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Disclaimer 
 

This publication is designed to provide general information prepared by the author in 

regard to the subject matter covered. It is sold with the understanding that neither the publisher 

nor the author is engaged in rendering legal, accounting, or other professional service. This 

publication should not be utilized as a substitute for professional service in specific situations. If 

legal advice or other expert assistance is required, the service of a professional should be sought. 
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Author’s Message 

 

Dear Reader: 

 

Thank you for taking the first step in learning how to plan for your loved one’s future. I 

know it is a difficult subject to address and the last thing you want to do is read a lengthy and 

technical piece on planning. Since 1993, from my experiences speaking before thousands of 

families at conferences and workshops nationwide, and more importantly, listening to what they 

had to say through their questions and comments made it clear what information is needed in this 

book and how to present it. 

 

 This Beginner’s Guide to Special Needs Planning© is not just for family members. If 

you are an attorney, financial planner, insurance agent, case worker, physician, therapist, teacher 

or any other professional providing services to people with special needs and their families, this 

book will be a useful resource for you. In order for families to create the best possible plan for 

their loved one, it is important that the process be coordinated amongst advisors and providers. 

With this information and knowledge, it will help the advisor and/or caregiver(s) to better 

understand the many issues in planning that may not normally be a part of their typical work. 

However, you will see how the various parts in planning affect each other. This information is 

intended to help professionals serving the special needs community, be a better and more 

knowledgeable planner or care provider.  

 

The Beginner’s Guide to Special Needs Planning identifies the various issues and 

concerns families are currently dealing with, or will experience in the future. Information and 

instructions will be provided to help in resolving these issues in a clear and concise manner. You 

will learn the   consequences if you do not plan. Your State and Federal government already has 

a plan for your child that you will not like. However, you have the opportunity to replace it!  

 

This book is arranged so you may quickly refer to a particular topic. Stories are included 

portraying true life situations and helpful ‘Hints’ are throughout.  

 

As with any task, whether it is preparing a meal, planning a party or fixing the 

lawnmower , it is always easier and usually gets done correctly, if you follow a step-by-step 

method. This also applies to special needs planning. With that in mind you will be introduced to 

a simple Ten-Step Planning Process that guides you and your advisors from start to finishing. 

 

My goal is to educate families to empower them be knowledgeable about the planning 

process and direct their advisors as to what they want for their loved one with special needs.     

 

In order to provide in-depth information on the many subjects discussed, it would take a 

multi-volume text. This would be impractical and you probably would not want to read it. I want 

you to be able to digest the information this book in an evening or two and begin planning. There 

will be topics that you will want and need more detailed information about. Some subjects 
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require that you obtain your State’s specific guidelines. This may include information on 

Guardianship and/or Conservatorship in your State, Special Needs Trusts, and Government 

Entitlements.   

 

While this book focuses on Special Needs Planning, it is important to coordinate this plan 

with your ‘traditional’ estate planning. Family income needs for a surviving spouse and all 

children, education funding, and your retirement planning should be addressed. This type of 

planning may require the assistance of an attorney, financial or insurance advisor, and/or tax 

consultant. Chapter 6 gives you advice and guidance for the process of finding, interviewing and 

selecting your advisors. 

 

Planning for the future of your loved one with special needs is no longer an option. It is a 

critically important necessity. It can be done and you can do it. Use this book as your partner in 

planning along with a qualified special needs planner. 

 

Before you proceed, make sure you have a pen and pad handy. You are going to think of 

questions for your advisors and Social Security. Hopefully, many will be answered as you read 

through this book.   

 

Let me be the first to congratulate you for making a commitment to provide one of the 

most important and beneficial gifts you will ever give your loved one. Your legacy and your 

love. 

 

Sincerely,  

 

 

Bart Stevens 
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Introduction 
 

Can you imagine leaving your child in someone’s care for just a few hours without giving 

them any detailed instructions on what his or her needs are; what to do; how to do it; who to call 

in an emergency or how to reach you? You could not conceive of doing such an irresponsible 

thing to your child with special needs, or any child for that matter. However, this is exactly what 

you are doing if you have not prepared a plan for their future care, supervision, security and 

quality of life when you are no longer here or able to provide for their needs. 

 

While this is a difficult subject that no one wants to discuss,  the reality is that you may 

not always be here for them because your child will probably survive you. You will not be gone 

for ‘just a few hours.’ You are gone permanently!  

 

Stop for a minute and think about what would happen if tomorrow morning you are not 

here. Review all the things you do each day for your loved one. Dressing; feeding; getting them 

off to school, work or the adult center; knowing their dietary needs; how to communicate; and all 

the other ‘little’ details. This information must be given now to current providers (teachers, 

therapists, medical practitioners, case workers) and those who will serve in the future 

(Guardians, Trustees, Conservator). Do you want the people who provide care and protection for 

your child to have to figure everything out on their own? What effect will this have on them and 

your child? Is it fair to them or your child not to plan now before it is too late? 

 

When the parents of a child with special needs passes away, the child is going to face a 

difficult and challenging transition. It could include moving to a different home; attending a 

different school or adult center; having to give up their job; leaving friends and all the other 

things that make them comfortable and secure. Only you have the ability to make this transition 

as easy as possible for your loved one and the people who will be providing care and services for 

him or her. Would you want it any other way? 

 

Do you want to decide who these future care providers will be? Do you want to decide 

how much of your estate will be left for your child? Do you want to run the risk of your child 

forfeiting government benefits and having to payback the government for benefits already 

received from assets you leave them? Of course you don’t. If you have done no planning, you 

will learn about the plan your State and Federal government has for your loved one. Rest 

assured, you will not like it. 

 

The purpose of this book is to educate and assist you in identifying the common issues 

and concerns all families must address, and to provide solutions and the means to eliminate these 

concerns so you can be assured your loved one will have the best care, security, and quality of 

life. 
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Though filled with a great deal of information, this book is presented in a concise and 

easy to understand manner. It is unlikely that you will find this scope of up-to-date information 

in one text. 
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Chapter 1 - Why You Should Plan 
 

 In 1950 the life expectancy of people with special needs was about 30 years. Today, most 

expect to live a normal life span. Quite simply, the point is that your loved one will probably 

survive you.  

 

 In past generations, families rarely made any plans for the future care and supervision of 

their loved one because the person either died before the parents, or they were placed in 

institutions which took full responsibility for their care. Many Moms and Dads of children with 

special needs, relate how doctors would tell them to ‘put your child in an institution and forget 

them.’ Not knowing what else to do, many did just that thinking it was best for their child. 

Professionals and families have learned that this was not always the right solution.   

 

 As typical children grow and mature, families look for their special talents and abilities 

and provide encouragement to pursue them. In a parent’s mind, a child who can hit a baseball 

with ease may be a future Hall of Famer; one who draws well may be the next Picasso; the one 

who loves to cook may be the next Gordon Ramsey. All parents have dreams about what they 

want for their child’s future. A typical child can choose their own career path in life. Children 

with special needs also have abilities and are gainfully employed and participate in many 

enjoyable and productive activities. Shouldn’t they be allowed to make decisions, try different 

things and take advantage of every opportunity available to them as well? 

 

 What dreams and wishes do you have for your child? Does your child have goals of his 

or her own? Have you asked your child what they are? Have you shared them with others? What 

plans have you made to be sure that your child will have every opportunity to enjoy a full life? 

And, what about their day-to-day care, security, and quality of life?  

 

 Let’s put aside for a minute the technical reasons for planning. We will address them 

throughout this book. In your care, is a person you love dearly, and for whom you would do 

anything. There is no one who relies more on you than your child with special needs. You worry 

about him or her every day. Is she okay in school or at work? Are the teachers or co-workers 

treating her well? Did he take his medication properly and on time? Is she happy? 

 

 In addition to those concerns, bathing; dressing; toileting; feeding; transporting; 

monitoring medication; and going to therapies, are just a few of your loved one’s daily required 

needs. There is a lot to do, isn’t there? How in the world will anyone else know what, when, and 

how to do these things for your child if you don’t prepare a written directive with this important 

information? Besides you, who else can do this? Think about the adjustments you make in your 

life. This is important information that must be shared with current and future care providers. Let 

them learn from your experience. 

 

 What are your thoughts about putting money aside for your loved one’s future? Do you 

have a safe place to put these funds where they will not be exposed to benefit eligibility issues, 

creditors, lawsuits, and “payback?” Where will he or she live? What about their education and, 

when possible, work? What people do you want in your child’s life and what are their 
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responsibilities? Have you discussed this subject with them? Have you asked them to serve as a 

Guardian or Trustee? 

 

 The point is that you have the answers, but they are of no value unless you put them in 

writing for current and future care providers. It will make the transition for your child and their 

care providers a smoother and simpler experience after your death. Is it fair for the people you 

entrust with the care of your child to have to figure these things for themselves? You wouldn’t 

leave your child for one day without giving detailed instructions. Yet, if you died today, you are 

leaving your child permanently, and then it is too late! 

 

The Government Has a Plan for You 
 

The Good News: The Government Has a Plan for Your Child 

The Bad News:  The Government Has a Plan for Your Child 

 

If you do not have a Will and Special Needs Trust, have done no Government Benefit planning, 

and have not identified the budgetary needs and the assets to fund them, there will be some very 

serious and detrimental consequences for your loved one and their care providers.  

 

The good news is that your state and federal government, knowing that very few families have a 

plan, has already prepared one for your child. The bad news is the plan itself. And it is in effect 

now and will begin tomorrow morning if you are no longer here.  

 

Should you worry? See how your failure to take action automatically authorizes the state and/or 

federal government to take control of your estate and do the following: 

        

 ● The State in which your loved one lives will choose their Guardians, Trustees and 

Conservator. The Guardian will have the responsibility of day-to-day care. The Trustees 

will have control and authority over the distribution of any assets left to your child in 

Trust. Conservators manage assets in your child’s and their financial affairs. 

 

  ● If the State is unable to find a single home for all your children, they could be 

forced to live in separate homes. 

 

 ● Your estate will be distributed according to the “Law of Intestacy” in your State 

of residence. You have no say in this matter. If you are divorced from your child’s 

biological parent and remarried, your current spouse will receive all your personal 

property and can do anything they want with it. If you are unmarried, your children share 

your estate equally. Either way, your loved one with special needs may not get enough to 

live on or anything at all! 

 

 ● If the amount of assets in your loved one name exceeds $2,000, this money is 

subject to “payback” to Medicaid for previously provided healthcare services. There is a 

“grace period” to remove the funds; however, if not done properly, it could create more 

issues. 
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 ● In addition to the payback to Medicaid, if the person’s remaining assets exceed 

$2,000 they will be ineligible for SSI (Supplemental Security Income) and Medicaid. The 

result is the loss of part or all of their inheritance, ineligibility for SSI cash benefits and 

healthcare through Medicaid.  

 

 ● Your child’s standard of living could be seriously jeopardized with the loss of 

these benefits and assets. To make matters worse, there are no budgetary guidelines to 

know exactly what your child’s monthly income requirements will be. 

 

 ● Medicare may be the only healthcare benefit your child is eligible to receive. 

Your child will have to wait 25 months before their medical care is covered. Can your 

child afford to be without medical benefits for over two years? Your child will also lose 

valuable benefits such as prescription coverage under Medicare.  

 

 ● The ACA (Affordable Care Act) makes health insurance available to all, there are 

costs involved and as of this writing, its future is questionable. 

 

 ● The Government will also penalize your child if family and friends want to 

provide financial assistance. Gifts received by your child could be considered as income 

and/or assets. They will be used to ‘payback’ Medicaid and, if they total over $2,000, 

they will cause the loss or reduction of SSI and Medicaid. 

 

Two other very important issues are: 

 

 ● Not all assets pass through a Will. Life insurance, retirement plans and annuities 

pass by beneficiary designation. Your child could receive these assets even if they are not 

named as a beneficiary. The result is the same, “payback” to Medicaid and the loss or 

reduction of SSI. 

 

 ● Without written information explaining the day-to-day care needs of your child 

and what your goals and wishes for their future care are, providers will only be able to do 

what they think you want, not necessarily what should be done. 

 

 When I share this information with families at conferences and workshops, their reactions 

are a mix of surprise, shock, fear and worry. You may be experiencing these same feelings. This 

is your child’s plan for his or her lifetime, unless you take action now to change it! This book 

will show you how, what, when and where to take the proper steps to eliminate these problems 

and concerns. Wouldn’t you agree that you should not be afraid of planning, but be afraid if you 

don’t?  
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Story 1 - Divorce 
 
Marc and Amy divorced about 10 months after Kenny was born. The divorce wasn’t 
pleasant, but it wasn’t a war either. Marc agreed to Amy having custody of their two 
children. Kenny, who has Cornelia de Lange Syndrome, is the youngest.  
 
Marc paid alimony and child support regularly for the first few months. His bi-monthly 
visits to the children became less and less frequent. Support checks arrived late,
Sometimes not at all. Marc remarried about two years later and moved to another state. 
The support checks stopped altogether as did the visits, the birthday, Christmas, 
Valentine and Easter cards and gifts as well. Amy was on her own. 
 
Amy’s family helped. Even Marc’s parents provided some financial assistance. Amy 
inherited $300,000 from her grandfather. This was a tremendous help as it allowed her 
to work fewer hours at her job and spend more time with Kenny.  
 
Kenny was twelve when Amy was diagnosed with breast cancer. Surgery and months of 
chemotherapy and radiation were unsuccessful. Believing she would not die, Amy did 
not make any provisions for her estate or children.  
 
After Amy’s death, Marc, being the biological father, was given custody of the children 
even with his history of defaulting on child support and not having seen the children in 
years. He also received control of Amy’s estate. Could this have been his motivation to 
get custody of the children? Control of their inheritance? Is Marc truly the person best 
suited to care for these children? Do you think this is what Amy would have wanted?  
 
What could Amy have done to avoid this situation? There was no guarantee that Marc 
could be kept from getting custody of the children. Amy would have been wise to keep a 
journal of missed support checks, the infrequent calls and visits, and how Marc 
voluntarily estranged himself from the children. At least other family would have had a 
strong case to contest Marc’s appointment as guardian and Trustee. Had she written a 
Will, she would have been able to appoint Guardians of her own choice to serve with 
Marc. Amy could have guaranteed that Marc would have no access to or control of the 
money she left her children. A Special Needs Trust for Kenny and a traditional trust for 
her other child, would have a Successor Trustee appointed by Amy to manage and 
control the funds for the benefit of the children and out of the hands of Marc. The 
Successor Trustee also has sole discretion in disbursements from the Special Needs 
Trust. 
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Amy might have been able to convince Marc to rescind his parental rights leaving her 
able to appoint a Successor Guardian of her own choice. Regardless, she should have 
discussed this 
 with him. She could have stated what she wanted for Kenny and made the necessary 
arrangements while she was still able.  
 
If Marc violated his duties as Trustee and misused the assets in the trusts he would 
have been liable for criminal charges. However, the likelihood of the money being 
replaced is zero to none. 
 
A big problem was ignored. The opportunity to resolve it was gone. Unfortunately, this is 
not an uncommon occurrence.   
 

Excuses Families Make To Avoid Planning 

 

 First Define the Obstacles, And then Remove Them 
 

  ● Feel the process is too emotional, confusing and overwhelming. 

 

 Of course it is. If you have no guidance or method to follow it is far too difficult.  

Subjects that must be addressed include: Wills, Special Needs Trusts, Guardianship, 

Trustees, Social Security, Financial Needs, and Lifestyle. However, your child and his or 

her future care providers will suffer the consequences if nothing is done. 

 

 ● Do not have a step-by-step method to guide them from beginning to completion. 

 

             This book provides an outline of a 10-Step Method for beginning and 

finishing your plan. 

 

 ● Can’t find professional special needs planning advisors in whom they have 

confidence that they have the necessary qualifications and expertise. 

 

 How to find and choose an affordable qualified attorney and other advisors is 

discussed in Chapter 6. 

 

 ● Do not have enough time to do all the research and preparation. 

 

 We will identify the most common problems and issues, provide solutions, and 

give you a way to resolve them. The research has been done for you. 
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 ● Have concerns about legal fees and other costs. 

  

 I have had families tell me they have been quoted as much as $15,000 for a 

Special Needs Trust. You will learn where and how to have your trust and wills prepared 

at a reasonable cost within your budget. 

  

 ● Believe their child is too young. 

 

 There is no minimum or maximum age to plan. The ideal time is now regardless 

of the age, type of disability, or the needs of the person. The consequences of not 

planning described earlier applies to all persons with special needs regardless of the type 

or degree of their disability, their age, or the abilities of the person. 

 

 ● Hope their loved one will be cured or entirely self-sufficient. 

 

 No one knows what the future will be. Advances in medical science and therapies 

have given realistic hope to many families. However, planning should be done now for 

the reasons stated. Your plan should be based on the needs of your child today. As he or 

she grows and matures, you may update your plan and change it according to your child’s 

needs. 

 

 ● Waiting to see if they will need a Special Needs Trust. 

 

 If your child’s needs today require a Special Needs Trust, then why wait? Not 

sure, do it anyway. The trust can remain unfunded without assets. If it is not needed in the 

future, simply change your Will and beneficiaries to pass assets directly to your child or 

to a traditional trust. It is unwise to plan based on what you hope for in the future versus 

what your child needs today. 

 

 ● Estate is not large enough. 

 

 One of the biggest misconceptions about trusts is that they are only for the 

wealthy. Nothing could be further from the truth. The Special Needs Trust should be 

created if the person with special needs is inheriting as little as $2,000. Whether your 

estate is $10,000 or $10,000,000 the Special Needs Trust is a key part of planning and 

appropriate for families now whether or not you put assets in today. 
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 ● Concerned about what happens to funds in the trust if they are not needed.  

  

Many families do not create a Special Needs Trust and fund it because they are 

concerned about the status of the assets in the trust if their child does not need them. Let 

us suppose that your child’s ability to manage his or her own affairs has improved 

dramatically to the point that they are totally self-sufficient needing little or no assistance. 

Since your child is the sole beneficiary of the trust, he or she is the only person who can 

receive the benefit of its income and assets. The Trustee may provide money for the 

beneficiary to pay for college, provide a down payment for a house, or capital to start a 

business. These assets are there for your child whether or not they have a disability. 

 

 ● Many single parents are concerned that after they die, a surviving ex-spouse (the 

other biological parent) will have access to and be able to take the assets left in a Special 

Needs Trust established by the deceased parent. 

 

The parent or other family member who establishes a Special Needs Trust usually is the Trustee 

during their lifetime. No one can touch the assets in the trust without the Trustee’s consent. The 

parent establishing the Special Needs Trust can and should appoint Successor Trustees to take 

over after the parent dies or is unable to perform the duties of Trustee. The surviving ex-spouse 

has no access to or authority over the trust unless he or she is appointed a Trustee. It is suggested 

that a single parent in this situation appoint more than one Successor Trustee to ensure that the 

trust remains out of the hands of the surviving ex-spouse in the future. The parent or family 

member establishing the Special Needs Trust may specifically direct in the document that the 

surviving ex-spouse may never be appointed Trustee. If there are other children, who are 

currently under age 18, they may be named as future Trustees when they attain a certain age, 

over 18, chosen by you.   

 

 

 

Hint 1 - Instructing Your Successor Trustee On How To Disburse Funds From The    

Special Needs Trust To An Ex-Spouse Who Survives You As Guardian/Conservator. 

 

     When the surviving ex-spouse parent, who is the Guardian/Conservator of your child, 

requests money from the Special Needs Trust, it is important that your Successor Trustee makes 

sure the money is spent on your child’s needs and not used for other purposes. One option is for 

your Successor Trustee to provide the funds and require a receipt for all purchases. This could 

cause some difficulty between the other parent and Trustees in getting the receipts. A more 

efficient and safer method is illustrated in the following example. Suppose the child with special 

needs requires a new bed and television. The parent contacts the Successor Trustee and requests 

$2,000 to purchase these items. Instead of the Trustee writing a check to the parent, the Trustee 
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could request a bill from the store where the items are being purchased. The Trustee writes the 

check directly to the store. The parent never has possession or control of the money. By having 

the Special Needs Trust purchase the items, the Trust is also the owner of the property.  

 

Even If You Have Done Some Planning, Ask Yourself These Questions 
 

If you answer ‘No’ to any of these questions, consider reviewing your plan again. 

 

 ● Have you prepared Wills, a Revocable Family Trust, a Third Party Special Needs 

Trust and Powers of Attorney? 

  

 ● Does your Special Needs Trust allow you and others to make gifts or leave money 

to it during your lifetime or only after your death?  

 

 ● Does your current Will exclude your loved one by name without disinheriting him 

or her? 

 ● Do you have a written plan to let others know what you want in the future? 

 

 ● Have you made arrangements for Successor Guardians, Conservator and 

Trustees? 

 

 ● Do the primary or secondary beneficiaries in your IRA, 401(k), annuities, and/or 

life insurance include the person with special needs? 

 

● Did you know that even if your loved one is not named as a beneficiary, he or she 

could receive proceeds anyway? 

 

● Do you understand all of the government benefit programs that are available for 

basic care and supervision and made sure that your loved one will be eligible? 

 

 ● Have you set aside any funds so your loved one will have a comfortable lifestyle 

with security, care, and quality of life? 

 

 ● Are you aware of recent legislative acts and how they may affect your loved one, 

such as the ABLE Act, the Special Needs Trust Fairness Act and the Disabled 

Military Child Protection Act?  
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Chapter 2 - Life Planning Needs 
 

1. Lifetime Supervision and Care 

 

A. Decide if Supervision and Care are necessary and appropriate 

 

B. Establish the level of care required (Skilled Nursing to Occasional Assistance) 

 

C. Decide on type of residence (family members, group home, independent, etc.) 

 

D. Consider Positions of Authority for Providers 

 

   a. Legal Guardianship 

   b. Limited Guardianship 

   c. Conservatorship 

   d. Durable Legal, Medical and Mental Health Power of Attorney 

   e. Living Will 

   f. Trustees 

   g. Doctors 

   f. Therapists 

 

2. Maintaining Government Benefits Eligibility 

 

A. Stay updated on eligibility requirements to be sure your child is in 

compliance for the various Social Security cash and healthcare benefits. Check 

with both your current state and any other state your child may live in after your 

death as they may differ. 

 

B. A person may be eligible for SSI, SSA, Medicaid and Medicare at the 

same time. 

 

C. If you are a Federal or State employee, military veteran, etc. there may be 

survivor benefits for your loved one which may include both cash and healthcare. 

  

 For example: In Arizona if you are covered under the States’ retirement 

plan, a covered dependent child with special needs can remain on the health plan 

and receive fifty-percent of the parents’ pension benefit after both parents are 

deceased. Dependents of military retirees are also entitled to cash and healthcare 

benefits from the Veterans Administration. 
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3. Provide For The Person’s Supplemental Needs 

 

A.       Government cash entitlements (SSI) are intended to provide for the 

essentials including food and shelter. 

 

B.       Eligibility guidelines for Social Security forbid the duplication of these 

needs by others. Non-compliance could result in forfeiture or reduction of benefits 

and the payback for those previously received. (This could also include payback 

for overpayment of Social Security cash benefits.) 

 

4. Arrange Management Of Assets 

 

A.       Creating a Special Needs Trust and appointing Successor Trustees will 

protect the assets you leave for your loved one. It will also maintain eligibility 

and avoid termination or payback of government benefits during your loved 

one’s lifetime. 

 

5. Prepare Dignified Final Arrangements 

 

A.       If you have specific wishes regarding yours and your loved ones final 

arrangements, it should be stated in their plan. Your child could survive you by 

many years. Who will remember your wishes? 

 

6. Avoid Family Conflict 

 

A.       If you provide no instructions or information to the family members who 

will care for your loved one, the result will be many different opinions and 

ideas as to what they think you want, and what your child needs. It will also 

most likely result in arguments and delays. Differences may have to be 

resolved by the courts. 
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Chapter 3 - Key Planning Issues 

 

Legal Planning - Government Benefits – Budget/Financial Needs – Lifestyle Directive 

 

 Legal Planning enables the family to state their wishes for the distribution of their assets, 

appoint Executors or Personal Representatives to settle their estate during the probate process, 

and appoint successor Guardians and Trustees. In combination with this, a Special Needs Trust is 

usually created to provide professional money management assistance, appoint successor 

Trustees, maintain government benefits, and protect the assets left for the person with special 

needs. It is important to note that not all assets pass by your Will. Life insurance, retirement 

plans, and annuities pass by beneficiary designation in the policies or plans. It is therefore 

important to check how each asset in your estate will be transferred after your death and to 

whom. 

 

 If you don’t have a plan, your loved one’s State of residence will decide who receives 

your assets and appoints the Guardians and Trustees for your minor and adult incapacitated 

children. In addition if a surviving spouse receives an estate from the deceased spouse and then 

remarries without having a Will, if they predecease their new spouse, he or she gets the estate 

and the children receive nothing.  

 

You can avoid this by preparing a Last Will and Testament which enables a person to 

state their wishes as to the distribution of their assets. It appoints Executors or Personal 

Representatives to settle their estate and appoints Guardians for minor children. Consider 

appointing Guardians specifically for an adult incapacitated child. You may name other children, 

who are minors now, as future Guardians for their brother or sister, upon attaining age 18 or 

older. You may also authorize the last serving named guardian to appoint his or her successor, 

and specifically exclude people you do not wish to have serve as a guardian or have any 

authority on your loved one’s behalf. 

 

Many parents don’t realize that when their child with special needs reaches age 18, they 

no longer have any legal authority for medical and legal decision making on their behalf. In 

order to retain the authority they had for their minor child, they must petition the court for 

Guardianship which is a mandate by which an individual or institution is appointed to manage 

the estate of the person not competent to manage his or her own affairs. In most states Guardians 

make decisions for the person and Conservator manage the person’s assets. It is important to 

check your State’s policy, for example in California it is Guardianship for a minor and 

Conservatorship for an adult. When a Special Needs Trust is in place to receive and hold all 

assets intended for the person, Conservatorship (for the management of assets) is not necessary 

since there are no “personal assets” to manage. This eliminates the cost of a bond for the 

Conservator and having to file annual reports to the State 
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If Guardianship is deemed not appropriate, another option is a Living Will, Medical, 

Mental Health, and General Powers of Attorney (POAs). This is not the same as Guardianship. 

The person with special needs must understand the document and then has the sole right to 

appoint their representatives. They may also change or terminate their POA at any time. It is the 

responsibility of the witnesses and notary attesting that the person signing is competent and 

understands the document. POAs authorize others to make decisions when an individual is not 

able to make their own. The person may change or cancel the POA at any time. Some 

government agencies may not recognize them and they are State specific. In addition, it is 

important to check with financial institutions you do business with to confirm that they will 

honor the POAs of your family members. Some institutions have their own form. Be sure to 

check with yours’ to avoid major issues in the future. 

 

Story 2 – Guardianship Decision: Parents’ Dilemma Resolved 
 

Matthew and his parents met with me at my office to prepare a special needs 
plan for his future. Matthew just turned eighteen and has Down Syndrome. As we 
settled in, the first thing Helen, his Mom, said was, “We have no intention of getting 
Guardianship for Matthew and taking away his rights, so don’t even bring up the 
subject. We want you to prepare powers of attorney for him.”  
 

I explained that I could prepare and notarize the powers of attorney; however, the 
person signing must be of sound mind and body and, most importantly, understand the 
documents they are signing. Turning to Matthew, I explained in very basic terms what 
POAs are and how they work. I then asked him if he understood and to tell me what I 
said. He turned his head away, looked down and said nothing. A few days after this 
meeting, his parents called and said after talking with other families in their support 
group, they believed that Guardianship would be in Matthew’s best interest.   
 

One more thing about Wills, they are a matter of public record and subject to probate 

which can cost up to 10% of the estate and delay distribution for months or years, including a 

Special Needs Trust drafted as a part of the Will. They will also not work for a person with 

special needs who must maintain government benefit eligibility since assets can be passed 

directly to the individual.   

 

There is a traditional legal document known as a Living Revocable Family Trust. It is not 

subject to public record, assets are not subject to probate or its costs, and it can hold assets for 

your heirs until you wish them distributed. The person(s) who manage the Trust are known as 

Trustees. The Trustee has a fiduciary responsibility for seeing that the funds are properly 

invested and disbursed according to the wishes of the creators of the trust known as Trustors, 

Grantors, or Settlors and the laws of the state. The Grantor(s) and Initial Trustee(s) may be the 
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same person. The Grantors of the Trust appoint successor Trustees in the same manner as the 

Guardians in the Will.  

The assets in a Living Revocable Family Trust are not exempt from lawsuits and creditors. 

However, if a surviving spouse remarries, the Family Trust from the first marriage may retain the 

assets and they are not community property, jointly owned or comingled property of the new 

marriage. At the death of the second parent, the assets in the Family Trust go to named heirs 

(surviving children) named in the Family Trust including the Special Needs Trust.  

 

While the Family Trust benefits typical children, it will not work for the person with 

special needs that is on SSI and/or Medicaid. Assets in the Family Trust are a “countable 

resource” and considered to belong to the beneficiaries. The result being loss of eligibility for 

certain government benefits and “payback.” 

 

You could exclude the person with a disability and leave their share to another child, 

family member, or friend instructing them to use the money for the person’s needs. Of course, 

the person who receives the money would not be legally obligated to use it for that purpose. This 

could cause a number of problems. Although designated to provide for the person with special 

needs, these assets legally belong to the person in whose name they are given. Even if they were 

very conscientious and trustworthy, they might: 

 

● Be sued by someone and lose the money in a judgement or settlement; 

● Get a divorce, and lose the money in the divorce settlement; 

● Die before the child with a disability dies, and, if they have not made an estate 

plan of their own, the money will go to their surviving spouse and/or children 

who would not be obligated to provide for the person with special needs. 

 

Third Part Irrevocable Living Special Needs Trust 

 

Where then, can you put assets aside for your loved one? In order to protect the assets for 

the person with special needs, maintain government benefit eligibility, and provide management 

of the funds, a separate Third Party Living Irrevocable Special Needs Trust may be created. The 

Third Party Irrevocable Special Needs Trust is the most commonly used document to provide 

supplemental funds for the exclusive benefit of the person with special needs. When properly 

drafted, the assets are not considered in the name of the person (countable resource), so they will 

not cause the loss of SSI and health care benefits. In addition, these funds are not liable for 

“payback” to Medicaid during the beneficiary’s lifetime or after their death. This Trust has 

proven invaluable to families regardless of the size of their estate or the amount of assets they are 

leaving for their loved one. This Trust enables you to appoint Trustees to manage these funds in 

the future after your death or inability to perform this function.  

 



 

 

 

 14 

Consider including the following provision in both Wills and Family Trusts: 

 

It is my intention that no distribution shall be made pursuant to any provision of this Last Will 

and Testament (or Trust Agreement) directly to nor shall any authority be given to my 

son/daughter/etc, _____________________, who is a person with special needs. Accordingly, 

notwithstanding any provisions to the contrary of this Last Will and Testament (or Trust 

Agreement), any distributions to be made pursuant to this Last Will and Testament (or Trust 

Agreement) or pursuant to the laws of intestacy for the benefit of _______________ shall be 

distributed to the then serving Trustee of the ________________Special Needs Trust dated 

____________. 

 

As a Living SNT, it can be funded during the parent’s lifetime by anyone except the 

person with special needs. If their assets are placed in the SNT it will result in all the assets being 

considered a “countable resource” and subject to “payback” as well as terminating SSI and 

Medicaid if the trust assets exceed $2,000. 

 

 There are different types of Special Needs Trusts (SNT) and a special savings account 

(ABLE) that serve very different purposes for holding assets for a person with special needs.  

 

 ● Third Party Living Irrevocable Special Needs Trust (stand alone) 

 ●  Testamentary Irrevocable Special Needs Trust 

 ●  First Party OBRA 93 Medicaid Payback Trust (Various names by State) 

 ● Miller Qualified Income Trust 

 ● Pooled/Master Trusts 

 ● ABLE Act Savings Accounts 

 

The SNT may also be drafted as part of a Will or Family Trust. However, it has some 

limitations.  It is then known as a Testamentary Special Needs Trust.  This trust may not be 

funded until after your death. Family members would have to create their own SNT for your 

loved one. The Testamentary Special Needs Trust does not go into effect and cannot be funded 

by anyone until after the death of the Grantor. 

 

 Attorneys have differing opinions as to why they create a Testamentary Trust versus a 

Living Trust. Living Trusts are more liable to scrutiny by government agencies for compliance 

than a Testamentary Trust and this is one of the main reasons attorneys prefer Testamentary 

Trusts. That’s fine; however, if the Testamentary Trust does not fit your needs, what good is it 

even if it is perfect? Be sure that the Trust you establish for your child is right for him or her. 

 

● Grandparents (if living), other family and friends may not name the Testamentary 

Special Needs Trust in their Wills or designate it as a beneficiary; 
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● Gifts may not be deposited into the Trust during the Grantor’s  

    Lifetime; 

● Testamentary Trusts are a matter of public record; 

● If the Will is contested it will delay funding of the Special Needs Trust; 

● If the Will is ruled invalid than the Special Needs Trust will not become effective. 

 

That portion of the estate would be distributed directly to the person with special needs in 

his/her name resulting in the loss of SSI and/or Medicaid as well as a ‘payback’ for past services, 

which could deplete these funds dramatically. While there are steps to take that could resolve this 

issue, the burden falls on your survivors to find someone who understands and knows what to do. 

Representatives at Social Security have told me that they do not like Testamentary SNTs drafted 

in Family Trusts because you have an Irrevocable Trust as part of a Revocable Trust, which can 

be terminated. Provisions in a traditional Family Trust often give authority to all beneficiaries, 

who the person with special needs is not allowed to have, resulting in the assets being deemed a 

“countable resource” by the government jeopardizing eligibility. This would lead to the loss of 

certain cash and healthcare benefits as well as “payback.” Revoking or modifying the Living 

Revocable Trust could affect the Special Needs Trust provisions. Money in the trust could be 

changed. The Master Trust can be changed removing the Special Needs Trust provisions.  

Funding during Grantor’s lifetime in a ‘Revocable Trust’ results in assets placed in the Special 

Needs Trust portion being a ‘countable resource’ of the beneficiary which could result in 

termination of benefits if the amount exceeds $2,000. 

 

The 3rd Party Irrevocable Living SNT is a separate document that may be funded by 

anyone, except the person with special needs, at any time. The creators of the trust 

(Grantor/Trustor/Settlor) may choose to be the Initial Trustees and appoint successor Trustees. If 

the beneficiary survives all of the successor Trustees, their State of residence will appoint a 

successor. To avoid this, a provision may be added authorizing the last serving Trustee the 

authority to appoint their successor. There may be family or friends you do not want to be 

appointed to serve. You may also list and exclude them by name.  

 

● Grandparents, other family and friends may name the trust in their wills or as a 

beneficiary 

● Gifts may be deposited during the Grantor’s lifetime and after by anyone except 

the person with special needs (beneficiary). 

● Trust is not available to the public 

● If the Will is contested it will not affect the trust except that assets passing 

through the will may be delayed. Assets passing by beneficiary designation (life 

insurance, pensions) will not be affected if left directly to the trust 

● If the Will is ruled invalid, the Trust will not be affected, and however, certain 

steps will have to be taken to remove assets from the name of the person with 

special needs. 
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OBRA 93 Medicaid Payback Trust 

(ie. Special Treatment Trust/AZ – Disability Trust/CA - Self-Settled Special Needs Trust /NV) 

 

If your loved one receives assets in their name from Social Security, inheritance, legal 

settlement, or from any other source, they cannot transfer these assets directly into the Third 

Party SNT because it is their “countable resource.” Under Federal Law an OBRA 93 Payback 

Trust, known by different titles in various states ie. Special Treatment Trust (AZ); Disability 

Trust (CA); Self-Settled Special Needs Trust (NV) may be drafted. This trust allows the assets of 

the person with special needs to be directly transferred into this trust without interruption or 

termination of benefits. The funds are available for the beneficiary during their lifetime. The 

difference is that when the beneficiary dies, the remainder of the trust is first subject to Medicaid 

“payback.” If there are no funds in the Trust, there is no payback. There is no payback from the 

Third Party Special Needs Trust. 

In the past, the OBRA Trust could only be created by a parent, legal guardian, or court 

order. In 2015 the Special Needs Trust Fairness Act was signed which allows a “competent” 

adult with special needs to create and fund their own First Party Payback Trust.   

 

Pooled or Master Trusts 

 

A Pooled or Master Trust is another option available to families. It provides the protection of 

a Third Party SNT, but the powers and authority of the family members and future caregivers are 

limited.   

 Typically used by families with few assets and/or no one to succeed as Trustee 

 The trust is established and managed by a nonprofit association within the State. 

 A separate account is maintained for each beneficiary of the trust, but, for purposes of 

investment and management of funds, the trust pools these accounts. 

 Accounts in the trust are established solely for the benefit of the disabled individual by 

the parent, grandparent, or legal guardian of such an individual, by such an individual, or 

by a court. 

 Family may not appoint successor Trustees nor have any authority 

 May experience processing delays when requesting funds 

 To the extent that amounts remaining in the beneficiary's account upon the death of the 

beneficiary are not retained by the trust, the trust pays to the State from the remaining 

amounts in the account an amount equal to the total amount of Medicaid assistance paid 

on behalf of the beneficiary under the State plan under this subchapter (Payback). 

 Annual management and administration fees (vary by plan and amount deposited) 
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Miller Qualified Income Trust (QIT) 

 This trust is used when a person, who is disabled, is receiving income from Social 

Security, Disability Income insurance, Long Term Care Insurance, etc. that exceeds the 

allowable maximum income for Medicaid eligibility ($2,205/month in 2017). The income, or a 

portion, is paid to the trust, not the person directly. The Trustee then pays the persons bills. This 

will allow Medicaid participation based on the person meeting the medical requirements.   

 It is also important to note that not all property passes by Will or Trust. Your Life 

Insurance, 401(k), IRAs, and annuities pass by beneficiary designation. Therefore these plans 

must be changed so assets do not pass directly to the person with special needs. 

 

 The following case study shows how the Miller Qualified Income Trust is used in helping 

to continue Medicaid benefits after the death of a parent. (Note: This Trust should not be 

confused with, nor is it an alternative or substitute for the Special Needs Trust.   

 

 Billy is 34 years old. He receives SSI and Medicaid. His father, Don, dies at age 57. Billy 

will now be covered by SSA and Medicare. His monthly SSA benefit of $1,800 is based on 

Don’s income and benefits. Your first reaction might be that this is not a bad change. Billy’s 

2002 SSI income is $545 per month for a total of $2,345. This means an increase of $1,255 per 

month or $15,060 per year plus Medicare. Not a bad deal. Or is it? Billy’s SSI and Medicaid 

benefits terminate with his qualification for SSA and Medicare.  

 

Problem:  

 

Medicare has a 25 month waiting period before coverage begins. 

This plan is not as comprehensive as Medicaid. A major factor is that there is no prescription 

coverage
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Solution 1  

 

Check with Don’s employer and find out if they offer continued group  

insurance coverage with the same benefits through C.O.B.R.A. If they don’t, the insurance offers 

the opportunity to convert to an individual policy. This coverage is typically very expensive with 

limited benefits. In either case, the family pays the full premium. 

 

Solution 2 

  

If there is a surviving parent who is employed and has group health insurance available through 

his or her employer, they may enroll their child and are guaranteed acceptance. If there is no 

more than a 60 day period without coverage, the new insurance picks up where the former carrier 

leaves off. The surviving parent could seek full-time employment with a company that offers 

group health insurance benefits if they have no other recourse. 

 

Solution 3 

 

Contact your State Medicaid office and ask about continuing healthcare plans that are available 

to a person who transitions from SSI and Medicaid to SSA and Medicare. Be sure to tell them 

that your loved one qualified for SSI and Medicaid due to a developmental disability. Each 

State’s plans and eligibility requirements differ from one another. Make sure you obtain 

information from your current state of residence and any future state where your loved one may 

reside. 

 

Problem: 

 

Your loved one’s SSA income may exceed the maximum income allowable for state Medicaid 

benefits making him or her ineligible.   

The deceased parent’s employer may not offer continued C.O.B.R.A. coverage. 

The individual conversion policy or the C.O.B.R.A. coverage through the group insurance 

company may be too expensive. 

The surviving parent is unable to be employed.  

 

Solution:  

The QIT is a Trust that is designed to allow people, who exceed the maximum income limit, 

qualify for Medicaid. This is not the only requirement for eligibility. The person applying must 

not have personal assets in their name over $2,000. Creating the Trust and making sure it is in 

compliance involves income and resource tests and the correct drafting of the document. The 

type of healthcare plan offered, the income limits and the eligibility requirements typically differ 

between states. You should contact your state Medicaid office and use Billy’s story as an 
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example to learn about their plan. Besides explaining their requirements and the QIT, they will 

have printed information to send you, or it may be posted on their website. Don’t forget to check 

with any other state Medicaid office where your loved one may live.  

  

ABLE Act Accounts 

 

The ABLE Act of 2014 creates an account for persons with special needs whose purpose 

is to provide a tax-free savings account that covers qualified expenses such as education, 

housing, and transportation. The bill does not replace benefits provided through private 

insurance, the Medicaid program, SSI, the beneficiary’s employment, and other sources. It does 

not replace the need for and benefits provided by a Special Needs Trust and other types of Trusts 

used in planning for the beneficiary, which we will discuss. 

 

ABLE accounts can fund essential expenses such as medical and dental care, education, 

community based supports, employment training, assistive technology, housing, and 

transportation. The ABLE Act provides the same types of flexible savings tools that others have 

available through college, health, and retirement accounts (529 Plans). A key benefit is that it 

will eliminate obstacles to work and saving by excluding funds saved through ABLE accounts 

from being considered a “countable resource” affecting an individual’s eligibility for any federal 

benefit programs.  

 

With the many government benefits available, it is important to know how a new 

program will help your loved one and what, if anything, it will effect negatively.   

 

Benefits and Limitations of the ABLE Act 

 

       Must be established before the person reaches age 26  

       The annual gift tax exclusion ($14,000) may be used.   

      Only one account per person 

 An account that allows the person with special needs (or family members) 

to place funds in their name ie. income, gifts, etc. without jeopardizing 

government benefit eligibility as long as they do not exceed the annual 

deposit and total cumulative amount.  

 May deposit up to $14,000 per year total from all sources. If this amount is 

exceeded, the account is no longer treated as an ABLE account. 

   Maximum accumulated amount allowed in the account is $100,000. If 

exceeded, SSI cash payments are suspended until the account balance is 

below this limit. Medicaid is not. However, each State has various 

amounts (529 Plan Max) that if exceeded can result in the termination of 
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Medicaid. 

      Interest and withdrawals are tax-free. Deposits are not. 

 After the death of the person, the remainder is subject to “payback” to 

Medicaid. 

    The account can be managed by family members and qualified 

individuals.  

 The funds may be “rolled” over into another ABLE account created for 

another family member who meets the qualifications. 

 It provides an account to place income, the person doesn’t use each month, 

received from Social Security, employers, etc. This avoids a monthly 

“spend down.” 

 

Analysis of Funding Options in Special Needs Planning spread sheet. 

 (go to Website for Spreadsheet Comparing SNT/OBRA/Pooled/ABLE Accounts) 
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Expense Reimbursement Letter 

There is another option for transferring funds from the name of the person with special 

needs. It is an “Expense Reimbursement Letter. The letter states how much the person has in his 

or her name, lists reimbursable expenses, and specifically states that the funds are not refundable 

to the person. From the current date, you can go back up to fifteen months and list expenses 

incurred on behalf of the person as well as listing “anticipated” expenses fifteen months into the 

future. If this total is greater than the amount in the person’s name, it can be given to a third party 

as “reimbursement” and the third party may gift it to the SNT.    

 

 
_______, 201_ 
 
To: Social Security Administration 
 
Re: Name:   
       SS#:   
       DOB:    
 
To Whom It May Concern: 
 
 My son/daughter, __________, is a person with special needs. I am his Father/Mother/etc and 
Legal Guardian/Power of Attorney. I am his primary caregiver. _________________ reached age 18 on 
______. 
 
 __________________ currently receives no benefits. We are applying for SSI and Medicaid. 
________________ had assets totaling $__________ in his name from (source of funds). The funds 
have been used to pay expenses.   Following is a table with the current expenses       
 

Monthly Expenses for ____________________ 
 

Legal Fees (Special Needs Plan) $3,495  

    

Total   

 

Rent     

Meals   

Total per month   

 

Total Payment/Reimbursement $  

 
   I hope this helps to clarify the current situation so we can provide _______________ with SSI 
and Medicaid. These funds are non-refundable to __________________. 
 
 Let me know if you need any additional information. Thank you in advance for your assistance. 
Sincerely, 
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Government Benefits 
  

 Government benefits are for many individuals their only or primary source of income and 

healthcare. The cash and healthcare benefits are received through SSI (Supplemental Security 

Income), SSA/SSDI (Social Security Survivor Benefit), SSDI (Social Security Disability 

Income), Medicaid, and/or Medicare. You may notice that SSDI is shown for two different 

benefits. Social Security refers to Survivor Benefits as SSDI. A basic understanding of federal 

and state entitlement programs is essential in order to be sure that your child gets all that they are 

eligible to receive. It is important to make sure that assets received from family members through 

gifts and inheritance, or a settlement from litigation, does not result in the ineligibility, reduction, 

and/or termination of government benefits or the government claiming reimbursement from 

assets in the person’s name for benefits previously received (payback). This is accomplished by 

making provisions through legal documents, beneficiary changes, and notification to other 

family that the person with special needs should not be named as a direct beneficiary. In fact, the 

person with special needs should be specifically excluded by name in a Will and Living 

Revocable Family Trust. (Note: This cannot be done in Louisiana which has a ‘forced heir’ rule 

which states that you cannot disinherit a child.)They are not disinherited or slighted in any way. 

The Special Needs Trust is named to receive the assets intended for your loved one in order to 

avoid the loss of benefits or having to “payback” the government.  

 

 It is evident that each of these issues is interrelated and requires that they be coordinated 

through the planning process. Those persons who provide advice in one particular area should 

know what other advisors are doing. This emphasizes the importance of an organized plan and 

open communication between your advisors. Ideally, find a firm that provides all the requirement 

services. 

 

 The result of completing a comprehensive plan assures: lifetime supervision and care; 

maintaining government benefits eligibility; makes available supplementary funds to help ensure 

a comfortable lifestyle; provides management of funds; leaves instructions for dignified final 

arrangements; and avoids family conflict. 

 

There are three Social Security cash benefits and two medical plans. 

 

SSI – SSA – SSDI – Medicaid (some states have different names) – Medicare 

 

SSI (Supplemental Security Income) is typically the first benefit your loved will be 

eligible to receive. The current maximum amount is $735 per month (2017) Note: Some states 

may supplement the SSI benefit ie. CA adds about $165/month. While this is not a lot of money, 

over the course of a person’s lifetime, assuming they begin benefits at age 18 and live to age 80, 
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they will receive over $1,000,000 in cash benefits. A person receiving any amount of SSI is 

automatically covered by Medicaid. The eligibility requirements are: 

 

● While the benefit typically begins at age 18, children under 18 may be eligible 

based on theirs’ and their parents' income and assets. 

 ● The person has less than $2,000 of assets in their name 

  ● If employed, they are limited to $1,170/month (2017) to remain eligible. 

● Employment income over $85/month will result in a reduction of $1 of benefits 

for each $2 earned. 

 ● The disability has a prognosis of lasting at least 12 months. 

 

If your loved one is currently receiving SSI and it is less than $735 per month, this is 

typically due to one or more of the following reasons: They are receiving child support; an 

adoption subsidy; other Social Security cash benefits; child is employed over income limits; or 

child is not paying rent.  
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Confirmation Letter for Rent 

 

The most common is not paying rent. If you ask Social Security how much rent to charge, 

they will tell you to divide the number of persons living in the home by the total expenses. This 

could amount to over a $1,000/month. In addition, you will have to pay income tax on the rental 

income. Here is another option. You can charge as little as $400 per month if you submit a 

“Confirmation Letter for Rent” to Social Security. 

 

 
Date 
 
Social Security Administration 
  
RE: Confirming Statement for Room & Board Payment 
 Name: 
 Social Security #   
 Date of Birth:   
 
To Whom It May Concern: 
 
 This is to confirm that the room and board being charged to the above named person, my 
(son/daughter/etc), in the amount of $400 per month, is the same that I would charge to any boarder 
regardless of whether or not they are related to me. He/She is a separate economic unit from our 
household. I am the owner and rent liable person for the dwelling unit. 
 
Sincerely, 
 
Your Name 
Address 
Phone 
 
 

SSI is not necessarily a permanent or the final type of cash benefit your loved will 

receive. One of three events effecting parents will result in a change of benefits for their loved 

one. They are: a parent becoming disabled, dying before age 62 or retiring. With the onset of one 

of these events, the person with special needs will transition from SSI to SSA/SSDI (Social 

Security Survivor/Retirement Benefit). The monthly benefit is based on the income of the 

disabled, deceased or retired parent. If both parents are either disabled, deceased or retired, than 

the benefit is based on the parent with the highest income. The amount is available on the Social 

Security website, www.ssa.gov. If the SSA benefit is less than SSI, your loved one will collect 
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both. Medicaid is not automatic with SSA; however Social Security internally underwrites the 

transfer of plans. At the death of the parent under whom the person is covered, the SSA benefit 

increases 25%. After a 25 month waiting period under SSA, the person is eligible for Medicare. 

 

Anyone who is gainfully employed for ten years, pays to Social Security for forty 

quarters and has worked five of the previous ten years is eligible for SSDI (Social Security 

Disability Income). This would also apply to the person with special needs. 

 

A person with special needs may be covered by both a private insurance health plan and 

Medicaid. The private plan is always primary. Under the new national health care plan, children 

may be covered until age 26 by their parents group insurance plan. Persons with special needs 

may be covered for life by these plans. 

 

Budget/Financial Needs  
 

 Budget and financial needs planning determines the supplemental needs of the person. 

Government SSI (Supplemental Security Income) provides monthly cash benefits to pay for food 

and shelter. The assets put aside are used for the person with special needs, and supplements 

what the government does not provide. First, a monthly budget is established based on today’s 

needs while projecting for the future. By using a reasonable rate of return on your investments, 

calculate how much money is needed to fund the trust. For example, if you need to provide an 

additional $1,000 per month and you project a 6 percent return on your money, it would require 

$200,000 for the trust. $200,000 at 6 percent interest equals $12,000 per year or $1,000 per 

month. The life expectancy of the person must be considered because inflation will have 

dramatically affected the plan. Once this is completed, the family then chooses the assets to be 

placed into the trust. This may include stocks, mutual funds, IRAs, 401(k)s, real estate, home, 

and life insurance. Professional management for investing the assets may be done by the Trustee 

or they may hire financial advisors. 

 

Story 3 - Include Your Child In The Planning Process 
 
 One of the great rewards from my work is having the opportunity to meet many of 
the wonderful people who are a part of the special needs community. They include 
families, case workers, teachers, other professionals, and most importantly, the people 
with special needs. 
 
 Carol is one of the most memorable. She was 33 when she came to my office 
with her mother, Margaret. Carol was diagnosed with Autism at age four. Margaret told 
me that she was very delayed in walking, speaking, and doing most things for herself. 
She was told to put Carol in a ‘home’ and let them take care of her. ‘No way,’ said 
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Margaret. She worked and worked with Carol for years. The Carol I met, greeted me 
with a big hug and smile. I explained to Carol that the reason we were meeting was to 
discuss what her Mother and she wanted for the future. Carol sat down and began to 
tell me what she wanted. ‘Bart,’ she said, ‘I pay my own bills. I have a part-time job. I 
take the bus myself. I go to the mall and out at night with friends. And I want to have my 
own apartment and a full-time job!’ Margaret’s mouth dropped open. She was 
speechless. I loved it. Margaret turned to Carol and asked, ‘Why didn’t you ever tell me 
this?’ ‘Because you never asked,’ she responded.  
 
 Families make so many decisions for their young children with special needs that 
they forget that as they grow and mature, they may be very capable of making some 
decisions of their own. My approach to planning is to first focus on the person’s abilities 
and then ‘fill in the gaps’ where they need assistance. 
 
 Not only is it important to ask, it is just as important to let your loved one try 
different things. Our greatest lessons are learned in this way. Is there any reason why a 
person with special needs should not be given the same opportunities as everyone 
else? 
 

Lifestyle Directive Planning  
 

 Lifestyle Directive Planning is when the family puts in writing their instructions for the 

care and what they want for the future of their loved one. This information is recorded in a 

document called the Letter of Intent. Although not a legal document, it is as important as the 

Will and Special Needs Trust. Lifestyle issues require decisions regarding where the person will 

live, continued educational programs, employment, social activities, religious affiliation, medical 

care, behavior management, advocacy and/or Guardianship/Conservatorship, Trustees, and final 

arrangements. In addition, detailed instructions are provided for assisting the person with the 

typical activities of daily living such as bathing; dressing; feeding; and toileting. Perhaps the 

person has a special way of communicating that only the immediate family knows and 

understands. It is important that this information be included. It is recommended that families 

make a video of the person performing these activities and/or receiving assistance. When 

recording bathing and toileting, you can respect your child’s dignity by having them wear a 

bathing suit or shorts and a T-shirt. In addition, show the person in different social settings such 

as; home, school, day care center, work, etc. Prior to providing details regarding the assistance 

your loved one requires, it is important to give others details about what your child can do for 

himself. Their self-esteem, ego, and personal satisfaction in accomplishing a task are important. 

Great care and attention should be given to this subject as it plays an important role in the 

person’s peace of mind and wellbeing. 
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Imagine how much easier and less stressful it will be for your child and his or her care providers 

if they have detailed instructions immediately available to them rather than having to figure 

things out on their own. What could take weeks or months to learn, could be accomplished in a 

few days or even hours. The ultimate goal is to make the transition from parental care to 

independent living, residency in a group home, or moving in with other family members, as easy 

and comfortable as possible for all bearing in mind the comfort and security of your child. 
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Chapter 4 - Ten Simple Planning Steps 
 

 With proper professional assistance you can prepare a plan in a simple step-by-step 

method without feeling overwhelmed by the process if you follow these ten planning steps. 

Suppose you had a party at your home last New Year’s Eve. You woke up the next morning and 

the house was a mess. The living room, Kitchen, den, bedrooms, bathrooms and even the patio 

needed a major cleanup. You could have done one of two things. You could ignore it, even 

though it would not go away. Or, you could work on one room at a time, and little by little it 

starts to come together. If  your advisors follow the steps in this chapter, you will create a plan 

that addresses the lifestyle and care needs of your child.   

 

Step 1 - Decide What You Want For The Future 
 

A. Residential Needs 

 

 ● Live independently with some assistance 

 ● Reside in Group Home 

 ● Live with family or friends 

 ● Skilled Nursing Facility with 24 hour care 

 

 Making arrangements for residential living is not only for after your death. 

Parents sometimes have to make decisions that are in the best interest of their child, but not 

necessarily what they ideally want. This may be one of them. The issue of a child moving out of 

the parent’s home can be very difficult. Your child’s best interests should take priority.  

 

 

Hint 2 - Independent Living 

 

         If and when your child is old enough, and shows the potential ability to live independently 

away from your home, you owe them the chance to try. You may make a “trial run” by renting a 

furnished apartment near your home on a month-to-month lease or choose a nearby supervised 

group home. See how things go. You are only a few minutes away if needed. If it does not work 

out, try something else.  

 

 

 If a group home or other facility is what your child needs, start to look now regardless of 

your child’s age. First decide in which community your child will live. If family members will be 

the Guardians/Conservator and live in another state, that is where you might consider looking. 

Some subsidized group homes take a percentage of your child’s Social Security check as full 
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room and board. Others can cost thousands of dollars each month. It is up to you to decide what 

fits your child’s budget and needs. 

 

 

Hint 3 - Finding A Group Home 

 

     Make a list of group homes. Visit and tour them. If they are near where the future Guardians 

live, have them make the visit and inspection. Get details on current costs and projected 

increases. If necessary, get on the waiting list now of each group home you like. If there is an 

opening before your child is ready, you can always pass until you are ready. 

 

 

 If your child will be living with relatives, will any adjustments be needed to the home to 

accommodate your loved one? Does it need to be wheelchair accessible? Should another room be 

added? What about a special shower, lower Kitchen counters, and raised electrical outlets? These 

are just some of the considerations for making your loved one’s residence as accessible, 

functional, and comfortable as possible. These modifications can be budgeted for now and the 

funds provided through the Special Needs Trust to be used when needed. Check with local 

government agencies to see if there are subsidies available. Are there local contractors 

experienced in this type of work? Is any of this work tax deductible? 

 

 

Hint 4 - Living In The Family Home 

 

     Many families would like their child to remain in the family home after the parents die. A 

person on SSI and Medicaid may own the home they live in personally, although this is not 

always best. If rooms are rented to others, it may result in personal income to your child that 

could effectively reduce or terminate SSI cash benefits and Medicaid. With the home in your 

loved one’s name, it is subject to creditors, lawsuits, and “payback.” Another option is to leave 

the home to the Special Needs Trust. The Trustee collects any rent from other tenants on behalf 

of the Special Needs Trust and can use this rental income as supplemental funds to support your 

loved one; the rent is not income to your child; assets in the SNT are exempt from creditors, 

lawsuits and “payback.” 

 

 

B. Employment 

 

 Provide information on any and all past work experience. Describe what your 

child’s duties were at work and any special arrangements that need to be made. Request letters of 

recommendation from employers and others. Identify businesses who hire people with special 
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needs. Ask if there are employment opportunities for your child. If your child is unable to 

continue working due to their disability, try to obtain documentation from employers, physicians, 

etc. This will be important if you are applying for any government benefits. 

 

 Story 4 - The Pizza Man 
 
 Self-esteem, security and quality of life are important to all of us. It is no different 
for people with special needs. It becomes even more important at the time of transition 
when a parent dies. Planning to make sure this period is as easy as possible can affect 
the person for life. 
 
   When Della came to see me she was 77 years old. Widowed many years 
before, she lived in a retirement community in Arizona with her son, Wayne, who was 
43 and has mild mental retardation. Della and I had several meetings. Each time Wayne 
would come dressed in his Pizza Hut work uniform cap and shirt. He has worked for 
them for many years. I would kid him about always coming to the office in his uniform, 
without a pizza. He would smile and say, “Next time.” Wayne obviously loves his job. 
The first part of each of our meetings was spent with Wayne telling me about his day at 
work. 
 
 Della’s plans were to have Wayne live with his brother, Larry, in Texas after her 
death. “I hope he will be able to find the same job there,” she said. “He so looks forward 
to work and seeing his friends there. Everyone loves him. I hate to think of him not 
being able to continue.” I suggested that Della call Larry and ask him to contact the 
Pizza Hut in his neighborhood and to ask about them hiring Wayne in the future even 
though we had no idea when this would happen. Della loved the idea and said she 
would do it. She called me a few days later and told me that Larry went to the Pizza Hut. 
The owner said that Wayne had a job waiting whenever he is ready.  
 
 Della, of course, was delighted. By taking a few minutes to do this, Larry took a 
major step in giving his Mom peace of mind about Wayne’s job, but more importantly, 
this will make Wayne’s transition after his Mother’s death and having to leave his home 
in Arizona much easier. Each  store is built identically. Wayne could walk into a shop in 
Phoenix, Philadelphia, Beijing or London and they are all the same. Wayne will be able 
to have something familiar waiting for him when he leaves for his new home with Larry. 
   

C. Education 

 

Children with special needs may stay in the public school system until age 22. The quality of 

programs and services varies greatly between cities, counties and states. Find out what 



 

 

 

 31 

educational programs are available if your child will be moving to another community after your 

death. Retain copies of their records including IEPs (Individual Educational Profile). Provide 

information on what you want for your child after public school such as continuing educational 

programs and job training. 

 

 

 

Hint 5 - The IEP (Individual Education Profile) 

 

     If your child is in public school, then you have probably experienced an IEP meeting. States 

differ in their policies regarding the participation of interested parties (parents, Guardians, case 

workers, etc.) in the IEP meeting when the person with special needs reaches age 18, “the age of 

majority.” It may not be possible to participate in the IEP meeting without complying with 

certain requirements set forth by each state.  For example, in some states, if the person with 

special needs is over age 18 the only person(s) who can attend the IEP are the legal Guardians. If 

the person does not have a legal guardian, they may be able to sign an IEP Power of Attorney 

and authorize whomever they want to attend the IEP meeting and act in their behalf. While your 

child is under age 22 and attending public school, make sure you check with the school districts 

where you currently live and the one where your child will live after your death, to learn what 

their requirements are for current and future care providers to be able to attend the IEP meeting 

. 

 

D. Social Activities 

 

 Make a list of all the activities your loved one enjoys. Include the type of activity; when 

and where it is held; how your child participates; who conducts the activity; and the cost. There 

may be things your child wants to do that are inappropriate for them. Be sure to list these as well. 

This information is typically available through local organizations and support groups.  

  

E. Medical Records 

 

1. Maintain up-to-date medical information.    

2. Keep a list of names, addresses and phone numbers for current and previous medical 

practitioners.  

3. Include items like: Diagnoses; Functioning; Vision; Hearing; Speech; Mobility; Nursing 

Needs; Therapy; Allergies; and Prescription and Over-the-Counter   Medications (what worked 

and what did not). 

 

An example of a very important piece of information relates to one of my clients, Stewart, who 

has Prader-Willi Syndrome. He is also non-verbal. This is a condition that involves uncontrolled 
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eating. His family must lock the refrigerator and food cupboard. Regardless, he is able to get 

food which results in frequent belly aches. Here is the key information. Stewart will only take 

one particular brand of antacid when he is ill. Suppose you are taking care of Stewart and he gets 

one of his severe belly aches. He is not able to tell you what he wants. Maybe you have another 

brand which he will not take. You try to give it to Stewart but he spits it out. You throw your 

hands up in frustration because you don’t want him to suffer, but you don’t know what to do. If 

only his parents had left written instructions that wherever Stewart is, making sure there is his 

brand of antacid immediately available. I bet you can think of similar things like this that relate 

to your child. 

 

 Another example of wise planning is the following. Suppose your child will not or is not 

able to sit still in the dentist’s chair. You may be using a dentist who has an anesthesiologist 

available to assist in sedating patients for treatment. You would certainly want to make sure that 

future care providers know about this and have found a dentist in their community who works 

with an anesthesiologist and can provide the same service.   

 

F. Dietary Needs 

 

 Make a list of: 

 

 1. Required foods for breakfast, lunch, dinner and snacks; 

 2. Restricted foods; 

 3. Food preferences; 

 4. Food allergies. 

 

G. General Lifestyle - Daily Living Skills, Abilities, & Behavior 

 

 Include details about anything and everything you want people to know about your child. 

If you are not sure, include it. It is important to be sensitive to how your child may interpret 

actions by others. A simple act could send a message that is completely different than what is 

intended. An example where this could happen, might be as simple as a visiting relative seeing 

your child in the Kitchen making a peanut butter and jelly sandwich. The relative wants to be 

nice and takes the knife from your child and makes the sandwich out of pure love. Where your 

typical child would love being spoiled, the message to your child with special needs may be, 

Ayou are not capable of doing this.’ Let others know that they should be aware of not only what 

they do, but how they do it and the effect it will have on your child. 

 

 Your child’s speech may be difficult to understand, or you may have a special way of 

communicating that only the immediate family knows. For example, an expression or body 
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position might indicate to you that your child is hungry or needs to use the bathroom. Putting this 

on video and explaining the various signs or what the person is saying is critically important.  

 

 

Story 5 - Bubba, Bubba, Bubba 
 
 Michael is 42 years old and lives with his mother, Anne. Michael has multiple 
disabilities. His communication and functioning skills are at the level of a two year old. 
He uses a wheelchair and requires assistance for all his needs. Anne has cared for him 
his entire life. 
 
Michael is able to speak a few words. One of the things he does is roll his head from 
side to side, smile and say, “Bubba, Bubba, Bubba.” I asked Anne what Michael meant. 
“What do you think it means?” she responded. I told her I had no idea. Anne said, 
“Bubba, Bubba, Bubba” means “bubbles!” So I assumed Michael wanted Anne to blow 
bubbles for him. Anne further explained, “It’s the bubbles in a soft drink. He likes the 
tickle in his throat when he drinks it.” 
 
It is a cute story, however, it made me think. Anne had done no planning. There was no 
written information or instructions for Michael’s care needs. Imagine if Michael came to 
live with you and you have to figure everything out yourself. You watch him roll his head 
and hear Michael say, “Bubba, Bubba, Bubba” a few times each day. What would you 
think he meant? After a few days he says it again, this time without a smile and fewer 
times each day. By the end of two weeks he never says it again. 
 
Michael’s limited communication skills allowed him to express a desire for one of the 
few things that made him happy and gave him pleasure. Who knows what self-esteem 
he felt because he was able to make a request and have it understood and fulfilled. 
What a tragedy it would be if Anne died and never let anyone know about, “Bubba, 
Bubba, Bubba.” Think about how well and secure Michael would feel, if after losing his 
Mother, being moved from his home, and changing his life completely, he says to his 
new care providers, “Bubba, Bubba, Bubba” and they know to give him that favorite soft 
drink. How do you think it would make Anne feel if she could see Michael’s smile?  
 

Step 2 - The Letter Of Intent    

 

Informational & Lifestyle Directive 

 

 Lifestyle planning is where the family puts in writing what they want for the continued 

current and future care of their loved one. This is the most important part of your plan. It is a 
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document that is as valuable today as it will be in the future. This information is recorded in a 

document called the, Letter of Intent. Although not a legal document, it is as important as the 

Will and Special Needs Trust. Lifestyle issues require decisions regarding where the person will 

live, continued educational programs, employment, social activities, religious affiliation, medical 

care, behavior management, advocacy and/or guardianship, trustees, and final arrangements. In 

addition, detailed instructions are provided for assisting the person with the typical activities of 

daily living such as bathing, dressing, feeding, and toileting. Perhaps the person has a special 

way of communicating that only the immediate family knows and understands. It is important 

that this information be included. Rather than write a lengthy description on how to do these 

things, it is recommended that families prepare a videotape of the person performing these 

activities and/or receiving assistance. In addition, show the person in different social settings 

such as; home, school, day care center, etc. Prior to providing details regarding the assistance 

your loved one requires, it is also important to inform others of what the person can do for 

themselves. Their self-esteem, ego, personal satisfaction in accomplishing a task is important. 

Great care and attention should be given to this matter as it can play an important role in the 

person’s peace of mind. 

 

 

Hint 6 - Remembering Items For The Letter Of Intent 

 

     When you think of an item to put in the Letter of Intent while at work, in your car, or any 

other activity, call your home and leave the information on your answer machine. If near a 

computer, send an e-mail. Getting home after a long day, you may forget what you wanted to 

put in the letter. This is a great reminder. 

 

 

Step 3 - Guardianship & Conservatorship   
 

 Many parents of persons with special needs think they continue to have the same 

authority on behalf of their loved one after they reach age 18 because of the disability. This is not 

the case. Every American citizen is an “Emancipated Adult” when they reach the age of majority 

at 18. This results in parents no longer having the authority to make medical and legal decisions 

on behalf of their child.  

 

 Guardianship and Conservatorship are legal appointments requiring court ordered 

mandates. Individuals or institutions manage the estate of people judged incapable (not 

necessarily incompetent) of managing their own personal affairs. Guardians and Conservators 

are also responsible for the care and decisions made on behalf of people who are unable to care 

for themselves. You should first ask yourself and decide if legal Guardianship is necessary and 

appropriate. Legal Guardianship may not be appropriate for the person if they are able to perform 

most tasks for themselves, are gainfully employed, and are living, to some degree, 
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independently. Knowing the needs of your loved one will be a major factor in making this 

decision. Legal counsel, care providers, and physicians should be consulted for guidance. An 

alternative to Guardianship would be a Durable Legal and Medical Power of Attorney. The 

person with special needs must be able to understand and sign a legal document. This would 

provide others with the authority to make legal and medical decisions on behalf of the person, if 

and when they are unable. When the person with special needs gives their “Power of Attorney,” 

they have the option to cancel it at any time. 

 

 A decision needs to be made as to whether you will elect full legal 

Guardianship/Conservatorship, limited Guardianship or none at all. Laws governing 

Guardianship vary between states. If you decide that legal Guardianship is not necessary, 

consider still making provisions for Guardianship in your Wills and/or Trusts should it become 

necessary later in your loved one’s life. 

 

 Next, make a list of anyone you feel is a good candidate to fill either or both positions. 

This can be relatives, friends, private fiduciaries, or agencies. Review your list and decide in 

what order you would want these people to serve as your Successor Guardians and/or Trustees 

when you are no longer able. Discuss your wishes with each person and let them decide. You 

may have other children whom you would like to name; however, they may be minors (under 

age 18) who cannot serve. You could name minor children to serve in the future when they reach 

a certain age that you select. The minimum age is 18. You are not obligated to appoint the spouse 

of anyone you name as a Guardian or Trustee. You may have more than one serve at a time as a 

Co-Guardian and/or Co-Trustee. Your child could survive every Guardian you appoint. You may 

add a provision stating that the “last surviving Guardian shall have the right to appoint his or her 

successor(s).” By the way, when possible, ask your child who he or she would like to have as a 

guardian in the future if you are not here. 

The Special Needs Trust, although irrevocable, may allow you to add, delete, or change the order 

of Guardians and Trustees. Do not do this without the assistance of an attorney.  

  

 Since most people who agree to be Guardians and/or Trustees are not fully aware of their 

responsibilities, it is suggested that you provide them with this information. As these positions 

differ between states, you should obtain information from each appropriate one.                                                                                   

 

 Give copies of the Letter of Intent, when completed, to the named Guardians and 

Trustees. Have the Successor Guardians spend time with your loved one in order to familiarize 

themselves with providing hands-on care while you are here to instruct, guide and answer 

questions. When the Successor Guardians feel comfortable and competent to care for your loved 

one, have them spend time alone with them for a weekend or longer. This will also give you an 

opportunity for some free time to yourself and maybe even get away for a weekend! 
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 If you have no family or friends to fulfill these important roles, consider private 

fiduciaries or better yet, speak with other families in your local support groups who are in the 

same situation. You might want to consider an arrangement where you agree with another family 

to care for each other’s children if it becomes necessary. 

  

Story 6 - Guardianship: Don’t Be Afraid To Ask  
 
Ruth lives in Flagstaff, Arizona with her daughter, Melissa. Ruth is 52 years old and 
widowed. She sells real estate which provides a modest living, yet gives her great 
flexibility in being able to adjust her schedule in order to be with Melissa at any time. 
Melissa is 23 years old and has Cerebral Palsy. She is non-verbal, has severe mental 
retardation and uses a wheelchair. Melissa lives at home with Ruth. Daily respite care 
assistance is provided through state programs in Arizona. Melissa requires skilled 24 
hour care.  
 
Ruth asked me to assist her in preparing a Special Needs Plan for Melissa. During our 
discussion, I asked Ruth who she would like to appoint as the Guardians for Melissa to 
succeed her after her death or inability to serve. Ruth became quite emotional and said 
the only family she had was her sister and brother-in-law. She knew they would be 
terrific Guardians for Melissa, however, she was reluctant to ask. Ruth further explained 
to me that her sister and brother-in-law could not be the Guardians because they did not 
have a lot of money to support their own children, let alone Melissa. She said she felt 

uncomfortable Aputting them on the spot’ asking for their help. I explained to Ruth that 

money should not be a factor in this issue of Guardianship because we already 
established that between government healthcare benefits, Social Security, and the 
assets she left in the Special Needs Trust, there would be more than enough funds to 
pay for the necessary services. 
 
It was obvious to me, and I am sure to you by now, Ruth was simply afraid to ask. 
Sitting at her Kitchen table, wiping her tears, I asked, “What other decisions have you 
made for your sister and her family that she doesn’t know about?” “What do you mean?” 
asked Ruth. ‘Well, you have decided for your sister and brother-in-law, and Melissa as 
well, that they cannot be her future Guardians. Furthermore, Melissa is unable to ask 
her Aunt and Uncle and is depending on you to do that for her. If the answer, is ‘No,’ 
we’ll work together to figure something out.” Ruth promised to ask. 
 
Back at my office in Phoenix a few days later, the phone rang and it was a very 
emotional Ruth. She said, “Bart, I called my sister and brother-in-law and asked if they 
would be Melissa’s Successor Guardians. Without a pause they said, “Yes, we’ve been 
waiting for you to ask!” 
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So, don’t keep anyone waiting. Don’t make assumptions. Ask now and get them 
prepared. 
 

Step 4 - Determine The Cost Of Your Plan 

 

Make a list of current and anticipated monthly expenses. It should be simple to list 

itemized expenses (food, shelter, clothing, cable TV, telephone, ride to work, social activities, 

personal hygiene items, therapy, dentist, etc.) for an adult. For a small child you may just want to 

select an amount that you feel is adequate. It could be $500 or $5,000. When this amount has 

been established, decide on a reasonable interest rate of return and estimate how much you will 

need to put in the trust in order to provide enough funds to support your loved one’s lifestyle. 

Government cash benefits will offset the amount needed. The effects of inflation should also be 

considered based on your child’s life expectancy. 

 

It is suggested that you increase the budget by at least 10 percent to give you a hedge 

against any unforeseen expenses. Better to have more than to fall short. 

 

 Inflation will affect your plan in the future. If you had $100,000 in a trust today, in just 

ten short years at 3 percent inflation, the buying power is reduced to $74,000! That’s a 26 

percent loss. This does not mean that if the trust needs $750,000 40 years from now, you need to 

come up with this money now. However, it would be wise to overfund the Special Needs Trust at 

your death in order to allow for principal growth to combat the effects of inflation. Of course you 

should review the budgetary needs at least once a year and make any necessary changes. If 

money is left to the Trust by others, this can also be used as an offset. 

 

Step 5 - Identify Resources To Fund Your Plan 

 

Resources that may be used to provide income include government benefits, family 

assistance, inheritance, savings, life insurance, pensions, real estate, and investments. Most 

families do not have the available assets to fund the Trust immediately, but designate specific 

assets through their Wills and beneficiary designations on insurance and retirement plans. 

 

Family and friends may tell you that they are leaving assets for the care of your child. It 

is imperative that they do it in the right way. Leave it to the Special Needs Trust, not in your 

child’s name. 

 

 

Hint 7 – Don’t Rely On Others Good Intentions  

 

     Do not count on any gifts until they are actually in the trust. People and their circumstances 

change. There is no guarantee that promised money will ever make it into the Special Needs 
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Trust. Make it your responsibility to fully fund the needs of the trust. You can always adjust 

these numbers as assets are received from others in the future. 

 

  

 

Hint 8 - When To Name The Special Needs Trust As Beneficiary 

 

     If your life insurance and pension plan are going to be needed for your spouse and all 

children, do not leave any of these assets to the Special Needs Trust. Assets in a Special Needs 

Trust can only be used for the person with special needs. Your spouse will provide anything your 

children need. Therefore, leave it to your surviving spouse or a family trust. Make sure that your 

child with special needs is not named as a beneficiary of the Family Trust. At your spouse’s 

subsequent death, his or her Will (or the Family Trust) will state which assets go into the Special 

Needs Trust. The Second or Contingent Beneficiary, named in your life insurance, pensions and 

annuities, can be the Special Needs Trust. Do not leave any assets by beneficiary designation to 

the Special Needs Trust until after it has been signed and notarized. You can sign your Wills and 

execute the Trust at the same time.   

 

    

Step 6 - Prepare Legal Documents 

 

 One of the biggest obstacles to planning and most common reasons families give for not 

preparing a plan for the future care of their loved one is because they cannot find an attorney, 

paralegal or other certified document preparer who either knows anything about this planning, or 

is qualified to draft a Special Needs Trust. Most attorneys, paralegals or other certified document 

preparers know little or nothing about this subject. This is due to the fact that few  have been 

approached to do this work and consequently, don’t pursue it. Paying an advisor ‘to learn’ by 

having him or her research how to prepare the Special Needs Trust can be costly to you. Fees can 

reach up to $10,000 or more. Organizations and support agencies may be able to refer you to 

experienced attorneys.    

 

  I want to emphasize how important it is to include other family members in the planning 

process. Especially the Grandparents. Whether family members intend to leave assets to your 

child with special needs or nothing at all, their actions or inaction could have severe 

consequences. The following Stories and Hints  illustrate these circumstances and tell you how 

to prevent them from happening to your child.  

 

Story 7 - Leaving Money Directly To The Person With Special Needs 
 
 Jimmy’s grandparents decided to leave $100,000 for his lifetime care after their 
death. They met with their attorney who drafted their Wills. They never mentioned to the 
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attorney that Jimmy has Autism and that he receives SSI and Medicaid. Unfortunately, 
the attorney never asked if any family member has special needs. Jimmy was nine 
years old at the time his grandparents made these arrangements. 
 
 Grandma died a few years later. When Jimmy was 31, Grandpa passed away. 
Jimmy’s Dad was the Executor of Grandpa’s estate. He was thrilled to learn, for the first 
time, that Jimmy was to receive $100,000 from Grandpa’s estate directly in his name.  
 
 Neither Jimmy’s parents nor grandparents did any special needs planning. As 
Jimmy’s Representative Payee, his Mother received his SSI checks. Each year she filed 
a required report to SSI on how she used the money. She answered a question on the 
form stating that Jimmy had received $100,000 from his grandparents. A few weeks 
after sending her annual report, she received notification that Jimmy was now ineligible 
for SSI and Medicaid. His benefits were to be terminated. She was also notified that 
Jimmy had been on Medicaid since he was 18 years old and in those 13 years he had 
been provided with   medical care. Jimmy’s Mom was instructed to send a check from 
his inheritance for repayment which would have taken most of it. 
  
 Grandma and Grandpa’s well-meaning generosity resulted in chaos. Most of the 
money was taken by Medicaid as payback. Jimmy lost his monthly cash income of SSI 
and no longer had any Medicaid coverage. When Jimmy’s Mom called Social Security 
and asked what she had to do in order to reinstate his benefits, she was told to “spend 
down” the remaining funds until it was below $2,000. This situation happens all the time. 
What is so sad is that it could have been easily avoided. 
 
 Had Mom and Dad prepared a plan including an Third Party Irrevocable Living 
Special Needs Trust, the Grandparents could have left the $100,000 to the Trust 
instead of one in Jimmy’s name. The result would be no payback to Medicaid and 
continued eligibility for SSI and Medicaid during Jimmy’s lifetime. In addition, Jimmy 
would have been able to benefit from the entire $100,000 inheritance instead of the 
government taking almost half. 
 
Solution After the Fact: We created a Medicaid “Payback” Trust and transferred the 
remainder of the funds. With the funds out of Jimmy’s name, his benefits were 
reinstated.   
 
Story 8 - Leaving Assets Intended For Your Loved One To Your Other Children 
 
 Marshall and Emily were sure they had done their planning correctly. In their 
Wills they left nothing to their son, Eddie, who has multiple disabilities. The plan was to 
leave everything in their estates to their two daughters and not create a Special Needs 
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Trust. They even had the foresight to specifically state that Eddie was to receive 
nothing. They made the necessary beneficiary changes in their life insurance and 
pension plans.  
 
 “We don’t think we need any of your services,” Emily told me, “however, we 
thought it would be a good idea to check.” I congratulated both Emily and Marshall for 
the work they had already done. There was nothing wrong with their plan. However, 
there did exist some issues that could have a devastating effect on Eddie’s future 
financial security. 
 
 Emily told me that her daughters were married, had children, lived in Arizona, 
and had no Wills of their own. I explained to Emily and Marshall that the money they left 
to their daughters was legally theirs to do with as they wished and they were only under 
a moral obligation, not a legal obligation, to provide for Eddie. Emily told me that they 
trusted both girls implicitly and were okay with this arrangement. 
 
 ‘That’s fine,’ I said. “Since the girls do not have Wills, their assets will pass to 
their husbands, if living, or their children after their deaths. The daughters’ survivors 
also will have no legal obligation to provide for Eddie. Secondly, if your daughters or 
their husbands should have credit problems, litigation, health problems not covered by 
insurance or tax issues, the money intended for Eddie is liable to be used to satisfy 
these debts. There is no real guarantee that these assets will be safe from these 
contingencies. Another thing, money given to Eddie or used to provide for his 
necessities could result in loss of benefits or repayment of government benefits Eddie 
was not otherwise eligible to receive.’ 
 
 By now Emily and Marshall weren’t looking as happy and confident as when they 
first walked into my office. I explained that there was a simple solution to this problem. 
Create a Special Needs Trust and leave assets intended for Eddie’s care to the Trust. 
Next, name their daughters as Successor Co-Trustees after their death. I explained that 
it was also their decision as to whether or not they wanted their sons-in-law to be Co-
Trustees with their wives. Regardless of what happens in their lives, the money in the 
Trust is safe. I further explained how they could appoint future Successor Trustees to 
follow their daughters. Emily and Marshall were on the right track. Everything they did 
was correct, but it was not the best way to do things. We were able to “patch the holes 
in their plan” that would avoid the loss of any assets intended for Eddie’s use. 
 
 
 
 
 



 

 

 

 41 

Transferring Assets after The Death Of Relatives 
 

 The previous stories illustrate what happens when assets are passed directly to a loved 

one with special needs or another family member. There are other ways in which your loved one 

could receive assets directly even if they are not specifically named.  

 

Example A: Grandparents Will Assets Directly To All Grandchildren 

 

 If Grandparents leave any assets through their Wills and Living Family Trusts “to all 

surviving grandchildren in equal shares” this will automatically include an equal share to the 

grandchild with special needs. Their Wills should specifically exclude the grandchild by name. 

“We leave nothing to our grandson, Robert Jones.” Robert is not being disinherited or slighted. 

The Wills or Trust documents should say that the percentage designated for Robert Jones “shall 

go to The Robert Jones Special Needs Trust, dated September 1, 2002.”  

 

Example B: Grandparents Leave Assets To All Their Children Per Stirpes 

 

 Assume that Robert’s mother, Mary, is one of three children. Her parents state in their 

Wills that they leave their assets Ato all of their surviving children in equal shares per stirpes.’ 

“Per Stirpes” means that if a parent leaves property to each child and one of them dies before one 

or both parents, then the deceased child’s portion will pass on to their surviving children. The 

result would be that Robert would receive all or a portion of Mary’s share directly in his name. 

 

 To avoid this from happening, the Grandparents should state that if Mary does not 

survive them, her portion or a percentage of it goes to “The Robert Jones Special Needs Trust, 

dated September 1, 2017.” Again they should state in their Wills and/or Trusts that Robert Jones 

receives nothing directly. If Robert has siblings, they could receive their portion directly. 

 

Example C: Grandparents Leave Assets To All Their Children Per Capita 

 

 Take the same situation illustrated in Example B except the Wills and Trusts leave their 

assets “to all of their surviving children in equal shares per capita.” “Per Capita” means that if a 

parent leaves property to each child and one of them dies before one or both parents, then the 

deceased child’s portion will pass on to their siblings, not their surviving children. If Mary dies 

before her parents, her brothers and sisters share her portion of the estate. Robert and/or his 

Special Needs Trust and his siblings receive nothing.  

 

 If this is not what the Grandparents want, they should consult with their advisor to add a 

codicil (amendment) to their Wills and Trusts and change the distribution to “per stirpes.” 
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Example D: Grandparents Want Their Own Trust And Trustees 

 

 The Grandparents may not want your spouse, their son-in-law or daughter-in-law, as a 

Co-Trustee having authority over the assets they leave for your child with special needs. Or, they 

may wish to decide who gets the remainder of their assets left in the Special Needs Trust after 

your child’s death. If either of these situations or a different one exists, Grandparents can create 

their own Special Needs Trust. They can then appoint anyone they want as Trustees and 

Successor Trustees. They can also stipulate who gets the remainder of the trust after your child 

dies. Your child can have more than one Special Needs Trust created for them. Both sets of 

Grandparents may have differing wishes resulting in three trusts. 
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Example E: Bequests From Aunts & Uncles 

 

 Any family or friends who you think might leave something to your child should be 

informed on how to leave it to the Special Needs Trust. Suppose you have a brother who is not 

married and has no children. If he has no Will, his estate will go to your parents if they are 

living, at his death. If not, his estate passes to his surviving siblings. If you are his only sibling 

and don’t survive your brother, guess who gets his estate? That’s right, your child! 

 

 This is not the time to be hesitant to speak with your family members. Think how upset 

they would be if it was too late and you never told them how to properly pass assets to your child 

with special needs. 

 

Example F: Not All Property Passes Through Your Will Or Living Family Trust 

 

 Typically, only your personal property is passed through your Will. Your assets may be 

placed in a Living Revocable Family Trust, however, these assets are still yours. Life insurance, 

annuities, and pension plans (401(k)s, IRAs, etc.) pass by Beneficiary Designation. If you have a 

Living Revocable Family Trust, you may have named it as the beneficiary of these policies. 

Once the proceeds from these assets are paid to the trust, they are distributed according to the 

guidelines of the trust.  

 

 In most families, the spouse is named as the First or Primary Beneficiary. Let us assume 

that Dad has a life insurance policy and IRA with Mom as the First Beneficiary. If Mom dies 

before Dad and then Dad dies, the death benefit is paid to the Second or Contingent Beneficiary. 

Unless Dad states a beneficiary other than the child with special needs, that child will receive all 

or an equal portion with his or her siblings. If Dad designates no Second Beneficiary, it 

automatically goes to all surviving children in equal shares. Again, any portion of these items 

intended for your child should specifically name their Special Needs Trust as the receiver. 

 

 Here is the bottom line about everything that you just read. Identify and address the 

various ways in which your child could possibly receive money, assets, gifts, etc. Then make 

sure that the way is blocked by redirecting the items to the Special Needs Trust. 

 

 

Hint 9 - Make Sure Other Family Members’ Documents Are Correct 

 

 I have been assisting and educating families on how to plan since 1993. I have met with a 

few stubborn family members who think that no one can tell them anything. After one 

grandmother described to me what clearly was not a Special Needs Trust, I suggested she have it 

reviewed. “Well,” she said in a huff, “my son-in-law is one of the top CPAs in our state. He 
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knows what he is doing.” I said, “For your grandson’s benefit, wouldn’t you want to be 

absolutely sure?” Just because someone has impressive credentials in accounting, law, or 

financial planning, it does not mean that they have any knowledge about special needs planning. 

 

About three weeks later I received a call from the Grandmother’s daughter. They had the 

documents reviewed and it was confirmed that the “Special Needs Trust” the Grandmother 

thought she had was indeed a Living Revocable Family Trust without any special needs 

provisions. Her grandson was also named as a direct recipient of assets.   

  

  

Step 7 - Consider Creating A Third Party Irrevocable Living Special Needs Trust 
 

 The key to creating a proper Special Needs Trust is that it must be in compliance with 

government regulations. This means that it must be in compliance with both Social Security and 

Medicaid.  In either case, the person may lose the benefits of the trust and/or may lose their 

government benefits until all of the money in the trust is gone. 

 

 The Special Needs Trust holds assets for the benefit of persons with special needs and 

uses the income to provide for their supplemental needs. When drafted properly, assets are not 

considered in the person’s name so as not to jeopardize government entitlements including cash 

and health care benefits. The Trustees are appointed to manage the trust and successor Trustees 

are also named to take over at the Trustee’s death or inability to serve. 

 

 The Special Needs Trust is not designed to save your family any estate taxes, nor will the 

use of a Will and Special Needs Trust avoid probate. If you want to avoid probate, which may 

result in delays in the distribution of your estate when you die (and can cost your heirs ten  

percent of the estate, even if it is a simple one under $100,000), you will want to consider 

creating a Living Family Revocable Trust. This is a legal document that is used in traditional 

estate planning. You are the Grantor and Trustee, which gives you total control. By titling your 

assets in the Family Trust, probate is not required. The assets in a Family Trust are not exempt 

from lawsuits and creditors. However, if a surviving spouse remarries, the Family Trust from the 

first marriage may retain the assets and they are not community property of the new marriage. At 

the death of the second parent, the assets in the Family Trust go to named heirs (surviving 

children).  

 

 While the Family Trust benefits typical children, it will not work for the person with 

special needs. Assets in the Family Trust are a “countable resource” and considered to belong to 

the person. The result being loss of eligibility for certain government benefits and “payback.”   
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 If you are not sure, arrange an initial consultation with an advisor. Many offer free initial 

consultations. Regardless, the cost could result in dramatic savings in your estate taxes. New tax 

laws pertaining to estates, recently enacted, make this even more timely and important.  

 

 The Special Needs Trust is not a difficult trust to create. It will work in almost all 

situations and will be the safest in protecting your loved one’s assets and benefits. Although the 

Trust could be revocable and still conform to the law, sometimes families have had difficulties 

with Social Security when they have a Revocable Special Needs Trust. The Social Security rules 

about revocability of the trust are technical. They can be confusing, even amongst attorneys, as 

to what they mean. To be safe, discuss with your attorney making the Special Needs Trust 

irrevocable.  

 

Even though it is irrevocable, you may be able to change the persons you have appointed as 

Trustees, the persons you have appointed as your loved one’s Personal Representative 

(Guardian), and who or what will receive the Trust assets when your loved one dies. You can 

even make substantial amendments to the Trust if the law changes so that the Trust, as written, 

will carry out your wishes. These options will be affected by how the trust was originally drafted 

and the state in which you reside. Do not attempt to make changes without the assistance of an 

attorney.   

 

Key Points of The Special Needs Trust 
 

● The Trust is not in the person’s name although they are listed as the sole beneficiary of  

the Trust.  

●Assets and income from the Trust may only be used to provide for the supplemental 

needs of the named person (beneficiary). They may not duplicate the intended benefits 

of SSI which includes food and shelter.   

●Assets in the Trust do not belong to the named beneficiary (person with special needs). 

●The Trustee(s) has the sole discretion in distributing the assets and income from the 

Trust. No one else has access or authority over the trust. Ex-spouses and other family 

members providing care and supervision must request any needed trust income or assets 

from the Trustee. The Trustee makes the decision.  

●At the death of the beneficiary, the remainder of the Trust is distributed to whomever is 

designated. There is no “payback” required. 

 

The specific guidelines from Social Security are as follows: 
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Exception to Counting Special Needs Trusts Assets as a Resource 

 

 Resources consist of any personal property (cash, real estate, etc.) that a person owns in 

their name or has any authority to convert the property to cash and is not restricted from using 

the cash for their own support. Any property not meeting these criteria is not considered a 

resource. (See page 50, Frequently Asked Questions) 

 

 ● In order to exempt assets in a Special Needs Trust from being considered a 

resource the following criteria must be met in the trust. 

 

 ●  It is established with the assets of an individual under age 65 and who is   

  disabled; or 

●         It is established for the benefit of such individual by a parent, grandparent, legal 

guardian or a court; and  

 

 Are you wondering what exactly does this mean? It is quite simple. The Special Needs 

Trust is designed to receive, hold, invest and disburse assets and income for the supplemental 

needs of your loved one. This will continue for his or her lifetime. The assets in the Trust are 

exempt from being counted as a resource. Therefore, it will not interfere with your loved one 

qualifying for SSI and Medicaid. 

 

First Party OBRA 93 Medicaid Payback Trusts  

If your loved one receives assets in their name from Social Security, inheritance, legal 

settlement, or other source, they cannot transfer these assets directly into the SNT because it is 

their countable resource. Under Federal Law there is an OBRA 93 Medicaid Payback Trust. It 

may have a different name in your state, ie in Arizona (Special Treatment Trust), California 

(Disability Trust) and Nevada  (Self-Settled Special Needs Trust). This trust allows the person to 

transfer their own assets directly into this trust without interruption or termination of benefits. 

The funds are available for the beneficiary during his or her lifetime. The difference is that when 

the beneficiary dies, the remainder of the trust is first subject to Medicaid for payback. If there 

are no funds in the OBRA Trust, there is no payback. There is no payback from the Special 

Needs Trust. 

 

This is not such a bad deal when you consider that your loved will be able to: 

 

● Remain eligible for SSI and Medicaid 

● Have protected assets  

● Have Trustees appointed by you 

● No Medicaid payback during your child’s lifetime 
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Here is an example: 

 

The Robert Jones Payback Special Needs Trust dated: 4/15/17  $450,000 

Total Lifetime Medicaid Benefits to Robert Jones Payback Amount      65,000   

Amount left for distribution to remaindermen    $385,000 

 

 The Payback Special Needs Trust provision addressing this item varies between states. It 

is recommended that you follow the steps in Hint 10 - Planning, Signing, and Checking for 

Compliance. Social Security also notes that labeling the trust as a Special Needs Payback Trust, 

OBRA 1993 Payback Trust, etc., is not sufficient to meet the requirements for this exception. 

The trust must contain language substantially similar to the language above. 

 

 These regulations should in no way discourage you from creating a Payback Special 

Needs Trust when necessary. The benefits far outweigh any negatives. 

 

Special Needs Trust Fairness Act of 2015 

 

 The Special Needs Trust Fairness Act allows a “competent” person with special needs to 

establish and fund their own First Party Payback Special Needs Trust.  

 

Disabled Military Child Protection Act  
 

 The Disabled Military Child Protection Act was signed into law in 2014. It allows a 

military parent to provide a survivor benefit for a child with special needs by paying it to a 

special needs trust for that child’s benefit. 

 

 The issue was that the benefit could not be assigned to a Special Needs Trust because it 

would affect the child’s eligibility for government benefits programs.  The old law provided that 

the SBP could be designated only to a “person” and it was interpreted by the Defense 

Department that “person” did not include a trust. 

 

 The new law benefits military parents of children with special needs because it allows 

them to provide a survivor benefit and also keep their child qualified for various government 

benefit programs. The Survivor Benefit Plan (SBP) will pay up to 55 percent of the military 

member’s retirement pay to a spouse and/or dependent child when the retiree dies. The member 

can also select a lesser benefit at a lesser cost. The military member can select between coverage 

for a spouse only, a spouse and children, or children only. The member takes a reduction 

of about 6.5 percent in retirement pay for SBP for a spouse and only about $20/month for 

dependent children. 
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 That means that the trust must be a First Party or Self-Settled Special Needs Trust with 

payback to Medicaid on the death of the beneficiary. Families considering assigning the SBP to a 

Special Needs Trust should consult an experienced special needs planning professional to ensure 

that the correct type of Special Needs Trust is utilized in their plan. 

 

 In addition to (or in place of) the survivor benefit, a military member can provide an 

array of benefits for a child with a disability. In most cases a child over age 18 can be designated 

as an Incapacitated Dependent (DD Form 137-5) and be permanently eligible for military post 

privileges as well as Tricare health benefits. However, these military benefits do not include 

supportive living programs or vocational opportunities.   

 

 

Hint 10 - Planning, Signing, Checking For Compliance 

 

     It is critically important that your First Party Special Needs Trust is in compliance in your 

state. State Medicaid agencies vary in what they want stated in the Special Needs Trust. Your 

State’s review procedure must be followed. Contact your Social Security and Medicaid office for 

assistance. Louisiana, for example, has a ‘forced heir law’ that does not allow you to disinherit 

children. Typically, you do not have to submit a Third Party SNT unless requested.  

 

Parents may make gifts to the Third Party Irrevocable Living Special Needs Trust that they 

establish, during their lifetime.   

 

Many families have told me that they previously met with one or more attorneys in order to have 

a Special Needs Trust drafted. However, because they did not have total confidence in them, they 

felt that the trust was not done properly. 

 

 

        There is a simple way to eliminate this concern and be assured that your Special Needs 

Trust is in compliance.  

 

Social Security and Medicaid will review the Special Needs Trust. However, there is a 

specific process to follow. Neither of these agencies will review a draft of a Trust or one that 

does not have any assets in it. In order to have a Social Security Regional Center legal 

department review your trust you must follow the Steps For Submitting A Special Needs Trust 

For Social Security And Medicaid Compliance Review. Ask your state Medicaid office what you 

need to do in order to have your trust reviewed. 

 

The reason for this is that if you are applying or if your loved one already is receiving  

SSI and Medicaid (it does not matter if they are over or under age 18), these agencies will want 

to know how much money is in the trust and if it is in compliance. They also want to know the 
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source of any funding. Make sure you keep records of deposits and who made them. They want 

to be sure the beneficiary is not funding the Third Party SNT. 

 

Steps For Submitting an SNT For Social Security and Medicaid Compliance Review 

 

1. Meet with a qualified advisor to plan your Special Needs Trust. 

2. After making sure it meets with your approval, sign  and  notarize it.  

3. Have other legal documents (Wills, Living Revocable Family Trust, Power of 

Attorney, etc.) prepared and executed at the same time. 

4. Go online to the IRS website (irs.gov) to obtain a Federal Tax ID number for the trust.   

5. Next, open a savings account in the name of the Special Needs Trust using the tax ID 

number received from the IRS. Then put a minimum $10 in it. You now have a funded 

living trust.  

 

In order to avoid any chance of your loved one receiving assets directly in his or her name 

through a Will or another type of trust, you should consider specifically stating so in these 

documents. Even though a Will or Trust says, “I leave nothing to William Smith,” be assured 

that he is not being slighted or disinherited. The assets intended for William will be directed to 

his Special Needs Trust. Grandparents, aunts, uncles and siblings all should include this in their 

legal documents because it is possible that the person with special needs could automatically 

receive assets through the family line of succession for inheritance.  

 

 

Hint 11 - Crummy Trust/Withdrawal Provisions 

 

     This is a common provision in trusts. However, it should not be included in a Special Needs 

Trust. The Crummy Trust/Withdrawal Provision allows the beneficiary of a trust to withdraw 

deposits made to the trust by a third-party, within a certain number of days from the deposit. The 

problem is that with this provision giving the beneficiary the right to remove these assets during 

this period, the assets are considered to belong to the beneficiary and will result in the Trust not 

being in compliance and the assets reclaimable by Medicaid. It could also result in the 

ineligibility or termination of SSI and Medicaid benefits. 

 

   

Story 9 - Protecting the Residence 
 
 Debbie, who has Down Syndrome, has lived in the same house with her parents 
since her birth 61 years ago. Her Dad passed away and Mom, at 84, was not in good 
health. Debbie had an older brother who also passed away. Mom wanted Debbie to live 
in their home after she died. She is able to do most things for herself, but needs 
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assistance with finances and ‘managing the big things.’ With proper assistance and 
supervision, she could live in her parents’ home independently. Her parents’ home and 
contents were their only assets. 
         
  Mom died without a will or any other planning. The home was 
passed to Debbie and her brother’s surviving daughter in equal shares. Debbie’s niece 
had no relationship with her. When she learned that she inherited half the house, she 
wanted it sold for her share of the money. Debbie was forced to move to a group home 
because there wasn’t enough money to buy another house or to buy her niece’s share. 
In addition, Debbie had to repay Medicaid for services provided from the cash she 
received. Had her parent’s prepared Simple Wills and left the home to a Special Needs 
Trust, Debbie could have lived there indefinitely. In addition, the home is exempt from 
creditors, lawsuits, and payback. If her parents wished, the home could pass to their 
granddaughter after Debbie’s death. A 61 year old adult with special needs should not 
have to be uprooted from the only home she has known shortly after her Mother’s 
death. Debbie had to deal with unnecessary stress and disruption in her life. This did 
not have to happen.  
   

Making Changes In Your Special Needs Trust 
 

Even though the Trust is irrevocable, you may be able to change the Trustees and 

Remainderman. If you want to make changes in your Special Needs Trust, it may be more 

practical to create an entirely new one. You can do the following. First, do not do this on your 

own.  Once the new trust is created and signed,  take the following steps: 

 

1. Don’t use same name for new Special Needs Trust. 

2. Amend your Will and/or Family Trust to leave assets to the new Special Needs Trust. 

3. Change the beneficiaries in your life insurance, annuities, and pensions to the new 

trust. 

4. Notify family and friends to also amend their legal documents, insurance policies and 

pension plans. 

5. If the old trust is currently funded, check with your advisor and Social Security on 

transferring assets to the new trust (see page 32 Hint 11). Have your advisor ask Social 

Security about using a ‘Letter of Clarification’ to explain the intentions of the existing 

Special Needs Trust. This could avoid the need to draft a new one. 

 

 

Hint 12 - Transferring Assets From One Special Needs Trust To Another 

 

If it becomes necessary for you to replace a Special Needs Trust for any reason, you must be 
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careful with the steps you take in transferring assets from a previously established and funded 

Special Needs Trust.  

 

●  Since the Special Needs Trust is irrevocable, you cannot revoke it. However, you can change 

your     Will and beneficiary designations, leaving assets to the new established Trust.   

● When terminating or withdrawing the assets from a Special Needs Trust, the remaining funds             

would be given to the Remaindermen, not the beneficiary (person with special needs).    

● If the assets in the Special Needs Trust are withdrawn, they must be given to the named         

Remaindermen. The Remaindermen would then ‘gift’ the assets to the new Special Needs Trust. 

The Remaindermen are under no legal obligation to make the ‘gift’. In order to be assured the 

transfer will proceed as you want, you may want to change the Remaindermen in the current 

Trust and name yourself, if you already have not. This way you receive the assets and ‘gift’ them 

to the new Trust without depending on others.  

●  If there is a relatively small amount of money in the existing Special Needs Trust, you may 

elect to spend it on items or services for the beneficiary to simplify matters. The old Special 

Needs Trust remains unfunded and inactive. 

●  If you have justified reimbursable expenses, the funds from the SNT can be used. After 

receiving the reimbursement, the party may gift the funds to the new SNT. 

 

 

Choosing Your Trustee(s) 
 

Follow the same method used in choosing Guardians/Conservators when appointing Trustees. If 

you decide to use a financial institution (Trust Company, Bank, Brokerage House) it is important 

that you do the following: 

 

● Make a list of institutions you are considering. 

● Find out if they manage Special Needs Trusts (not all do). 

●         Contact the institutions and ask what is the minimum amount of funds they will      

take under management. This is important because the institution could refuse the 

trust account or the fees may be too high taking most of the trust’s income. 

● Make an appointment with their Trust department representatives. 

●        Inquire as to how many Special Needs Trusts they have, and what is the total  

amount of assets currently under management. 

●        Ask how long have they been managing Special Needs Trusts and what rate of 

return on investment they have had the last five, ten, twenty years or more. 

●        Ask how long have the Trust Officers been with the institution and what is their 

experience. 

●        Ask what services they provide that are included in the fees and what optional 

services are available. 
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●       Will they allow you to appoint a ‘Co-Trustee’ to serve and what degree of authority 

would they accept? The ‘Co-Trustee’ could be a trusted friend or family member 

with limited authority. You could authorize the ‘Co-Trustee’ to move the Trust 

account to another ‘qualified’ institution if the current one provides poor service, 

low return on investment, or the Trust Officer you enjoy working with moves to 

another institution. You can put certain restrictions on the person moving the 

account as it pertains to where the assets are placed. 

 

●         There should be no charges by the Trust company until the trust is funded and 

they are managing it. You will probably be the Trustee of the Special Needs Trust 

during your lifetime and the institution typically does nothing until they succeed 

you and/or your Co-Trustees. As the Trustee, you may place assets of the Trust in 

accounts to be managed by the Trust company strictly as independent financial 

advisors with no authority over the Trust. Fees for this service are typically 

separate from Trust management. 

 

Story 10 - The Importance of Appointing Responsible Successor Trustees 
 
 Wayne has two adult siblings with special needs. Wayne’s Mother, Delores, had 
the foresight to instruct her Successor Trustee of her Family Trust to establish Special 
Needs Trusts (SNT) for her two children after her death. A close and trusted family 
advisor was appointed as Successor Trustee. Wayne was not named. 
 
 I received a call from Wayne about fifteen months after his Delores’ death. The 
Successor Trustee had still not established the SNT for his siblings. When asked about 
the delay in having the SNTs prepared, he responded that he retained an attorney who 
was “working on them.” The Trustee also informed Wayne that the fees would total 
close to $20,000 for the attorney’s services and the SNTs. 
 
 Not having legal Guardianship or power of attorney on behalf of his siblings, and 
not being a Trustee gave him little recourse to act on his siblings behalf. Due to the 
many other issues involved, it was suggested that he retain legal counsel and try to 
intercede on their behalf.  
 
 There was a provision in Delores’ trust that allowed the currently serving Trustee 
to resign and appoint his successor. The currently serving Successor Trustee agreed to 
resign and did appoint Wayne as the Successor Trustee. We then created SNTs for 
each of his siblings and fulfilled his Mother’s wishes. 
 
 
 



 

 

 

 53 

Story 11 - Using An OBRA Special Needs Trust  
 
 There were complications when Tom was born resulting in severe brain damage. 
He would require 24 hour skilled care for the rest of his life. Tom’s parents, Phil and 
Marcy, filed a malpractice suit and received a multi-million dollar settlement for Tom. 
The money was placed in a custodial account and a third-party Trustee was appointed. 
Phil and Marcy felt secure that Tom’s lifetime needs would always be guaranteed by the 
settlement dollars. There were a couple of concerns to address that could result in the 
loss of all the settlement money. 
 
Statistically, most of these large settlements are gone within seven years even though 
they are intended for a lifetime of care. Life Care Planning professionals will estimate 
the costs of care for a person and present their findings to the court to be used in 
determining the settlement amount. The problem arises immediately. Suppose the 
estimate for lifetime care is $5,000,000 and the court awards this amount. First the 
attorney is entitled to his or her fee, typically 30 to 40 percent. The recipient’s Life Care 
Plan is now underfunded by $1,500,000 - $2,000,000! In addition, since this money is in 
a custodial account, it is considered an asset of the person. The result is no SSI or 
Medicaid. The person may qualify for SSA or SSDI.  
 
You may be thinking, ‘Okay, so Tom received $5,000,000. What does he need with SSI 
and Medicaid?’ I agree that the SSI cash benefit of a few hundred dollars a month is not 
important in this case, however, Medicaid is critical. If Tom’s parents die before 
retirement, he will lose his parents’ group health insurance after three years. The only 
coverage available will be the Affordable Care Act or Medicare which won’t start for 25 
months. After my discussion with Tom’s parents, we all agreed that it was important to 
be sure that Tom would qualify for Medicaid. 
 
Phil and Marcy hired an attorney who petitioned the courts and were granted approval 
to create an OBRA Payback Special Needs Trust. The assets in the custodial account, 
as well as future installment payments, were transferred to this trust. The result was 
removal of the assets from Tom’s name which enabled him to become eligible for 
Medicaid. A medical crisis for Tom could deplete his settlement in the ‘blink of an eye.’ 
Phil and Marcy had addressed and resolved a potentially devastating issue. 
  

Step 8 - Put All Documents in A Binder 
 

Place all pertinent information (Letter of Intent, Legal Documents, etc.) in a binder and let those 

who will take over the care and supervision of your child know where to find it. Provide copies 

of relevant information to current and future care providers now. Copies of legal documents 

should not be placed in the binder unless it is stored in a fireproof safe or file cabinet.  
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Step 9 - Hold a Meeting 
 

Give copies of relevant documents and instructions to family and care providers. Review 

everyone’s responsibilities and make sure they understand and agree. This is the time for them to 

ask questions. 

 

Step 10 - Review Your Plan 
As your loved one grows and changes, so will their needs. It is for this reason that you should 

review the plan at least once a year. If necessary, make changes in the Letter of Intent and 

consult with an attorney if legal documents need to be modified. 

 

Once families make a commitment to prepare a plan for their loved one by following this 

process, they can complete it in a very short time and with minimal expense. With this 

information, families learn why it is important and how they can accomplish this endeavor. What 

greater gift to give your child than your continuing love and guidance through a comprehensive 

plan that takes effect when you are no longer here or able. 
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Chapter 5 - Social Security Government Benefit Entitlements 
 

 Social Security impacts every part of the planning process. Whether drafting the Letter of 

Intent, creating Wills and Special Needs Trusts, or calculating the monthly budget, it is important 

to ask yourself, “How will Social Security affect the planning steps I take, and how will my 

actions impact Social Security benefits?”  

 

 Before you take any steps, make a list of your questions. Call Social Security and either 

ask your questions on the phone, or make an appointment to go to a local office to meet with an 

advisor. You might want to get the name of the person you will be meeting with and send him or 

her your questions before your appointment.  

 

 As benefits and regulations frequently change, it is recommended that you contact Social 

Security for clarification and questions. Their services are free of charge. Call Social Security at 

800-772-1213 or you may visit their website at www.ssa.gov. This website has detailed 

information on the subjects covered in this chapter. 

 

  are three basic Social Security cash benefits (SSI, SSA, SSDI) and two medical care 

benefits (Medicaid and Medicare). Medicaid may have a different name in your State, ie. 

AHCCCS/AZ, Medi-Cal/CA, TEFRA/SC. This chapter will give you a general overview of 

some of the Government benefits that are available; how to coordinate them with your planning; 

and how to make sure your legal documents and other planning are in compliance with Social 

Security and state guidelines.    

 

 

Hint 13 - Private Medical Coverage 

 

 Continuing medical coverage is a critical concern. For many, Medicaid or Medicare is 

the only healthcare plan they qualify for, or that is available to them. Children are typically 

covered on their parent’s health insurance policies until they are age 19 or remain full-time 

students. Then they are on their own. Children with special needs may remain on their parents 

group insurance (check with your insurance company if you have an individual policy) 

indefinitely as long as a parent is employed. If the parent changes jobs, group coverage is 

continuous with no pre-existing condition exclusions with the new employer’s plan. If an 

employed parent dies, their surviving spouse and children may continue the parent’s group 

medical plan for up to 36 months. This benefit is through C.O.B.R.A. regulations and does not 

apply to all employers. Check with your employer to see if they participate. 

 

If a person with special needs is gainfully employed on a full-time basis, they are entitled to all 

the employer sponsored fringe benefit programs that their fellow employees have available to 

them. It is the employer’s responsibility to make sure that employees are notified and enrolled. 
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However, it is suggested that the person with special needs request details on all available plans. 

This includes group medical insurance, dental, retirement plans, and long and short-term 

disability. Insurance companies may not selectively discriminate. 

 

 

Social Security Cash And Healthcare Benefits  
 

SSI (Supplemental Security Income) 
 

● The person applying for benefits need not have any previous employment or they 

may have an insufficient work history. This is actually to their advantage. 

● The person is 18 years old and the disability began prior to age 22 and the 

disability has a prognosis of lasting at least another 12 months. Children under 

age 18 may qualify for SSI and/or Medicaid based on family income and assets.  

● The applicant may not have more than $2,000 of countable resources in his or her 

name. 

● When qualifying for SSI the person also qualifies for Medicaid. Some states may 

require you to file a Medicaid application. 

● The only benefits to be provided with SSI funds are the necessities: food, and 

shelter. Duplicating these needs with other funds could jeopardize the person’s 

eligibility. If you are not sure, call Social Security first before making a purchase 

with Trust or SSI funds. 

● The person’s earned income sources cannot exceed $1,170 per month (as of 

2017). If the person has both earned and unearned income, you should discuss this 

matter with Social Security and Medicaid. 

● If the applicant earns more than $1,170 per month, they will be ineligible for SSI 

cash benefits, however, they may continue Medicaid coverage at their own 

expense (about $50 per month). This makes it possible for people with special 

needs to earn more income without the threat of losing their medical coverage. 

● If your loved one is denied benefits, you may appeal. When approved, payments 

are made retroactively to when you first applied. 

 

 

 

Hint 14 - Home and Auto Ownership While On SSI 

  

 An earlier “Hint explained that a person on SSI and Medicaid could own their own home 

and remain eligible for benefits. Another asset they may own is a motor vehicle. This is an item 

that you do not want owned by, or in the Special Needs Trust. If there is an accident and your 

child is at fault, the injured can sue the “owner” of the vehicle. Even if the Trust is the owner, it 

is not liable and the assets in the trust will not be exposed to litigation. But, it is not worth the 
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risk. To avoid this situation, have your loved one own the vehicle and make sure they carry a 

sufficient amount of liability coverage. The Special Needs Trust will not be vulnerable if you do 

it this way. If you own the vehicle, you could be held liable. 

 

 

SSA (Social Security Survivor/Retirement Benefits) 

 

A. If a parent dies, reaches retirement eligibility or becomes disabled prior to their Social 

Security retirement age, all surviving children up to age 18 (with or without a disability) are 

entitled to benefits. 

B. A person with special needs may collect SSA after age 18 for life. 

C. There is no $2,000 asset limit requirement to qualify. 

D. When qualifying for SSA, the person also receives Medicare. However, there is a 25 month 

waiting period before Medicare benefits begin. Medicaid is not automatic and is underwritten 

separately.  

 

 Social Security exempts certain property in the name of the person with special needs. 

This includes the person’s residence and land he or she  occupies; an automobile (usually); up to 

$1,500 for a burial plot (same benefit for a spouse); and life insurance up to $1,500.  

 

 If the beneficiary of the Special Needs Trust directly deposits assets in his or her name 

into the trust, they will now be considered commingled with other assets. This will create an 

immediate issue with the assets considered a “countable resource.”  Medicaid may claim 

payback from the remainder of the trust. 

 

Story 12 – Dad Didn’t Know Adult Daughter was entitled to Survivor Benefits 
 
 Two years after the passing of his wife, George was referred to my office for 
assistance. He and his daughter, Sherry, a twenty-seven year old with special needs 
was moving to Arizona from Ohio and he needed assistance to petition for legal 
Guardianship. 
 
 During our conversation, I learned that George was not aware that Sherry had 
been entitled to SSI and Medicaid since she was eighteen and now survivor benefits 
because of the death of her Mother. George was very reluctant to deal with Social 
Security. With some encouragement, he allowed me to schedule an appointment for 
him to apply for benefits for Sherry. 
 
 The result was that Sherry was approved for Social Security Survivor Benefits 
and Medicaid. She would begin receiving $830 per month in addition to a $17,000 back 
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payment. The true benefit of this story is that Sherry was able to move into her own 
apartment and work part-time. 
 
This story does not end here. We had another issue to address. What do we do with the 
$17,000 that is in her name?  
 
The good news is we have a number of options: 
 
1. Spend Down – The worst solution is to simply spend the money quickly to get it 

out of Sherry’s name. 
2. Open an ABLE account. The maximum annual deposit is $14,000.   
3. The $3,000 excess could be “spent down” or; 
4. Use the “Expense Reimbursement Letter” (see page __) for all or part of the 

money. These funds, after transfer to a third party, may then be deposited into an 
account in the Third Party SNT 

5. Create an OBRA 93 Medicaid Payback Trust 
 

 

Hint 15 - How To Properly Place SSI Cash in The Special Needs Trust   

 

 If you want to save your child’s SSI check and provide support the following is 

suggested: 

 

●  Representative Payee (the person authorized to manage the SSI for the person with special 

needs) deposits the monthly check into a custodial checking account. Not into a checking 

account in the name of the Special Needs Trust. If you are charging your child rent (see 

“Confirmation Letter”), it should be paid from the SSI checking account. 

●  The SSI cash benefit is to be used for food and shelter. Thus, you can charge rent. The rest of 

the money should be used to reimburse the care providers for food, clothing and other 

necessities. 

●  When your child is over age 18 you may reimburse yourself for any expenses you incur on 

behalf of your adult child. Therefore, you may take the balance of the SSI cash and write a check 

to yourself. Keep records of the expense and make sure you list only necessities; not movies, 

videos, vacations, etc.  

●  Since this money is a “reimbursement” it is not taxable as income to you. 

●  This money is now yours to do with as you wish. One option is to gift it to an account in the 

name of the Special Needs Trust. It is a gift from you, not a deposit from your child. 

●  If someone writes a check to your child, have them make a new one payable to the Special 

Needs Trust. 
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Story 13 – Grandma’s Savings Bonds 
 
 Tom was a month away from his 18th birthday. His parents, Joanne and Mark, 
called Social Security to schedule a telephone interview to apply for SSI. They were 
confident that Tom met all the eligibility requirements for SSI and Medicaid. The 
interview went smoothly. Joanne and Mark completed the necessary paperwork.  
 
 A few weeks later they received a letter from Social Security denying 
benefits to Tom because he had assets in excess of $2,000 in U.S. Savings Bonds. 
Joanne and Mark had never purchased any bonds for Tom, so they were sure it was a 
mistake. They called Social Security who confirmed through Tom’s Social Security 
number that he indeed had these bonds. 
 
 The logical assumption was, “Who purchased these bonds for Tom?” 
Joanne’s first call was to her Mother. She did not have to go any further. Grandma had 
purchased over forty-five $100 US Savings Bonds in Tom’s name with her named as 
Custodian.  
 
 This story is an example of why it is so important to communicate to family and 
friends that they should not make any large gifts directly to, or in the name of the person 
with special needs. This mistake is often made with UGMAs, which allows a tax favored 
growth on funds put aside for children. This money becomes theirs when they meet the 
age of majority in their state. This creates the same problem as in the preceding story.   
 
SSDI (Social Security Disability Income) 
 

A. A person must have an employment history. 

B. To fully qualify, they must have worked 20 quarters of the most recent ten years and 

have been gainfully employed for about half this time. 

C. There is no $2,000 asset limit requirement to qualify. 

D. When qualifying for SSI, the person also gets Medicare, however, there is a 25 month 

waiting period before Medicare provides benefits. 

E. The disability prevents the person from earning over $______ per month. 

 

 If your loved one is a full-time employee and meets the qualifications for SSDI, 

they will receive this benefit instead of SSI if they are unable to work under Social Security’s 

definition of disability. 
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Medicaid & Medicare 
 

 Medicaid is a healthcare program funded by both the Federal and State governments. It is 

intended for certain low-income and needy people including persons with a disability, children, 

the aged, and blind who meet certain eligibility 

requirements. 

 

 Medicare is a federally funded healthcare program for some people with disabilities 

under age 65; people age 65 and older. 

 

The Five Year Look-Back Rule  
 

    Social Security has a “Five Year Look-Back Rule.”  If a person transfers assets 

from their estate in order to qualify for government benefits, they would have to wait five years 

before being eligible to receive Social Security cash benefits. This does not apply to a person 

with a disability transferring their assets to a Special Needs Trust. The person would be eligible 

immediately, if they meet all requirements for SSI cash benefits. This is not necessarily the case 

with Medicaid. That decision lies with the State. You should contact your State Medicaid office 

and find out about their specific guidelines. If your child will be living in another state, after your 

death, don’t forget to check with their Medicaid office. 

 

One of the most important concerns families have for their loved one with special needs is 

continuing medical coverage. It is critical that your child have medical coverage through another 

source if he or she must wait three years for Medicaid to begin. There are ways to do this.   

 

Social Security SSI 

  

Application Process, Charging Rent, the Confirmation Letter for Rent, and the Expense 

Reimbursement Letter 
 

 About six to eight weeks prior to your child’s 18th birthday, call the Social Security 

Administration at: 1-800-772-1213 to schedule a telephone interview to apply for SSI and 

Medicaid (the name may differ in your state) benefits. You may also apply online at: 

www.ssa.gov/applyforbenefits. http://www.ssa.gov. After the interview you will receive a form 

which needs to be completed. Set an appointment date for after your child’s 18
th

 birthday or they 

will process the application as if they are a minor which will result in your having to provide 

financials which eligibility is partially based on for benefits.  

 

 You will need the following information before you apply. If you are unable to provide 

all that is required Social Security will assist you. Do not delay filing your application.    
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  ● Social Security Number 

 ● Birth Certificate or proof of age 

●      Residential information: Address/Mortgage/Lease/Property Owner/Rental 

Amount 

  Don’t forget the Confirmation Letter   

● Payroll slips, bank accounts, insurance policies, burial fund records, all 

other information about your income and property 

● Names, addresses, and phone numbers of doctors, hospitals, and clinics 

that have provided services  

● Proof of U.S. citizenship or eligible non-citizen status 

● Checkbook account for direct check deposit.   

 

  You will be asked where your loved one is going to live. If he or she is living at home 

with you, they will want to know if you are charging rent. If you do not charge rent, the SSI 

benefit will be reduced by one-third (1/3).  The amount of rent you are required to charge is 

based on the total household expenses divided by the number of occupants. 

 

Example: Household Expenses ‘   $2,100/month 

            Divide by # of Occupants (3) ‘      700/month   

 

 You would be required to charge $700/month rent even though the maximum SSI 

monthly benefit may be less. In addition, rent is income and taxable to you. That means an 

additional $8,400 per year of income in this particular example. 

  

 By submitting the Confirmation Letter with your application forms (and tell the 

interviewer as well) you can reduce the rent you charge to as little as $400 per month. Discuss 

with Social Security what you feel the value of the benefit received is in order to establish a 

figure in this range. 

  

UGMAs, UTMAs, and 529 Plans  

 

 How They Affect Social Security Benefit Eligibility  
 

 The UGMA (Uniform Gift to Minors Act) was established to allow the title to property to 

be passed to minors without the need of appointing a guardian or creating a trust. The type of 

property that can be passed is limited to personal property including cash, annuities, and 

securities. While the minor child has legal ownership of the property, he or she may not receive 

it directly until reaching the age of majority in their state of residence. The age of majority varies 

between states. The UTMA (Uniform Trust to Minors Act) is the successor to the UGMA. It 
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expands the type of property that can be transferred to a minor. Check with your State’s specific 

guidelines on what property qualifies. 

 

 During the period of time that the UGMA/UTMA is in your minor child’s name, it will 

not be counted as your resource. Therefore, it will not interfere with a minor child qualifying for 

SSI or Medicaid. The problem occurs when your child with special needs reaches their age of 

majority (18 in most states). Upon reaching the age of majority, all the UGMA/UTMA assets 

pass directly to your child in their name. The amount will probably exceed $2,000. This will 

result in your child being ineligible for SSI or Medicaid. In addition, the Medicaid payback could 

be enforced if your child was covered as a minor. If your child has an UGMA/UTMA now and 

you terminate it, Social Security can use the AThree Year Look-back Rule’ and deny Medicaid 

benefits for that time frame. 

 

 This situation with UGMAs and UTMAs creates a dilemma. On the one hand if your 

child with special needs may have the potential and ability to attend college, but it is too soon to 

know, what can you do to enjoy the benefits of a tax favored savings program for their future 

education? If they are unable to continue their education after public school and you want them 

to be SSI and Medicaid eligible, it is better not to create an UGMA or UTMA. There is another 

option that will allow you to put aside money for your child’s education. If they do not use it, it 

can be used for another child. 

 

 The program that eliminates the previous concerns and penalties with UGMAs and 

UTMAs is called a 529 Saving Plan. Earnings in a 529 plan are exempt from federal taxes if 

spent on college costs which include tuition, books, and residency until the year 2010. They will 

continue if the current tax law is renewed. These plans vary dramatically among the States. You 

are not required to buy your State’s plan. You may investigate the benefits of plans in other 

states. Some states have a matching grant or scholarship program and many exempt the earnings 

on withdrawals from being taxed. These plans offer greater flexibility as to where you invest the 

money.  

 

 Let’s suppose that your child with special needs will not be attending college. What 

happens to the money in the 529 Plan? The money can only be used for college. You can change 

the beneficiary of the plan to another child for their education. It is very important that you 

obtain the specific information for 529 Plans in your state and any other state your child may live 

in after your death. The 529 can be used for any child’s education, not necessarily your own.
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Frequently Asked Questions about Social Security 

 
What determines whether or not someone is eligible? 
Social Security uses a three-pronged test to determine whether or not a person is disabled as 

defined in the statute. First, one must have a physical and/or mental impairment. Second, that 

impairment must prevent a person from doing any substantial gainful activity. Third, the 

impairment must be expected to last at least 12 months or result in death. 

 

What must one do to collect benefits? 

Meeting the SSA definition of disability is not all it takes to qualify for benefits. Each Social 

Security program has its own additional requirements. 

 

What are the additional requirements to collect Social Security disability? 

To be eligible for SSDI benefits, one must have worked and paid Social Security taxes. SSDI is 

like an insurance program. One must have paid a Apremium’ in order to be insured. The 

Apremium’ is what is taken out of a paycheck as FICA or the Social Security taxes paid directly 

if one has been self-employed. With a few exceptions, a person is fully insured if he or she has at 

least one credit for each calendar year beginning the year after they turn 21 and before reaching 

age 62 or became disabled. 

 

How many credits must one have? 

A minimum of six credits is always required. A person has disability insurance status if he or she 

has at least 20 credits during a 40 quarter period ending with the quarter the individual is 

determined to be disabled. 

 

When one meets the SSA definition of disability and has enough credits to have disability 

status, when do they begin receiving checks and Medicare coverage? 

There is a five month waiting period after the disability begins before receiving SSDI benefits. 

Medicare benefits begin with the 25
th

 payment month.                   

 

How much money will a person receive from Social Security?  
Social Security has a complicated formula to determine the actual amount of your benefits. The 

size of the check is based on a person’s average indexed monthly earnings. 

 

Do family members qualify for benefits? 

Auxiliary benefits may be payable to family members on the earnings record of a person entitled 

to disabled worker’s benefits. This includes: 1) unmarried children under age 18 or 19 if in high 

school full-time; 2) unmarried children age 18 or older if they have a disability which started 

before age 22; 3) a spouse who is age 62 or older, or any age if caring for a child who is under 

age 16 or disabled 
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What if a person is disabled and does not meet the SSDI work requirement? 

       A person may qualify for Supplemental Security Income or SSI benefits. SSI is a program 

which was designed for those 65 and older, disabled or blind who have little income and/or 

resources.  

What counts as income? 

Social Security considers both Aearned income’ and Aunearned income.’ Earned income 

includes wages, salary, and earnings from self-employment. This category also includes 

sheltered workshop pay, sick pay or short-term disability payments during the first six months of 

stopping work, royalties and honoraria. 

 

What counts as unearned income? 

Unearned income includes Adeemed income,’ in-kind support and maintenance, SSDI, Social 

Security retirement, VA pensions and compensation, state welfare payments, death benefits from 

life insurance, rents, dividends, and interest. 

 

What forms of income do not count? 
Social Security does not count the value of food stamps and the value of federally subsidized 

housing. The first 20 dollars of income from most sources is not counted. The first 65 dollars of 

earned income does not count and is known as the Aearned income exclusion.’ One-half of any 

other earned income is also not counted. There are also exclusions for IRWEs and a special rule 

for student income. 

 

What are IRWES? 

IRWEs are Impairment-Related Work Expenses which are expenses for items that a person must 

purchase for work because of their disability. 

 

How does summer employment affect students? 

There is a special rule for student income, provided that the student is under the age of 22 and is 

disabled or blind and regularly attends school. Check with Social Security for the current income 

limits. 

 

How does SSI consider resources? 

As  with almost everything else Social Security has defined Aresources.’ Eligibility for SSI is 

based on financial need.  An individual may not own non-exempt resources exceeding $2,000. 

 

What is a resource? 

A resource is property which is both owned by the individual and available to him or her. The 

applicant must have the right, authority or power to liquidate the resource for it to be considered 

available. 
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Does Social Security count all resources? 

Social Security exempts or excludes some resources, such as: 

 

1. Residence (if the person lives there) 

2. Household goods and personal effects up to $2,000 in value 

3. The full value of an automobile used for essential daily activities (i.e. work, doctor 

visits, etc.) 

4. Life Insurance with no cash value 

5. The total value of a person’s or their spouse’s life insurance policy if the value does 

not exceed $1,500 

6. A burial fund of up to $1,500 in value for the person and spouse. This may be affected 

by life insurance policies. 

 

What about tools and office equipment? 
Social Security also exempts resources that a person with a disability uses to produce extra 

income and resources excluded under a Plan for Achieving Self-Support (PASS). Plan For 

Achieving Self Support is a program for achieving self-support, It is a plan for the future. Many 

people with disabilities want to work, but maybe they need to go back to school before they can 

get a job. Or, maybe they would like to start their own business, but don't have the money. 

Whatever their work goal may be, a PASS can help reach it. The person with special needs must 

have a goal to have a job that will produce sufficient earnings to reduce their dependency on SSI. 

Contact Social Security directly or their website for detailed information. 

 

What options are available if the person meets all the requirements for SSI, but whose 

countable resources exceed $2,000? 
When a person’s resources exceed $2,000 they will not be eligible for SSI, and in most cases, 

Medicaid. One can convert assets to exempt status by: 

 

1. Purchasing a more expensive home or modifying their existing home to accommodate 

their needs 

2. Purchasing a vehicle 

3. Paying off the mortgage or other debts 

4. Purchasing personal goods 

5. Pre-paying for final arrangements 

6. Creating an OBRA Special Needs Trust and transferring resources into the Trust. 

7. Qualified Income Trusts (Miller Trusts) can be used after the death of a parent where 

SSA  income benefits exceed the state’s maximum.            

 

Should one consider converting resources in order to qualify for SSI? 

SSI provides an individual with a limited income benefit and Medicaid coverage . There are a 

few states where SSI eligibility does not mean automatic eligibility for Medicaid. If no other 
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health care benefits are available privately, Medicaid eligibility makes converting resources 

worthwhile. 

 

Are there options when one needs SSI & Medicaid but fails the income test? 
1. Make sure that all income exemptions and exclusions are properly taken. 

2. Have expenses paid directly to providers ( cable TV, cleaning, etc.).  

3. Have the person pay rent to avoid reduction of SSI cash benefits (See page 47 Confirmation 

Letter). 

4. If the person has a Special Needs Trust, be certain that it is properly administered. Food, 

shelter or clothing should not be provided by the Trust. Cash distributions should not be made to 

the Beneficiary. 

 

Does Social Security’s definition of disability differ for children? 

Yes. An adult must have a mental or physical impairment that keeps them from Asubstantial 

gainful activity’ for at least a year or will result in death. A child cannot be evaluated using 

work-related criteria. Social Security has a AListing of Impairments’ in their regulations.  

 

What if the condition does not appear on the “list”? 

Social Security formerly used a Acomparability’ standard. With the enactment of the AWelfare 

Reform Act of 1996,8 this method has been changed. 

 

How has this changed? 

The new law eliminates the comparable severity standard. Instead, it provides that a child under 

18 would be considered to have a disability if he or she has a medically determinable impairment 

which results in marked and severe functional limitations and which can be expected to result in 

death, or which has lasted or can be expected to last for a continuous period of not less than 12 

months. 

The new law also eliminates references to maladaptive behavior in the domain of 

personal/behavioral function in the AListing of Impairments’ and to discontinue the use of an 

individualized functional assessment in evaluating a child’s disability. 

 

How does Social Security determine a child’s disability? 
The combined effects of all physical and mental impairments of a child are to be considered in 

determining whether a child is disabled. Social Security regulations provide for the evaluation of 

children who cannot be tested because of their young age. 

 

What other factors does Social Security consider? 

Most children under 18 do not have their own income and do not have many assets. However, 

when children live at home (or are away at school, but return occasionally and are under parental 

control), Social Security considers the parents’ income and assets when deciding if a child 

qualifies for benefits. This process is called Adeeming.’ 
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What happens when a child with special needs turns 18? 

The parents’ income and assets are no longer considered for the child’s continued eligibility for 

benefits. However, if the child lives at home with his or her parents they must pay rent or their 

SSI benefit could be reduced by one-third. Parents should consider charging rent. (See page 47 

Confirmation Letter). 

 

What should you charge for the monthly rent?  
 Social Security will tell you that an individual should pay a “fair share” of household 

expenses. This is typically the number of people residing in the house divided into the total 

expenses. This amount could exceed the monthly SSI check. The “Confirmation Letter” can be 

used to charge a monthly rent of about $400. 

 

What should you do with the rental income received? 

This money is yours to do with as you please. You may deposit it into the Special Needs Trust 

you create. 

 

How is SSI affected by assets in a trust? 

The Special Needs Trust is a discretionary trust. When properly drafted, assets funding the Trust 

are not considered those of the Beneficiary. Most trusts do not provide this protection. The Trust 

may have unlimited assets and is not restricted to the $2,000 resource maximum limit. 

 

How does money distributed from the special needs Trust affect SSI payments? 
Money paid directly to providers for items other than the person’s food, clothing and shelter do 

not reduce SSI payments. Items that are eligible to be paid by the Trust are medical care, 

telephone bills, education, etc. If providers are paid directly for food, clothing and shelter from 

the Trust, this will reduce the SSI payment and may end SSI eligibility. Money paid directly to 

the Beneficiary in excess of acceptable levels reduces the SSI payments. 

 

Can an adult, disabled since childhood, collect Social Security benefits? 

They may be eligible for SSA (Social Security Survivor’s Benefit) when either parent collects 

retirement or disability benefits or dies. Eligibility for this benefit includes Medicare. 

  

When a person is determined to have a disability, are they eligible for Social Security for life? 
Social Security has systems that monitor individuals over time. The individual may  periodically 

be required to submit current medical information. Many persons with disabilities are able to 

return to work. Social Security offers various return to work incentives.  
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Chapter 6 - Choosing Qualified Advisors 
 

Attorneys - Financial Advisors - Insurance Agents 

 

 Another obstacle to planning for families is trying to find qualified professionals who 

have experience and expertise in Special Needs Planning. As with any type of advisor, there are 

those who think or say they know what they are doing, but have little or no understanding of this 

type of planning. Whether the advisor is trustworthy, ethical and/or means well, if they are not 

knowledgeable on this subject, you and your loved are going to suffer the consequences from 

their mistakes and incorrect advice.  

 

 Do not think that because an advisor has a professional certification such as: Attorney; 

CPA (Certified Public Accountant); CLU (Certified Life Underwriter); CFP (Certified Financial 

Planner) etc. that they are competent and qualified to do Special Needs Planning. The studies 

involved in earning these designations does not include those related to Special Needs Planning. 

These people may be experts in their fields, but may not be able to help you meet your goals and 

your loved one’s needs. I have heard some excellent presentations from professionals in these 

fields speak at conferences, and many who have no business speaking on this subject at all.  

 

 It takes me a minimum of ten to 12 hours to assist a family individually in planning. I 

can’t imagine a professional who can afford to spend the required amount of time doing this 

work for free or having to rely on families buying their products in order to be compensated. One 

of my clients, attending one of these sessions, spent the entire evening trying to get the speaker 

to tell him how they earned their income if they were doing planning for Afree.’ At the end of the 

two hour seminar, the presenter finally told the audience that she sold insurance products. There 

should be nothing to hide or be ashamed of. A true professional should be proud to tell people 

what they do and how they earn their income. An attorney, financial advisor or insurance agent, 

who is knowledgeable and understands all the issues that need to be addressed with Special 

Needs Planning is invaluable. I cannot think of a more affordable and better way of funding your 

loved one’s needs than with life insurance and sound financial investing. However, it is 

important that you buy what is right for your loved one’s plan, not what someone wants to sell 

you because they can make a bigger commission on another type of insurance plan or because 

the investment recommended is an “in-house” type that pays them a bonus.  

 

 It is important to remember that none of these advisors is paying you for the privilege of 

working for you. You are the one paying for services. No one should tell you what to do. You 

tell the advisors what you are trying to accomplish. It is their responsibility to assist you in 

attaining  what you want, not what they think you need. You are the boss. You write the check. 

You do the hiring and firing. If you are not comfortable with the person you interview, find 

someone else! 
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 When you find a qualified special needs attorney, they may very likely be able to refer 

you to financial advisors and insurance agents with experience in this field. You may check with 

other families in your community or support groups.   

The decision is yours. You may elect to hire an advisor to do all your planning, or you may elect 

to do most of it yourself and have these advisors take care of the legal work and designing the 

way you will fund your plan.   

 

 Do not let yourself be discouraged. There are qualified and trustworthy professionals who 

are dedicated to making sure that your loved one’s plan is secure and fulfills their goals. 

 

Questions To Ask Before You Choose Your Advisors 
 

 Most advisors offer an initial consultation without any obligation. The following are 

suggested questions to ask these advisors during the first interview. Formulate other questions 

from this book to check and see how much the person knows and if you will be comfortable and 

confident working with him or her. 
 

1. What experience do you have in planning for a person with a special needs? 

2. How long have you been providing Special Needs Planning services? 

3. What portion of your time is dedicated exclusively to Special Needs Planning? 

4. Are you paid through fees and/or compensated by selling products?   

5. What are your typical charges for services and what does it include? 

6. How many clients with special needs do you have?  

7.  May I call any of these families for a reference? 

8. Are you affiliated with companies whose  products or services you sell?    

9. Which charitable organizations are you affiliated with as an active member? 

10. What organizations, support groups, agencies and families can provide  

references?  

11. Do you have professional credentials specifically related to this field? 

12. How many plans do you do each month? 

13. How long does it typically take to complete a plan?  

14. What other advisors do you work with (financial, tax, legal, insurance)?  

15. What is their expertise? 
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Hint 16 - Record Meetings With Advisors 

  

     You will be covering a great deal of information with your advisors. It is impossible to remember 

everything. It is suggested that you record your meetings in order to be able to have everything that was 

discussed available for reference and review. Be sure to ask the advisor prior to the meeting for 

permission. 

 

Do not be shy about asking questions. This is too important to hold back. Your child’s future depends on 

you. If you do not ask, you will never be sure. The result is that you will probably not begin or complete a 

plan. If you are uncomfortable asking the potential advisor directly, send them these questions and ask for 

a written response. Could it be any easier? Do not let this obstacle remain as an excuse not to plan. 
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Chapter 7 - Insurance: Selecting The Best Policies To Fit Your Needs 
 

 Working with a competent insurance agent or financial advisor you trust can make a 

positive and profound impact in helping you achieve your goals for your child. Don’t make the 

meeting with an advisor a contest to see Awho wins.’ If you have the need for more coverage 

Aand don’t buy’ and the agent Adoesn’t make the sale,’ the loser is your family. Prior to 

becoming a fee-based Special Needs Planner, I was proud that I sold insurance products for 20 

years in conjunction with traditional business and estate planning. The key to buying the right 

policy is to make sure that it fits your needs and budget. What is right for one family may be 

totally wrong for another.  

 

 There are two basic types of life insurance: Term and Permanent (Universal Life and 

Whole Life). All are fine products when used properly. I recently heard an insurance agent speak 

at a conference where he told the audience that they should buy Survivor Life (also known as 

Joint Life or Second To Die Permanent Insurance). This policy has its place. However, I could 

not disagree more with the agent’s recommendation that all families should purchase this plan. 

Another type of Universal Life policy is Variable Life. Accumulated cash value in these policies 

is typically invested in the stock market. There are many variations of these policies with 

alternate investments available. If you choose this type of policy, make sure the death benefit is 

guaranteed in the policy. Have the agent specifically point it out in a sample policy. Some of 

these plans have death benefits that may vary with the fluctuation of the stock market. I don’t 

think you would be happy if you bought a $500,000 Variable Life policy and at your death your 

loved ones received a far lesser amount.  

 

 Survivor Life or Second To Die Life Insurance policies are typically used to pay estate 

taxes after the death of the second spouse. Both Mom and Dad would be covered by the same 

policy. There is no death benefit paid at the first spouse’s death. The death benefit is paid after 

the surviving spouse dies. Let us take a look at a typical situation and see what type of policy is 

the right buy for this family. 

 

 Frank and Louise are 35 years old. They have three children, one of whom has special 

needs. Frank earns about $55,000 per year and Louise does some part-time work out of their 

home which adds another $5,000 per year to their income. After completing their family and 

Special Needs Planning they established that they needed $500,000 of life insurance to meet the 

income and other financial needs of their children at their deaths. Like most families, money is 

tight and they are careful about spending.    

 

Option 1: Survivor Life Insurance 

A. This policy pays no death benefit at the first spouse’s death. It is not until the second 

spouse dies that any death benefit is paid. 
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B.  If Frank dies first, Louise receives nothing from this policy and the same for Frank if 

Louise predeceases him. If Louise survives Frank by another 30 or 40 years or more, the 

policy will sit in a drawer someplace accumulating cash value and dividends that will not 

be sufficient to support Louise and her children. What if she survives her child with 

special needs? What good is this policy then? How do you think Louise would feel, 

knowing that the money she needs today is sitting in a drawer, unavailable, until after her 

death? 

C. The premium for this coverage will be a few thousand dollars per year. Most likely, 

this is more than they can afford or should spend on their particular budget. 

D. If a family has a large estate that will incur Federal Estate Taxes and they have other 

life insurance paying an immediate death benefit, then Survivor Life can be a wise 

purchase. It should not be the primary or only life insurance for most families. 

 

Option 2: Term Life Insurance   
 

A. Term policies are available as Yearly Renewable Term (premiums increase each 

year); and or 5, 10, 15, 20, 25 or 30 Year Level Premium periods. The longer the term 

period the higher the cost. A couple age 35, in good health and non-smokers may each 

purchase $250,000 of 30 Year Level Term insurance for about $350 - $400 per year per 

person. This is a fraction of the cost of Survivor Life and pays a death benefit when the 

first and second spouse dies.  

B. At either Frank’s or Louise’s death, the surviving spouse immediately receives 

$250,000 to be used as the survivor sees fit. At the surviving spouse’s death, the 

remainder of the $250,000 and the death benefit of $250,000 from the second spouse’s 

death can all pass to the Special Needs Trust or be divided amongst the surviving 

children (excluding the child with special needs directly). 

C. An argument against purchasing Term Insurance is that you are Arenting’ instead of 

Aowning’ your policy. If the policy expires and you still need coverage, it will be 

substantially more costly as you get older. You must also meet medical requirements. If, 

however, you are disciplined and prudent, your investments; pension plan; home equity 

and other assets may be adequate to provide for your loved one. Hopefully, your other 

children will be independent and not rely on you for financial assistance. 

D. Most Term Insurance policies allow you to convert to a permanent policy at a later 

time. You can convert in various increment amounts without providing any evidence of 

insurability. This means no physical examination or medical history required and 
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provides the opportunity to change to permanent coverage when you can afford it and 

want it.8 

 

Option 3: Permanent Insurance (Universal and Whole Life) 
 

A. If you can afford the cost, permanent insurance is ideal as it will insure you for your 

entire lifetime. It does not run out like term. An individual policy on each parent will 

provide immediate benefits at either death as illustrated above in Option 2.  

B. Depending on the type of Permanent insurance you purchase, these policies will 

accrue cash value, dividends, and/or interest. This coverage provides more options and 

flexibility than Term insurance. It is recommended that you discuss this with a qualified 

agent or financial advisor.  

 

Option 4: Other Types of Insurance Coverage 
 

A. Disability Income insurance replaces your income if you are unable to work due to an 

illness or injury. If your income stops, how will you support your family and be assured 

that your plans will be attainable? Do you think that your Social Security Disability 

Income will be sufficient? This coverage is available through employer group plans or 

individual policies.  

B. Long Term Care Insurance covers the costs of a nursing home stay and avoids family 

assets being wiped out to provide care in later years. Many policies offer home care 

options. 

C. Group/Individual Medical Coverage may be continued indefinitely for a person with 

special needs. Check with your employer or the insurance company before your child 

leaves the public school system, and/or turns 19. If your child is not now on your group 

insurance, you may be able to add them to your coverage. You may have to provide 

medical evidence, however, your child cannot be declined. If they have had other group 

insurance at least 60 days prior to applying for the new group insurance plan, there is no 

pre-existing condition exclusion or waiting period. 

D. Full-time employees with special needs may not be discriminated against. They are 

entitled to every employer sponsored group fringe benefit and are guaranteed to receive 

them. They include medical, dental, short and long-term disability, pension plans, etc. 

Employers must comply with regulations and guidelines for coverage. 

E. C.O.B.R.A. is a benefit that allows continuous group medical coverage. The spouse 

and children of a deceased employee may continue this coverage for up to three years. If 

your loved one has to wait 25 months for Medicare, this coverage would fill that gap. 
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Those continuing coverage must pay the full cost. You don’t have to cover all 

dependents. You can elect to cover the person with special needs only. 

F. Waiver of Premium 

This benefit is sometimes included or available as an option on policies. If the insured 

should become temporarily or permanently disabled, they will not have to pay any 

insurance premiums after a set waiting period and until they recover. After recovery, they 

do not have to payback waived premiums. This benefit varies in policies and between 

insurance companies. 

 

Your insurance agent and/or financial advisor plays a key role in guiding you on how to 

fund and make your plan secure. Check with any potential agents before you work with 

them as to what they charge for their services. Most work solely on commission. Rate 

quotes are available on the internet. However, it is important to work with someone to be 

sure that everything is set up correctly including the right policy, beneficiary 

designations, ownership, etc.  

 

Make sure that any representations made by an agent are backed up in writing. You may 

also request the agent’s state license number and check with your Department of 

Insurance regarding the status of the agent with whom you plan to work. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



 

 

 

 75 

Summary 

 

Let’s review what you have accomplished by reading this book. You: 

 

●           Know why it is necessary to prepare a plan for your loved one with special 

needs  

● Are aware of the consequences your loved one faces if you do not plan  

● Can replace the Government Plan  

● Addressed and eliminated the obstacles   

● Have a step-by-step method to follow  

● Understand the benefits of the Special Needs Trust  

● Have a good basic knowledge of the various Social Security benefits  

● Know what types of insurance plans are available  

● Know how to continue private and government healthcare programs  

● Have a process and guidelines for finding and choosing your advisors  

● Have a list of resources for information and support  

 

 Do you think you will ever have a better opportunity to plan than now? You have 

eliminated the obstacles and excuses. Whatever steps you take in the planning process, continue 

to use this book as your guide. As you address specific issues, refer to the appropriate chapters in 

this book. Consider having your advisors and the family members designated as future care 

providers also read this material. Planning should be a family process, not just Mom and Dad’s. 

 

 At the beginning of the book I asked you to think about what would happen to your child 

tomorrow morning if you were no longer here and had done little or no planning. You now know 

what problems occur and must be addressed. You can take the lead with your family and begin 

the process. 

 

 Your decision to plan now or wait not only affects your loved one, but also the rest of 

your family. Sure it is a tremendous responsibility. However, it has to be done. Take action now! 

You can do it.  

 

Good luck! 
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Glossary Of Estate Planning Terms 
 

Amendment 
A change in a Trust Agreement. It should refer to the specific Article in the Trust and must be 

signed by the Settlor and notarized. An attorney experienced in Special Needs Trusts should be 

consulted for assistance in making any changes. 

 

Advocate 
A person or institution that will serve as a friend and look out for the best interests of the person 

with a disability. The Advocate is not court appointed. In some cases, where the person can 

manage most of their own affairs, an advocate from a charitable organization may be more 

appropriate than a legal conservator or guardian. 

 

Beneficiary 
The person or institutions who receive the benefit of the Will, Trusts (including the Special 

Needs Trust), Life Insurance, Annuities, Pensions, and other types of property passed through 

ABeneficiary Designations.’ 

 

Codicil 
An amendment to a Will. The Codicil is a separate document that is signed with witnesses like 

the Will, but amends some portions of the Will. 

 

Conservator/Guardian 

A court ordered mandate by which an individual or institution is appointed to: (A) manage the 

estate of the person judged incapable (not necessarily incompetent) of caring for his/her own 

affairs; (B) be responsible for the care and decisions made on behalf of a person when that 

individual, again, is determined to be unable to care for himself/herself. A Conservator/Guardian 

can be appointed to serve in either one or both ways. In some states Guardians assist the person 

and Conservator assist the estate of the person with special needs. If the parents of a child with 

special needs want to continue as the legal Guardians after their child reaches age 18, they must 

also petition the courts to be appointed. A person must be at least 18 years of age in order to 

serve. Guardians may include a relative, friend, government agency, the courts, or a corporation.  

The guidelines and regulations pertaining to Guardianship and Conservatorship vary greatly 

amongst the states. If your child will live in another state with Guardians, get information from 

that state and your current state of residence. It is strongly suggested that you consult with an 

attorney regarding this matter. 

 

Co-Trustee 

This person or institution serves with the appointed Trustee. They must agree on all decisions 

pertaining to the Trust. 
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Discretionary Powers 
The authority given to a Trustee to make decisions on the distribution of income and assets in a 

trust. The person creating the trust defines what the Trustee can and cannot do pertaining to the 

management of the trust.  

 

Effective Date 
This is the date when the Trust Agreement is signed and becomes effective. 

 

Estate 
All possessions of an individual at the time of his/her death. 

 

Estate Tax 
The federal government and some states assess a tax on property owned at the death of an 

individual. 

 

Executor/Personal Representative 
The individuals or corporations that are appointed in the Will who will have the legal 

responsibility for carrying out the provisions of the Will to the best of their ability according to 

the current federal and state laws. The executor may seek the assistance of an attorney to 

complete the probate process. 

 

Fiduciary 
Fiduciaries assume the responsibility of acting on behalf of another individual. There are public 

and private fiduciaries and it can be a person or an individual. 

 

Grantor/Settlor 
The person(s) who create a trust. 

 

Guardian (See Conservator) 
 

Heir 
This is the person who inherits property under state law. 

 

Income Beneficiary 
Generally, the person in the Trust Agreement who will receive the income from the trust during 

his or her lifetime. 

 

Intervivos Trust 
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Also known as a Living Trust. It functions during the lifetime of the Grantor. Assets may be 

transferred or gifted to the trust during the Grantor’s lifetime and assets used for the benefit of 

the named beneficiary. 

 

Irrevocable Trust 
An irrevocable trust means that the items placed in the trust cannot be taken out of the trust 

except by ending the trust and disbursing the items to the appropriate remainderman. The trust 

has its own ID number and is taxed as a separate “person.” However, income produced by assets 

in the Trust may be distributed to or used in behalf of the named beneficiary. The Trust is 

required to file an annual report. The Trustee does have the right to manage the Trust funds by 

normal prudent man rules of investment. 

 

Letter of Intent 
This is one of the most important documents of an estate plan. In this very personal letter, the 

parents, spouse, siblings, and other care providers express their hopes and desires for the future 

of their loved one with special needs while also providing detailed information and instructions 

for the person’s care, supervision, and security. 

 

Living Trust 
A living trust allows the person who creates it and anyone else to fund it during their lifetime and 

has the power to allow the named beneficiaries to benefit from the assets in the trust 

immediately. 

 

Living Will 
 

This provides for the donation of organs at a person’s death and also forbids being kept alive by 

means of life support. 

 

Minor 
Any person under the age of 18. Parents have responsibility for their children until age 18 when 

they legally become Aemancipated’ adults. This means that the person is legally responsible for 

themselves and is no longer under the legal supervision of the parents. The person with special 

needs may not have the capacity to act as an Aadult’ and the parents may want to continue in 

their previous role obtaining Conservatorship and Guardianship.  

 

Per Capita  
Means of distribution to Remaindermen without representation. This means that each descendent 

receives an equal share. If a direct descendent dies before receiving their inheritance, the other 

named heirs receive his or her portion. In the case of a grandparent leaving assets to their 

children, if one or more of their children should predecease them, that child’s portion goes to the 

surviving children, not the children of the deceased (the grandchildren). 
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Per Stirpes 

Means of distribution to Remaindermen according to the principle of representation. If a parent 

leaves property to each child and a child does not survive them, then that child’s portion will 

pass on to their children. 

 

Pooled Trust 
The combining of assets of many people into a single trust managed by non-profit organizations. 

Each person’s assets are kept separate. Guidelines and policies regarding these trusts vary.  

 

Power of Attorney - Medical & Legal 
A legal document in which an individual appoints another person to make medical and legal 

decisions on their behalf at a time when the individual is unable.      

 

Probate 
The court proceedings in which there is supervision over the property passing from a deceased 

person to beneficiaries under the provisions of the Will or, if there is no Will, under the 

provisions of state law. 

 

Remaindermen 
The person(s) or institution(s) who will receive the remainder of the Trust after the income 

beneficiary has died and the Trust ends. 

 

Representative Payee 
The person or agency authorized to manage funds provided through Government Entitlements. 

They are required to provide detailed records of the use of these funds. 

  

Revocable Trust 
A Revocable Trust means that the items placed in the Trust can be taken out of the Trust. This 

type of Trust is taxed as part of the estate of the Grantors. The assets placed in the Trust are 

considered the property of the named beneficiary. 

 

Special Needs Trust 
An Irrevocable Trust designed to provide for the supplementary needs of the person with special 

needs over and above benefits provided by government entitlements. The trust funds are not 

meant to supplant or replace government programs. The Trustees should never give funds that 

would cause loss or reduction of government benefits unless there is an emergency. The assets in 

the Trust are not considered in the name of the beneficiary. The disbursement of funds is left to 

the discretion of the Trustee. This type of Trust is not considered an asset for determining 
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government benefits. Only those funds which are actually disbursed directly to the beneficiary 

will count as earned or unearned income. 

 

Successor Trustee 
This person(s) takes over the responsibility of managing the Trust after the death or legal 

incompetence of the initial Trustee(s). 

 

Testamentary Trust  

 This type of trust becomes Aactivated’ at the Grantor’s death. It cannot be funded during 

their lifetime as in a Living Trust. This Trust is also a matter of public record. 

 

Trust 
A legal entity established either by written agreement signed during the life of the person or by a 

Will. The Trust is governed by the terms in the written document. It is a contract between the 

Settlors, the Trustee(s), and the Beneficiaries. 

 

Trust Agreement 
The document which creates the Trust. 

 

Trust Corpus 
The property and funds held in the Trust. It is also called the Trust Estate. 

 

Trustee 
The person(s) who manages the Trust. There is a fiduciary responsibility for seeing that the funds 

are properly invested and disbursed according to the wishes of the Trustor and the laws of the 

state. The Grantor and Initial Trustee may be the same person. 

 

Trustor 

Also known as the Settlor or Grantor. This is the person who creates the Trust. 

 

Will 
The purpose of a Last Will and Testament is to direct the distribution of the assets of the estate to 

all the beneficiaries. Parents of the person with special needs would exclude naming him or her 

so they will not receive any portion of the estate in their name which would create assets and; 

therefore, reduce or eliminate government benefits. This person’s share should be left to the 

Special Needs Trust. 
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