sources.  

 
The new law, effective for tax years 2015 and beyond, allows for the creation of a tax-exempt account that can 
be used to save for “qualified disability-related expenses.” “Qualified disability-related expenses” are expenses 
related to an individual’s blindness or disability and include the following

• 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  

• other expenses that are approved under 

the IRS regulations 



Copyright © 2023.  All Rights Reserved. 

 

Thus, if distributions from an ABLE Account do not exceed the beneficiary’s qualified expenses, they will not 
be included in gross income. However, if distributions are made for nonqualified expenses, the earnings 
portion of the distribution will be subject to income taxes, in addition to a 10% penalty. 

First, we’ll review some of the key features of ABLE Accounts, followed by a comparison of them to third-party 
Supplemental Special Needs Trusts: 
 

• ABLE Accounts are state-level programs, 
similar to Section 529 college education 
savings plans.  

• Accounts may be created by individuals to 
support themselves or by families to 
support their dependants.  

• Eligible individuals must be blind or 
disabled prior to age 26.  

• Except for a rollover contribution from 
another account, aggregate contributions 
for a tax year may not exceed the annual 
gift tax exclusion ($14,000 in 2015).  

• Contributions are not deductible and may 
only be made in cash.  

• A 6% excise tax may be imposed on excess 
contributions. 

 
• Funds may be withdrawn tax-free for 

disability-related expenses. 
 

• Each disabled individual is limited to one 
ABLE Account. 
 

 

• The first $100,000 in an ABLE Account is 
exempt from SSI’s $2,000 individual 
resource limit. However, account 
distributions for housing expenses count 
as income for SSI purposes. If the 
balance of an individual’s ABLE account 
exceeds $100,000, the individual is 
suspended, but not terminated, from 
eligibility for SSI benefits but remains 
eligible for Medicaid.  

• ABLE Accounts have no impact on 
Medicaid, but are subject to Medicaid 
reimbursement at death. Any funds 
remaining after the state is reimbursed 
may pass to a post-death beneficiary. 
Although gains may be taxed as ordinary 
income, the 10% penalty will not apply 
for distributions upon death.  

• Generally, contributions by family 
members to an ABLE Account for the 
benefit of a debtor’s child, step-child, 
grandchild, or step-grandchild are 
protected in bankruptcy if they are made 
more than 365 days prior to the donor 
filing bankruptcy. 
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While ABLE Accounts will likely become a planning tool in the near future, they are not a panacea for all 

special needs individuals. In fact, some of the key characteristics of these accounts also serve as key limitations 

that may prevent them from being as effective as a Special Needs Trust.  Some of these limitations include the 

following: 

• First, tax-free distributions from an ABLE 

Account only include those for 

“disability-related” expenses. This means 

that distributions for social outings, 

birthday presents, and even vacations 

will not receive favorable income tax 

treatment (earnings will be taxable and 

subject to a 10% penalty). 

 

• Second, in order to qualify for an ABLE 

Account, the individual must have a 

qualified disability under Social Security 

and must have been disabled prior to 

age 26. As a result, many individuals will 

be precluded from benefiting from these 

accounts. 

 

• Third, annual aggregate contributions to 

an ABLE Account may not exceed the 

annual gift tax exclusion, making these 

accounts an ineffective way to leave an 

inheritance to a disabled child or adult. 

 

• Fourth, the Act only protects benefits 

from the Federal government; each state 

must pass their own reciprocal law 

allowing these accounts as an exempt 

assets.

For these reasons, establishing and funding a Special Needs Trust with life insurance remains a critical 
component when planning for a special needs individual. Let’s take a closer look at Special Needs Trusts when 
compared to ABLE Accounts. 

Special Needs Trusts that are created by a third party, such as the disabled beneficiary’s parents or other 
family member, are generally not subject to Medicaid’s payback provisions. Thus, at the death of the disabled 
individual, any remaining assets may pass to surviving family members, unlike an ABLE Account where 
Medicaid is paid back first before family members receive the remaining balance, if any. 

There are also no limits on the amount of assets that may pass to the trust, thus making them ideal tools to 

receive an inheritance for a special needs individual. Contrast this to an ABLE Account in which annual 

aggregate contributions are limited by the annual gift tax exclusion. 

Special Needs Trusts also allow more latitude regarding the type of expenses that can be met to provide for 

the special needs individual. For example, trust assets may be used to supplement the needs of the beneficiary 
over and beyond the primary needs of the trust beneficiary. An individual’s primary care needs should be met 
by governmental benefits, while supplemental needs, such as second medical opinions, vacations, special 

transportation needs, and improved education, may be provided by the trust. However, the earnings portion 
of distributions from an ABLE Account that are not used to pay for “qualified disability expenses” are subject 
to income tax and a 10% penalty. 

Lastly, and perhaps most importantly, there are no restrictions on the type of disability or age in which the 
disability occurs in order to set up a third party Special Needs Trust. However, in order to establish an ABLE 
Account, an eligible beneficiary must be blind or disabled prior to attaining age 26. 
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So, although ABLE accounts are certainly a step in the right direction in helping families care and support a 
special needs family member, they do not replace the need for Special Needs Trusts. Using ABLE Accounts and 
incorporating them into a family’s overall estate plan still has a long way to go — starting with each state 
enacting their own ABLE Act. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

The foregoing information regarding personal, estate, charitable and/or business planning techniques is not intended to be tax, legal or investment 

advice and is provided for general educational purposes only. Neither Guardian, nor its subsidiaries, agents or employees provide tax or legal advice. 

You should consult with your tax and legal advisor regarding your individual situation. 

Pub8921 (2/22) 2022-134072 (Exp. 2/24) 

i 2014 ABLE ACT Sections 101(1)DivB and 101(2)DivB. 

ii Code Sec. 529A(e)(5). 
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I hope you found this Guide educational and valuable. 

 

If you would like contact me for more information, or schedule a Free No-

Pressure Educational Consultation, I can be reached as follows: 

 

Brian Sykes CFP®, ChFC®, ChSNC®, CExPTM 

CA Insurance License #0G05575 

Financial Advisor 

National Financial Network 

Phone:  (215) 628-6178 

Email:  bsykes@natfin.net 

 

 

 

 

 

 

 

 
Registered Representative and Financial Advisor of Park Avenue Securities LLC (PAS), 150 South Warner Road, King of Prussia, PA 

19406. Securities products/services and advisory services offered through PAS, member FINRA, SIPC. Financial Representative of The 
Guardian Life Insurance Company of America (Guardian), New York, NY. PAS is a wholly owned subsidiary of Guardian. National 

Financial Network and Founding Capital are not affiliates or subsidiaries of PAS or Guardian. 
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