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Being responsible for the care of an adult who is dependent due to disability 

or mental illness is a major task. And making provisions for that person’s physical, 

emotional, and financial well-being after the death of the caregiver can be 

complicated. 

This book illustrates the special challenges faced by dependent adults and 

their caregivers and points out some of the things you need to consider when 

determining care for a dependent adult after you die. You will find out how you 

can make provisions through legal procedures and support from the faith 

community. 

 

                                                 
1
 Third edition 2009. This third edition is an online reproduction of the out-of-print 1996 second edition with only 

minor revisions. Although accurate in 1996,  it has not been thoroughly reviewed for accuracy in 2009. This 

booklet is a companion to the booklet, Supportive Care in the Congregation, which describes a model of supportive 

care groups for persons with disabilities and their families. Supportive Care in the Congregation  is available from 

Anabaptist Disabilities Network for as long as supplies last. Order from adnet@adnetonline.org. See ADNet’s 

website for information on a project to revise Supportive Care: www.adnetonline.org/scr.   
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Thinking over a life plan 

Carol Weaver
2
 is in her late 30s and needs constant supervision and assistance in 

accomplishing basic tasks such as getting dressed. Her disability resulted from severe 

brain damage she experienced as a baby. Carol has two brothers, and her parents, Joyce 

and Bob Weaver, are members of a Mennonite church in Salem, Ore. 

 

Mike Fisher is in his early 30s and reads, understands issues, and communicates at a 

basic level. The youngest in a family of six, Mike was born with Down’s Syndrome. Mike 

and his parents, Dave and Anna Fisher, attend a Church of the Brethren congregation 

near Lancaster, Pa. 

 

What will happen to our child after we’re gone? This question plagues nearly every parent with 

an adult child who is significantly disabled due to an accident or physical or mental illness. 

Many state and private agencies have responded in various ways to this question, and many 

books and articles have been written on the subject. 

 Why another book? Christian parents have been looking for an element that is not offered 

by secular agencies and foundations: the involvement of the church community.  What Happens 

After We’re Gone? addresses life planning, wills, estates, guardianship, trusts, and related issues 

from a Christian perspective. It proposes involving the whole family and the family’s 

congregation in making decisions about future caregiving,  nurture, and support of dependent 

adults. 

 The booklet also addresses many of the questions parents raise when doing estate and life 

planning and is intended to guide and encourage families in the life planning process. It does not 

necessarily present answers. Rather, this booklet points out the many considerations and options 

which should be taken into account when planning is being done for a dependent adult family 

member. 

 What Happens After We’re Gone? is intended to be used in conjunction with the booklet, 

Supportive Care in the Congregation. This booklet, which is available from Anabaptist 

Disabilities Network (ADNet), details a model for providing congregationally-based supportive 

care groups for persons who are significantly disabled.
3
 A supportive care group commits itself 

to lifetime involvement with a person who is dependent.  Persons reading this booklet who have 

no church connections may discover similar resources in their own network. 

 It is through these groups that issues such as guardianship, living arrangements, trust, 

money management, friendship, and advocacy are addressed. A caring family and a caring 

congregation should work together to ensure a secure and meaningful future for those who are 

unable to live independently. 

                                                 
2
 Names have been changed. 

3
 When the authors originally developed this booklet in 1986, they focused on individuals with developmental 

disabilities and their parents. As people used the booklet, it became clear that many of the issues addressed apply 

equally to family members who have other disabilities or long-term mental illness or are significantly dependent for 

various reasons. Therefore, the references in the booklet to disabilities or dependencies are general and include any 

limiting condition which prevents a person from being self-supporting and living independently in the community. 
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 Considerable effort is taken to present difficult technical and legal issues in 

understandable terms. We hope you will find this booklet enlightening, informative, and helpful. 

It’s not too soon to begin planning for the future of your family member who is dependent. 
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Being a good steward 

The earth is the Lord’s and the fullness thereof,  

the world and those who dwell therein. 

Psalms 24:1 (RSV) 

 

All the believers were one in heart and mind. No one claimed that any of his 

possessions were his own, but they shared everything they had... There were no needy 

persons among them. For from time to time those who owned lands or houses sold 

them, brought the money from the sales and put it at the apostles’ feet, and it was 

distributed to anyone as he had need. Acts 4:32, 34-35 (NIV) 
 

 

Carol Weaver has lived in institutions for most of her life. Since 1986, she has been living 

at a group home in Salem, Ore., with five other adults with disabilities. Most of Carol’s 

living expenses are provided by the government. This includes Medicaid, Social Security, 

and Supplemental Security Income benefits. 

 

Mike Fisher lived with his parents, Dave and Anna Fisher, until three years ago when he 

moved into a group home near Lancaster, Pa. The home for eight adults with disabilities 

is run by a board associated with the Mennonite Church. Medicare pays for a portion of 

Mike’s living expenses, and Mike’s parents pay the remaining costs of his care. 

 

 

The Bible teaches that God is the creator and owner of all things, and we have been put in charge 

as God’s trustees. The access we have been given to material things is a reminder that we are 

only caretakers of God’s trust. 

 As Christians, we have the responsibility to be good stewards of the resources available 

to us. That’s why estate planning is important. It helps us to be accountable for all that we have 

accumulated in our lifetime — not just the portion we give to charity. 

Life is transient 

Because each of us is on earth for a relatively short time, and none of us knows when we’re 

going to die, it is important that we express our intentions for the future use and disbursement of 

our material resources. This is especially important if a member of our family will always remain 

significantly dependent on others. The dependent family member requires extra consideration in 

the estate planning process. 

Government programs not enough 

The high cost of residential and social services makes it unrealistic to anticipate that most 

families have a large enough estate to cover all the needs of their dependent family members.  

Most persons who are significantly disabled or have long-term mental illness are eligible for 
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some government benefits. These benefits are made possible by the assessed contributions we 

make to the Social Security Administration in the U.S., the Canada Pension Plan, and other 

forms of taxation. 

 For some Christians, it is appropriate to structure estate planning so that dependent adults 

are able to remain eligible for government benefits. These Christians believe that if the church 

today were still functioning in the way the early church did, as described in the book of Acts, we 

would be able to take care of our own members’ needs without government assistance. Since this 

is not the case, we need to work together with government programs to meet the needs of our 

dependent family members. This type of specialized planning is presented later in this booklet. 

 Other Christians believe that support of their dependent family members should be done 

independent of government programs. You, along with your church community, will need to 

decide whether accepting government benefits for your dependent child is appropriate.  

Need to support the role of the church 

As stewards of God’s resources, we should also consider ways to support the church’s work in 

the areas of disabilities and mental illness. For example, when establishing a trust for a family 

member with a disability, we may choose to consider making the final beneficiary a church 

agency that supports families and includes persons with disabilities in the life of the church. 

Consult with those agencies and a denominational foundation such as Mennonite Foundation for 

assistance. 

 The impetus for this booklet came from the dilemmas and confusion experienced by 

parents as they attempted to arrange their affairs so that their dependent family members would 

have some future security. This booklet attempts to respond to frequently asked questions and 

provides various options for consideration within the context of the Christian community. 
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Planning for the future 

All flesh is grass, and all its beauty is like the flower of the field.  

The grass withers, the flower fades, when the breath of the Lord blows upon it;  

Surely the people is grass. 

Isaiah 40:6-7 (RSV) 
 

In the mid-1980s Joyce and Bob Weaver began laying out long-term plans for the future 

of their dependent daughter, Carol. The planning process involved receiving counsel 

from the director of MCC West Coast Disability Services and perusing the booklets After 

We’re Gone and Supportive Care in the Congregation.  

  Joyce and Bob then met with representatives of the Mennonite church where they are 

members. The congregation decided to take responsibility for Carol’s care in the event 

she survives her parents, her two brothers, and their wives. The congregation gave 

Carol’s parents written notification to this effect. 

 Over the last decade, many changes have taken place in the congregation, including 

the appointment of a new pastor. Many church members, including the new pastor, were 

not aware of the church’s prior commitment to Carol’s future care. The congregation is 

now re-evaluating their decision to serve as co-guardians for Carol. They are also 

considering a recommendation to form a support group to help enhance Joyce and Bob’s 

role as guardians. 

 

Most of us try to live our lives to the fullest. But it is prudent that we make provisions for 

individuals who are dependent on us so they will be provided for after we die. This is especially 

significant if you are the parent of an adult child who cannot live independently. And this is why 

life planning is so important. Life planning means putting plans in place to provide for your 

dependents, including your adult child with a long-term disability or mental illness. 

Involve your family and church 

As the parent of a dependent adult, it’s natural to be concerned about your child’s long-term 

well-being and their future financial and emotional security. Because there are unique 

considerations involved, it is especially important to include other members of your family and 

congregation
4
 in the life planning decisions. This is important because they, too, will likely carry 

some long-term responsibility for the person with the disability.  Life planning should include 

the following: 

The dependent person 

Though it may not be appropriate in every situation, it is generally best to include the dependent 

person to the extent he or she is able to be involved. 

                                                 
4
 This booklet was originally written for members of Mennonite-related churches. It assumes that readers are church 

members. If you are not part of a church, think of the group in your life which most closely fills the role the church 

fills in this booklet. 
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Siblings 

Estate and life planning should be a family process. This helps facilitate the open expression of 

opinions and feelings about future expectations. It also helps avoid surprises for the brothers and 

sisters concerning plans for their dependent sibling after the death of their parents. Thoughtful 

and sensitive planning by parents will not only discourage disputes after their death, but in many 

cases, it might become a final and enduring expression of their love. In spite of — and perhaps 

because of — our reluctance to talk about death, life planning is an important activity for the 

whole family. 

Extended family 

 Sometimes the emotional or geographical closeness of some extended family members (uncles, 

aunts, cousins, etc.) makes it important to include them in the life planning process. They may, in 

some cases, carry specific roles in the future, as they help to maintain and care for the dependent 

family member. 

The church 

If members of your church play a significant role in the life of your dependent adult, it would be 

beneficial to include them in the life planning process. The church has a responsibility to ensure 

that the dependent person has lifetime emotional and spiritual support and care. This is part of 

our mutual accountability as members of the body of Christ. 

Issues to consider 

Here are some issues you need to consider when you begin an estate and life planning process:  

• Do an appraisal of how your family functions and who typically performs various roles. 

Future responsibilities with regard to the estate and care of your dependent family 

member should not be given or accepted only out of obligation. Rather, they should be 

given and accepted in response to peoples’ personal commitments and abilities. 

• Review the capabilities and resources of your dependent family member and determine 

what kind of support and assistance he or she will need in the future. When possible, 

identify your dependent family member’s wishes and desires for the future in terms of 

work, living arrangements, church involvement, etc. 

• Determine what kinds of living arrangements the dependent adult family member will 

most likely need after the parents’ death. Find out how estate planning can be done now 

to help facilitate those options later. Determine who will ensure that an appropriate living 

arrangement is secured when needed. 

• Take stock of the financial, emotional, and human resources available to develop and 

implement a life plan.  
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Resources to be considered in life planning 

Financial resources 

What assets will be available when you are no longer alive? Will the assets be available as ready 

cash or tied up in long-term investments such as stocks, bonds, or real estate? What kind of 

financial management will be required to adequately care for these assets? 

 If you do not have a large legacy to pass on to your dependent adult child, you need to 

ask some important questions. How much of your assets will you be able to pass on? Should you 

use a life insurance policy to fund a trust for your dependent child? 

 As you can see, planning in this area will need to address the person’s particular needs. 

Other sections of this booklet deal with some useful tools regarding finances. 

Family and friends  

How can family and friends help fill the needs of your dependent adult family member? Are 

brothers and sisters available to assist their dependent sibling? Do they live close to their 

siblings, and are they likely to continue to live in the area? 

 Because of the extensive needs of some persons with disabilities or mental illness and the 

substantial commitment required for a non-parent to take on their care, sensitivity is critical here. 

Brothers or sisters may not feel able to accept all or any of the responsibility for their dependent 

sibling. Parents of a person with a disability may intentionally or unintentionally generate guilt 

among their other children who are unable to accept such responsibility. 

 Friends and extended family members may also serve as valuable resources in meeting 

future needs. Therefore, it is important to involve as many family members in planning as may 

be involved in care later.  

Spiritual and church resources 

Siblings or other family members may find the care of their dependent brother or sister an 

overwhelming prospect because of the great demands and lifelong potential. However, the 

church is uniquely suited to respond. This booklet is written from the premise that the church is a 

resource to persons with disabilities and mental illness. 

 The church has the spiritual and human resources to be a friend, advocate, and guardian 

of such persons. The booklet, Supportive Care in the Congregation, describes a model for 

providing a caring network of people around dependent persons. In many cases, the human and 

spiritual resources available from the church to dependent persons after the parents have passed 

away will make the difference between the dependent person living in isolation and being part of 

a loving, caring community. Therefore, discovering and developing these resources are important 

aspects of life planning. 

Finding help to do life planning 

Different people can offer different expertise and counsel. Estate and life planning counselors 

from your congregation, denomination, or other church agency can help to bring a Christian 

perspective to this process. Representatives from a church disability office or denominational 

foundation office may also be able to provide valuable advice. Anabaptist Disabilities Network 

(ADNet) offers assistance to persons of any faith tradition.  

 An attorney (lawyer) should serve as the technical adviser for setting up the documents of 

an estate and life plan. Look for an attorney who has knowledge about the unique considerations 

of a family with disabled member. Attorneys often appreciate your acquainting them with 
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available resources on the subject. Having your attorney read this booklet may help him or her in 

advising you.  

Taking the next step 

Planning will involve writing a will and, in many cases, a trust. You may also choose to create a 

guardianship. In most cases, planning entails setting up informal friendship and advocacy 

relationships through your local congregation on behalf of your disabled family member. 

 The purpose of this planning is to make adequate resources available to the person with a 

disability and to preserve his or her rights and freedoms. The objective is to help the individual 

grow to his or her full capacity. 
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Preparing a will  

There is a time for everything, and a season for every activity under heaven:  

a time to be born and a time to die. -Ecclesiastes 3: 1-2 (NIV) 

 
Carol Weaver is unable to manage her own affairs and might lose government benefits if 

she were given a sizable estate. As a result, Carol’s parents, Joyce and Bob Weaver, have 

not included Carol in their will. However, Joyce and Bob have placed a letter of intent 

with their will, setting forth expectations for Carol’s ongoing personal and medical care, 

including provisions for her burial. 

 

Mike Fisher is also unable to manage his own affairs. However, his parents, Dave and 

Anna Fisher, have named Mike in their will. They have decided to establish a trust in 

which proceeds from their estate will be placed. This will enable Mike to receive periodic 

payments from the estate without losing his government benefits. Mike’s parents have 

also placed funds in one of Mike’s sister’s bank accounts with the understanding that the 

money will be used for Mike’s care after their deaths. 

 

 

A will is a legal instrument which allows people to direct how their assets shall be invested and 

distributed after their deaths. If you die without leaving a will, the law provides that your 

property be passed on to your nearest relatives, typically to a spouse and children, or if none are 

surviving, to other close relatives, such as parents. 

 If both parents of a dependent person die without leaving a will, that person generally 

would receive his or her share outright. An outright gift to some persons with disabilities or 

mental illness may not be advisable. For this reason, it is especially important for parents with a 

disabled family member to make a will. 

Purpose of a will 

A will makes it possible for you to dispose of property of any kind and designate the recipients. 

A trust can be part of your will. As the parent of a person with a disability, you can name the 

people who will become trustees to invest and distribute funds for your dependent child. 

Creating a will 

Begin by taking account of the assets and debts which would be left in your estate. After reading 

this booklet, talk with an adviser about the options for planning for the future in order to provide 

for your dependent family member. Then, talk with your family about the decisions you will 

need to make concerning your estate. 

 Next, go to your attorney. Take along a list of your assets, your ideas about possible 

options for making provision for your dependent family member, your questions, and this 

booklet. Your attorney should be able to help clarify your ideas by asking further questions and 

informing you of relevant laws of your state or province. Your attorney may have to conduct 
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further research based on your suggestions or some of the issues raised in this booklet. Ask your 

attorney about fees at the first meeting so there is no misunderstanding. Wills are not expensive, 

but not having one can be. 

Benefits and inheritance 

Consider what financial resources and benefits are available for your dependent family member. 

In the U.S., the most common government benefits available to disabled persons are Social 

Security, Supplemental Security Income (SSI), and Medicaid (MediCal in California). Let’s 

examine each of these benefits briefly. 

Social Security 

Benefits are available through Social Security because a parent has paid into the system, usually 

via their employee wages. These benefits may be available to the dependent person under two 

circumstances: a) upon the parents’ retirement, death, or disability, if the child became disabled 

before age 22, or  b) because of the dependent person’s own contribution to the system through 

employment. 

Supplemental Security Income  

Stringent eligibility criteria are involved in receiving SSI benefits (administered by Social 

Security). To be eligible for benefits, individuals must show proof of disability and be unable to 

hold gainful employment. Strict income and    financial resource limitations also apply. 

 Both earned and unearned income will be counted in determining eligibility for SSI. The 

parents’ income is considered if the child is age 18 or under (or until age 21 if the child is a 

student).  

An individual may have some cash resources and still qualify for SSI. Check with your Social 

Security office for eligibility criteria. 

Medicare and Medicaid 

Once an adult qualifies for SSI, he or she usually qualifies for other local, state, and federal 

benefits, such as medical assistance (Medicaid), rehabilitation training, housing, social, and 

supportive services. Under some conditions, a disabled adult under the age of 65 may also be 

eligible for Medicare. 

Any taxpayer and contributor to the Social Security system has the right to obtain 

benefits for a dependent family member. An objective of this specialized estate planning is to 

maintain this person’s eligibility for government benefits and services while using your estate to 

supplement these benefits. 

 Typically, government benefits do not cover all needs of an individual. Therefore, parents 

usually desire to make some financial resources available to enhance the well-being of their 

dependent family member. In preparing their will, parents may seek to provide for their 

dependent member’s financial future without jeopardizing their government benefits. Here are 

some options from which you may choose: 

• You can make a direct bequest to your child as you would to any other beneficiary. 

However, this may disqualify your child from entitlement to most government benefits 

until the bequest is spent down to required limits. Therefore, unless the bequest will be 

sizable enough to provide lifetime care, this is the least desirable option. Also, persons 
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with developmental disabilities may have considerable difficulty managing money, 

especially sizable amounts. 

• You can disinherit your dependent child, resulting in him or her becoming entirely 

dependent on government benefits and private donations, or upon earnings, if possible. In 

so doing, you may choose to leave your dependent child’s portion to a sibling or other 

close relative with the suggestion that the assets be used for the dependent person’s 

needs. This option may be chosen when family members have a close relationship with 

this individual and are capable and willing to share the inheritance. Regardless of the 

parents’ wishes, however, the family member controlling the assets is not legally 

obligated to use the funds for the disabled person. This arrangement is appealing in its 

simplicity and in the fact that it eases the difficulty of obtaining government benefits. 

Check with your attorney concerning any written instructions you give to make sure they 

don’t modify the will. 

• A discretionary trust could be funded with assets from your estate. The funds in the 

discretionary trust would supplement governmental benefits that may be available for 

your dependent child. The trust could be included in your will as a testamentary trust. It 

could also be made effective immediately as a living trust that you could revoke or 

change. The discretionary trust is described in detail in the next chapter. 

• You can purchase an insurance policy on the life of the primary breadwinner in the 

family and create a discretionary trust to hold insurance proceeds for the dependent 

family member. This is the quickest and least expensive way to create an estate if few 

other financial resources exist. Obtain advice from a knowledgeable insurance agent as 

well as an attorney. 

Naming an executor 

In your will, you should name who you wish to carry out the instructions of your will. This 

executor (sometimes called a personal representative), subject to the probate court, will carry out 

the terms of your will. Ordinarily, many minor and administrative decisions will be made in 

consultation with the beneficiaries. Under the laws of some states and provinces, where the value 

of the estate is under a certain amount, the executor can proceed without court approval. 

Final instructions 

You may desire to leave more detailed instructions or wishes than are appropriate in the will. 

This can be done with an informal document called a “letter of intent” or “letter of last 

instructions.” This non-binding document may describe in detail what you feel will be best for 

your dependent son or daughter in the future. It may also describe some of the unique needs and 

wishes of, or pertaining to, your dependent son or daughter that only you may be aware of. The 

letter could also detail your wishes concerning your own funeral and burial. Check this document 

with your attorney to avoid having it modify your will. 

 An executor needs freedom to deal with changes in circumstances. The will along with 

the letter of intent can give this needed flexibility. Then, an executor, while not legally bound by 

such a letter, can act in ways that are consistent with your wishes. 
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Maintaining and changing your will 

You should keep your original will with its attachments in a secure place. Tell the person named 

as executor where the will is located. Your attorney will also keep a copy. You can change your 

will at any time in consultation with an attorney. Make sure to review your will every few years 

to ensure that its provisions remain satisfactory. 
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Establishing a Trust 

If anyone has material possessions and sees his brother in need  

but has no pity on him, how can the love of God be in him?  

Dear children, let us not love with word or tongue, but with actions and truth.  

I John 3: 17-18 (NIV) 
 

Joyce and Bob Weaver and Dave and Anna Fisher have chosen to establish trusts for 

their dependent children, Carol and Dave. Both the Weavers and the Fishers have 

potential trustees in mind. In both cases, one or more of their children have been 

assisting them in their roles as caregivers. 

 

A trust is one of the most important life planning tools available. Because of its flexibility, a trust 

can address many different life circumstances. Unlike an informal recommendation, a trustee 

must follow your wishes. Best of all, trusts can meet the special needs of a dependent adult. 

What is meant by a trust 

A trust comes into existence when one person, the trustor (also called settlor or testator), 

transfers money or other property to someone else (the trustee) to hold and manage for the 

benefit of a third person (the beneficiary). Trusts are created in wills or in separate trust 

agreements.  

 Trusts are typically used in estate planning to limit taxes and to provide management of 

property for a beneficiary. A trust creates a legal obligation to use trust resources as stated in the 

trust document. 

 Trusts can be established and operated during the trustor’s life. In these cases, they are 

called living trusts. Trusts can be created in a will to take effect after the trustor’s death, in which 

case they are called testamentary trusts. 

 A living trust can be revocable, in which case the trustor can change or cancel it. It can 

also be irrevocable, in which case the trustor cannot change it. 

 A trust created in a will does not take effect until death. It can be changed at any time 

prior to death if the trustor is competent to make a new will. 

Advantages of a trust 

There are many advantages to establishing a trust for a dependent adult family member. Here are 

some of them: 

• A trust gives you the ability to provide instructions for managing and spending the 

property of the trust on behalf of your disabled family member. As is described below, 

you can limit payouts in such a way as to preserve the eligibility of your dependent adult 

son or daughter for government assistance. No other method allows this to be done while 

control is retained over spending decisions. It is also possible to put funds in the trust 
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before you die so that the trustee can have an opportunity to manage the property and 

make spending decisions under your supervision. 

• Regular court supervision is generally not needed for a trust when the trust document is 

properly drawn up. 

• You can make additions to a trust. For example, the trust can be the beneficiary of a life 

insurance policy on the trustor’s life. Other family members can also contribute funds to 

the trust, and churches or other organizations can add to the fund without having to set up    

an entire management system. 

• When the beneficiary dies, unused funds in a trust can be distributed to any person or 

organization. Unused funds may be designated for another family member or used to 

support your church or other charity. 

Disadvantages of a trust 

• If you’re thinking about establishing a trust, you probably should consider the following 

disadvantages: 

• Some people have trouble finding a trustee in whom they can place full confidence. To 

eliminate this prospect, it may be useful to appoint two co-trustees or have a financial 

institution be co-trustee.  

• Some states allow trustors to call for regular court supervision if that is desired. This 

involves significant costs in legal and accounting fees. 

• Trustees are usually paid, although a family member or church-appointed trustee may not 

accept payment. You should expect the trustee to receive one-half to three-fourths of 1 

percent of the amount in the trust each year as a fee. Attorney and accounting fees are 

additional. 

• In some jurisdictions, a trust may need to pay income tax just as individuals do. Check 

with an attorney about local laws in your area. 

 

Naming a beneficiary for unused trust funds 

Give careful consideration to the implications of naming siblings as beneficiaries for funds in a 

trust after the death of your disabled adult child, especially if the siblings are also named as 

trustee(s). The siblings may be deceased by the time the trust goes into effect, and their status as 

beneficiaries could create a potential conflict of interest. Siblings should not be inhibited from 

wanting to see the money spent on their dependent brother or sister. In Canada, the “even handed 

rule” obligates the trustee to maintain the integrity of the trust for both the current and final 

beneficiary. 

 You may consider choosing a charitable beneficiary such as an organization working for 

the benefit of disabled persons. Entities such as organizations providing housing and/or support 

services to persons with disabilities or mental illness would benefit from such funds in their 

ministry to churches and families1. 
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Finding a trustee 

Finding the right trustee can be difficult. Corporate trustees such as banks or trust companies 

may not be willing to exercise the kind of discretion that is critical for a dependent adult. 

 An individual who cares about the beneficiary is essential to the process. Trust companies 

and various foundations may be willing to act as co-trustees with an individual named by the 

parents. In this case the individual trustee makes decisions about the person’s living conditions 

while the trust company or foundation (co-trustee) makes investment and management 

decisions2. 

 Trustees need to be replaced as they die, move away, or otherwise become unable to 

continue the work. This problem is the same in the case of a guardianship. Practically speaking, a 

trustor should name several successor trustees. The difficulty is that the trustor is usually a parent 

of the beneficiary, with the likelihood being that the dependent person will live for many years 

after the trustor dies. This means many of the persons known and trusted by the trustor are also 

likely to die before the beneficiary. 

 One potential method of filling this gap is having a support group provide successor 

trustees, guardians, executors, and conservators as needed. Working along with a congregation, 

the support group would transform the trustee function by surrounding the trustee and 

beneficiary with support, making the trustee’s job much lighter. This program is described in the 

booklet, Supportive Care in the Congregation. 

The discretionary spendthrift trust      

Dependent people frequently receive various kinds of government aid including health care, 

special education, equipment, and living expense benefits. As families with dependent members 

begin estate planning, they often need to ask some difficult questions such as: 

• Should they give the dependent child the same share of their estate as the other children? 

If they do so, the dependent child runs the risk of losing government benefits until the 

inherited funds are diminished. 

• Should they disinherit their dependent child? 

• Should they leave the dependent child the entire estate in hopes that it will last through 

their lifetime?  

 

Many families have found the discretionary spendthrift trust to be the answer to this dilemma. A 

discretionary spendthrift trust is a fund set up on behalf of the dependent person to provide for 

special needs that are not furnished by government benefits. The dependent child’s portion of the 

parents’ estate can be placed into the discretionary trust, and parents can make additional gifts as 

they see fit. 

 Discretionary trusts keep the trust estate out of the hands of the beneficiary, giving the 

beneficiary periodic payments or paying for certain types of expenses. With a discretionary trust, 

the trustee is given absolute discretion to decide whether to give the beneficiary anything. This 

means no one can make the trustee pay. 

 Because discretionary trusts continue after parents of dependent adults pass away, 

attorneys working with the families of dependent persons often use the discretionary spendthrift 

trust. Legislation and court cases continue to honor such arrangements when handled properly. In 

Canada, discretionary trusts may include a non-vesting clause. 
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 How large should a discretionary trust be? One rule of thumb is that the trust earnings 

should be consistent with the amount parents currently spend on the special needs of the disabled 

family member.   

 The discretionary trust is the best means yet devised of managing  

a fund for special needs and expenses of a dependent person without making the person 

ineligible for government benefits. It has been used and accepted since the 1980s. 

Government intrusion into discretionary trusts  

For a person with a disability, the use of a discretionary trust means the government, in many 

jurisdictions, cannot count the trust assets when determining qualifications for government 

benefits. In most places it also means that the trust is not part of the estate of the disabled person, 

since it passes to another beneficiary on the disabled person’s death. Illinois law allows the 

invasion of these trusts, while many states and most Canadian provinces seem to respect them. 

Your attorney will need to determine whether laws in your area will support and protect such a 

trust.  

 Some government agencies, however, have attempted to count these discretionary trusts 

as assets of the dependent person. This happens most dramatically in Minnesota. Minnesota law 

specifically disallows the use of the trust described in this booklet, then codifies an almost 

identical plan.
5
  It is critical for the attorney drafting one of these trusts to understand the local 

requirements.  Be aware that few attorneys know these peculiar statutes, and you must ask about 

them. Give this book to your attorney. 

 The goal of proper drafting of a trust is to ensure that a dependent person may still 

qualify for government benefits. Typical trust provisions may, for example, allow the trustee to 

pay out for subsistence items such as food, shelter, and clothing. However, under these special 

circumstances, such an allowance means the trust assets are counted by the government in the 

same way as other resources of the beneficiary. 

 Therefore, it is very important that the trustee be given absolute discretion in making 

payments to supplement, not supplant, government benefits. If this is not done, the government 

may simply deny government benefits if government officials believe the trust disqualifies the 

person. 

 This is a changing area of the law, and you must have an attorney make a fresh 

determination of your local situation. An attorney who is willing but inexperienced in these 

matters should obtain assistance before attempting to draft one of these trusts. The examples 

provided in the back of this book are illustrative samples which should not be used without local 

research. Your denominational foundation or disabilities office should be able to steer you to 

local assistance as can local disabilities advocacy organizations. 

Protecting the discretionary trust 

The “poison pill” clause, also called a “self-destruct” clause, is one method of thwarting attempts 

by the government to view discretionary trusts as assets. The poison pill provision allows the 

trustee to distribute all of the funds of the trust to a charity in the event a government agency 

attempts to require spend down of the trust before eligibility for benefits is established. When the 

funds are distributed, the trust “dies” — hence the name “poison pill.” This action makes it less 

vulnerable to a government agency.  

                                                 
5
 Minnesota Statutes 501B.89 
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 The chief drawback of such a plan is that the funds are gone forever and cannot be 

reclaimed when the danger is past. Another problem may arise if a government agency decides to 

withhold benefits on the basis of assets which are no longer available. Your attorney will need to 

check the local situation and advise you on this course of action. Minnesota statutes specifically 

disallow the poison pill provision. Other states may too. Some provinces allow trusts of a limited 

size to be part of a dependent person’s assets without jeopardizing eligibility for government 

benefits. 



 
Anabaptist Disabilities Network (ADNet)        adnet@adnetonline.org  

PO Box 959, Goshen, IN 46527               - 20 - www.adnetonline.org  

Setting up a guardianship 

The Lord will keep you from all harm. He will watch over your life;  

the Lord will watch over your coming and going both now and forevermore. 

-Psalms 121:78 (NIV) 

 
Joyce and Bob Weaver secured full guardianship for their dependent daughter, Carol, 

when she was 18 years old. They work with the personnel at the group home where Carol 

lives to ensure that her needs are met. Joyce and Bob bring Carol home once a week. 

This gives opportunity for Carol’s parents and her brother who lives close by to visit with 

her. Carol’s other brother, who lives in California, sees her less frequently. 

 

Dave and Anna Fisher obtained full guardianship for their dependent son, Mike, in 1993. 

They now believe they should have established guardianship much earlier. Mike lives in a 

group home near Lancaster, Pa., during the week and spends weekends in his parents’ 

home.  He accompanies his parents wherever they go, including to church each Sunday. 

Mike is accepted as a regular part of family life and interacts freely with his brothers and 

sisters, and his nieces and nephews. 

 

While God is our ultimate defender and caretaker, God has also given us the responsibility to 

care for one another. This area of stewardship is especially applicable as it relates to caring for 

others who are unable to provide for themselves. Appointing a guardian for an adult child with a 

long-term disability or mental illness is one example of this type of stewardship. 

The meaning of guardianship 

Guardianship is a legal relationship between two people. One, called a guardian (sometimes 

called conservator or committee),  is given the power and duty to take responsibility for making 

decisions for the other person who is unable to tend to his or her own affairs. 

 Parents are generally considered the natural guardians of their minor children. However, 

when a child reaches the age of 18, only the court can determine that an individual needs a 

guardian and make such an appointment. This includes adult children who remain dependent on 

their parents. 

 There are two types of guardianship: guardianship of the person and guardianship of the 

estate. Guardianship of the person gives the guardian control over the personal supervision and 

decision-making of the dependent person. Guardianship of the estate gives the guardian control 

over property and cash assets of the dependent person. The guardian is able to use those 

resources for the dependent person’s benefit. 

 The same individual may act as guardian of the person and guardian of the estate. 

However, it is often advisable that different persons serve in these roles because of the different 

skills required. 
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When guardians are needed 

You need to consider many issues before appointing a guardian for a dependent adult over age 

18. Appointing a guardian is generally considered an action of last resort and should not be done 

until all other options for protecting the person have been exhausted. See sections below on 

limited guardianship and alternatives to guardianship. 

 Legal guardianship may not be needed by most persons with disabilities. The imposition 

of guardianship can severely limit the freedom of the person under the guise of providing 

protection. This is because it usually involves the removal of some or all of the dependent 

person’s civil rights. In legal effect, the adult becomes a child once again. 

 When considering guardianship for your dependent child over age 18, review the 

following criteria before proceeding with legal action. Consider guardianship if your dependent 

child... 

• is significantly disabled due to mental illness, dementia, intellectual disability (mental 

retardation), or other developmental disability to the point where he or she is unable to 

manage his or her own affairs. 

• is unable to care for himself or herself to the degree that harm will likely occur. 

• is unable to make informed decisions about proposed care, supervision, and treatment. 

• resides in an institution. 

• directly acquires or inherits property which he or she lacks the capacity to manage. 

• is refused a service without authorization by a guardian. For example, doctors and 

hospitals require “informed consent” before providing medical service. Without such 

consent, many hospitals and doctors, for fear of malpractice claims, may refuse needed 

services if the patient exhibits only limited understanding. 

• is able to benefit substantially from a guardian’s services. 

 

The presence of disability or mental illness alone is not sufficient cause to seek appointment of a 

guardian. Education and personal skill training for a person with a disability can reduce or 

eliminate the need for legal guardianship. The availability of friends, family members, and 

advocates reduces the need even more. Perhaps most importantly, the love and care of a 

community of faith can provide the protection and assistance persons with limiting conditions 

need and desire.  

 Without guardianship or other legal authority, however, decisions cannot be legally made 

for another adult. Setting up a trust for the benefit of a dependent person provides for decision 

making on financial matters and may make guardianship unnecessary in some cases. 

How  guardianships are established 

Application to the court for appointment of a guardian can be initiated by parents, siblings, 

friends, social agencies, or even state or provincial authorities if the need for guardianship 

becomes apparent and the issues are not being dealt with by the appropriate people. 

 While procedures may vary depending on state or provincial law and local practice, the 

following steps represent the general procedure for setting up guardianship:  
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1. If parents or others have determined that guardianship is needed, a petition for 

appointment of a guardian must be filed in the proper court where the dependent person 

lives. A doctor’s examination and recommendation for appointment of a guardian must 

be documented in the papers filed with the court. 

2. Upon receipt of petition, the court should appoint someone to temporarily represent the 

rights and best interests of the dependent person in the guardianship proceedings. This 

person is called a “guardian ad litem.” He or she is obligated to make an independent 

evaluation and report to the court. This person need not be an attorney but should be an 

individual with understanding of persons with disabilities or other limiting conditions. 

3. A date for a hearing before the court will be set. On that date, the person with the 

disability should appear in court along with the parents and others closely involved in the 

process. Ordinarily this hearing is not open to the public. The court may request 

testimony from professionals, parents, and the dependent person. The judge will consider 

all the evidence in the documents which have been filed or provided by witnesses and 

decide whether to appoint a guardian for the person. 

4. If the court finds the person to be totally incapable of caring for his or her own needs,  the 

court will declare the person incompetent and appoint a guardian of the person  or a 

guardian of the estate, or both. 

 

Limited guardianship is permitted in some states or provinces. In such cases, a guardian is 

appointed to take responsibility only in those areas in which the person cannot act, thus 

preserving all other rights. 

 Because there are various technicalities and safeguards surrounding the hearing process, 

it is usually wise to obtain the help of an attorney. 

Rights of the dependent person under total guardianship 

Total guardianship, also known as plenary guardianship, removes virtually all rights of the 

person who has been declared incompetent and gives extensive powers to the guardian. Under 

these conditions, some of the rights the dependent person might lose include the right to marry, 

make a contract, consent to surgery, or give legal consent on other matters. Additionally, the 

dependent person may not be able to choose a residence, education, training, or employment, 

obtain a driver’s license, buy or sell real estate or personal property, or make a valid will. In most 

jurisdictions, a dependent person within a total guardianship may not vote. 

 The decision to appoint a plenary guardian is a very serious one, and parents should 

thoroughly review all other options before pursuing it. 

Choosing a guardian 

The court may appoint as guardian any person 18 years of age or older who consents to act as 

guardian. The court must be satisfied that the guardian will act in the best interests of the 

dependent adult and will not have interests which conflict with those of dependent adult’s. For 

example, it would generally be unwise to have a final beneficiary serve as guardian of the 

dependent person’s estate because of possible conflict of interest. 
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 Parents would usually be chosen first to be a guardian. After the parents, the court should 

consider interested relatives and friends. The original petition to the court should identify whom 

the petitioners desire as guardian. 

 In instances where no family members are available or where they are judged 

inappropriate for appointment, any interested individual who meets the criteria may make 

application to be appointed as a guardian. This presents a unique opportunity for the dependent 

person’s congregation to identify an individual to serve in that capacity as is described in the 

booklet, Supportive Care in the Congregation. 

 In their will, parents can appoint guardians and successor guardians for a minor child. 

However, if the dependent person is over 18 years old and has not been declared in need of a 

guardian, parents may still nominate a guardian and successor guardians in their will in the event 

one is needed in the future. After the parents’ deaths, the nominee may petition the court and ask 

that the adult child be found in need of a guardian. 

 If parents have already been appointed guardians by the court, they may name a 

successor guardian in their will to assume, upon their deaths, the same powers and duties 

originally granted to them by the court. The court may honor parents’ wishes in the appointment 

of a guardian. In some areas, successor guardians named in a will are not recognized. 

 Where no family member or private individual will undertake guardianship for a 

dependent adult, a public guardian may apply to the court to become that person’s guardian. In 

Canada, the option of a public guardian is generally not available. 

 Several states and provinces have laws which allow for collective or corporate 

guardianship. In these cases, if the court determines that a guardian is needed, an agency or 

organization such as a local congregation could be appointed guardian if that is the best option 

available. The congregation in turn would delegate responsibility to one or two individuals 

within the congregation. 

Types of guardianships 

Generally, the guardian accepts responsibility to look out for the best interests of the dependent 

person in such a way as to encourage this adult to become as independent as possible. The 

guardian assists the dependent person in a variety of ways and makes decisions for him or her. 

The areas of responsibility and types of decisions depend on the needs and capabilities of the 

dependent person and the kind of guardianship. There are several different types of guardianship: 

Full or plenary guardianship  

Where a court has found a person to be without any capacity to manage his or her affairs, it will 

appoint a full guardian (guardian of the estate and guardian of the person). A full guardian makes 

virtually all the important decisions for the dependent person. In effect, the dependent person has 

no legal rights. The guardian, however, should be committed to serving and helping that 

individual. The guardian may allow the dependent person to make decisions where he or she is 

capable of doing so. It is important to weigh carefully the effect plenary guardianship may have 

on the development of a person with a disability. 

Limited guardianship 

 Limited guardianship is available in some states and provinces and is ordered by the court to 

cover only those areas where the person is incapable of exercising his or her rights to make some 

decisions. For example, limited guardianship might cover only the living arrangement or day 
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program of a person with a disability, recognizing that the person could adequately handle the 

other decisions of life. A limited guardian can make decisions for the dependent person only to 

the extent specified in the court order covering the guardianship. 

 One concern raised about limited guardianship is the potential for the attitude of the 

guardian to limit the autonomy of the dependent person more than the legal status permits. For 

example, some financial institutions deal with limited guardians who have difficulty 

understanding the extent and limitations of their powers. 

 If the dependent person’s conditions change or turn out to be other than first thought, the 

guardian may need to go back into court repeatedly for adjustment of powers. Often this type of 

guardianship order is time-limited and may have to be renewed by the court every several years, 

should circumstances warrant. It is difficult or impossible to know ahead of time exactly what 

powers the guardian will need or should have. 

 Despite the potential difficulties, limited guardianship still is one of the most significant 

developments in the field because it allows a less restrictive form of protection for people with 

disabilities. Have your attorney check the laws of your state or province to see if this option is 

available. 

Guardian of the estate 

Guardian of the estate, called conservatorship or committee in some jurisdictions, is appropriate 

for persons who are capable of managing their personal daily lives but are incapable of handling 

business or financial affairs. The guardian of the estate is required to act in place of the 

dependent individual in all transactions dealing with management of his or her property and 

income. This guardian is to ensure that the individual’s income and resources are used for his or 

her benefit and needs to be accountable to the court regularly for all investments and 

expenditures.    

 Such a guardianship is usually created when the dependent person has substantial money 

and/or property. Under this arrangement, the dependent person maintains legal title to all his or 

her possessions. An alternative under similar circumstances is the trust which costs less to set up 

and does not require court supervision. 

Guardian of the person 

The guardian of the person is concerned about the personal decisions and affairs of the 

dependent person. Powers granted by the court to a guardian of the person may include 

determining place of residence, controlling the dependent person’s programs, or giving consent 

for medical and other professional care, counsel, and treatment. 

Temporary guardian 

A temporary guardian may be appointed by the court for a specific situation and for a short 

period of time. The most common need for a temporary guardian arises when surgery or other 

major medical treatment becomes necessary. 

Public guardian/trustee 

In some jurisdictions, the court may appoint a public guardian and/or trustee to serve dependent 

persons for whom no one else is available to serve as guardian. The public guardian is charged 

with looking after the personal needs of dependent adults. 
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Corporate guardianship Corporate guardianship is guardianship provided by public agencies or 

non-profit organizations such as a church. It’s a fairly recent option in some areas. Organizations 

have been created for the purpose of providing corporate guardianship. Families in essence 

purchase from an organization lifetime commitment to the dependent family member. A staff 

person then provides the usual guardian functions. Where permitted by law, the family may ask 

their local congregation to serve as guardian, thus providing personal lifetime interest in the 

dependent family member. 

 

These types of guardianships sometimes overlap. Except for temporary guardianship, all other 

types mentioned are generally considered permanent with occasional exceptions. Guardianship 

can be terminated if the court decides the dependent person has gained competency. 

 Some states and provinces have put legal limits on the decisions any guardian can make 

for the dependent person. For example, in California and Kansas, a plenary guardian cannot 

commit the dependent person to an institution, have the person sterilized, or authorize the use of 

psychosurgery or experimental drugs without special court order or the consent of the dependent 

person. Other states and provinces have various limitations on these same matters. Courts have 

often imposed limits where legislation has not specifically stated them. 

Alternatives to guardianship 

There are some alternatives to guardianship which are less restrictive and may give dependent 

adults adequate support and direction while encouraging self-sufficiency. A sibling, other 

relative, or friend might agree to take responsibility for the person needing assistance. A person 

serving as an advocate could ensure that the dependent person’s needs are met. 

Congregational supportive care  

Churches are being encouraged to take a more active role in supporting families with a 

dependent member because this is part of their responsibility as members of the family of God. 

The booklet, Supportive Care in the Congregation, describes how a small supportive care group 

can be formed to assist a dependent family member. This long-term relationship can provide 

continuity of care as well as many of the usual guardianship functions on an informal basis. Even 

if a guardian has been appointed from within the family or the congregation, such a person 

should be part of a support group. 

Durable power of attorney 

Power of attorney is a document by which one person appoints another as their agent to act on 

their behalf. In this relationship, the agent can continue to act on the principal’s behalf even after 

the principal becomes incompetent. Durable power of attorney is most applicable for persons 

with degenerative disabilities or persons who want their affairs to be handled should they 

become incompetent. Power of attorney ends with the death of the principal. 

Self management 

Under some circumstances, a person may foresee that he or she will need the help of a guardian 

in the future. This could occur, for example, in the case of a person with a degenerative disease. 

Such a person can nominate another individual to be his or her guardian. When the need for such 

help becomes apparent, the individual so nominated can petition the court to have a hearing to 

declare the nominator incompetent and be appointed that person’s guardian. 
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Glossary of terms 

Agent. The person named by another person to act on his or her behalf as in a power of attorney. 

 

Assets. All of the real and personal property a person owns. Trust assets or guardianship assets 

are the assets transferred to the trustee or guardian. 

 

Beneficiary. The person for whose benefit assets are held by an executor, guardian, trustee, or 

conservator. The person designated to receive the income of a trust estate. 

 

Conservatee. A person under conservatorship. 

 

Committee or conservator. Names for the guardian of an adult in some states and provinces. 

 

Discretionary trust. A trust in which the trustee has the power to decide whether or not to give 

the beneficiary any of the trust assets. The trustee cannot be forced to do so. 

 

Estate. The assets of a person who has died. The term can also be used of a trust or guardianship, 

as in “trust estate,” in which case it means the assets of the trust or guardianship. 

 

Executor. The person who handles the administration of a will, receiving the assets of the estate 

and paying the debts. 

 

Guardian. A person who has the legal control of the affairs of another  

person who is incompetent. Can be guardian of the estate, guardian of the person, or both. 

 

Guardian ad litem. A guardian appointed to represent a person in a legal action even though 

this guardian has no control over the person’s daily life. 

 

Informed consent. That consent which is given by a legally competent person in possession of 

all facts necessary for a reasonably prudent person to make a decision. 

 

Intestate. Dying without a valid will. 

 

Living trust. A trust which takes effect during the life of the trustor.  

 

Mandatory. In trust language, something which the trustee must do and which can be forced by 

a court if the trustee fails to perform it. 

 

Nominate. To suggest persons for the jobs of guardian, executor, conservator, or trustee. Usually 

done in a will. 
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Power of attorney.  A document by which one person appoints another person to act on his or 

her behalf. 

 

Principal. The person who appoints another person to act as an agent on his or her behalf, as in 

power of attorney. 

 

Settlor. Same as trustor. 

 

Successor. The person who takes over a job after another has stopped doing it, such as a 

successor guardian. 

 

Testamentary trust. A trust created in a will which takes effect upon the death of the trustor. 

 

Testate. Dying with a will. 

 

Testator.  The person making a will. 

 

Trust. A legal entity created when one person gives another person property to manage for the 

giver for the benefit of the beneficiary. Usually thought of as being created in a written document 

setting out the terms of the trust. 

 

Trustee. The person holding and managing the assets of a trust. 

 

Trustor. The person giving property to a trustee to manage on the trustor’s behalf for the benefit 

of a beneficiary. 

 

Will. A document signed by a person by which the person gives instructions relating to the 

disposition of his or her assets after death and appoints those persons who will administer the 

estate, including guardians, conservators, executors, and trustees. 
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Future planning checklist 

Now that you’ve read about wills, trusts, and guardianships, you can begin specific preparations 

for your estate planning. The following checklist is designed to help you organize your thoughts 

and obtain necessary information before meeting with your attorney or other consultant. 

 Although gathering this information is important, going to your attorney is more so. Your 

attorney can get the information from you without any preparation on your part, but it will take 

longer. If you don t know how to gather the information, just go to your attorney. 

 Use this checklist as a guide, but don’t let it intimidate you. The term “child” used in this 

checklist is intended to include family members of any age who are disabled or dependent. 

Please feel free to make photocopies of the checklist. 

1. Think about and discuss the following issues with your spouse: 

� Do we want to provide any funds for our dependent child through our estate? 

� Do our other children want to be involved in the permanent care of their sibling who 

is disabled or mentally ill? 

� How much of our estate do we want to devote to our child’s needs? 

� Do we want to use a discretionary trust? 

� Do we want our congregation to work with us in the supportive care plan? If not, how 

do we provide for continuing successor trustees, advocates, and supportive care for 

our dependent child? 

� If we use a trust, who do we want to receive any funds remaining in the trust when 

our dependent child dies? 

2. Think about and discuss with your spouse and family who should be named for the 

following tasks: 

� Trustee of any trust you might create for your dependent child. 

� Alternate trustee. 

� Guardian of the person of your dependent child, if needed in the future. 

� Guardian for any other children who are minors. 

� Alternate and successor guardians. 

� A financial institution or foundation to act as co-trustee or trustee. 
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3. Collect and take with you the following information: 

� Your child’s current legal status. 

� A rough idea of the value of your major items of property. 

� A general list of your indebtedness. 

� A list of your child’s government benefits. 

� A list of any assets owned by the child. 

� A list of your children’s birthdates. 

 

4. 4.     Compile and take the following documents with you: 

� A copy of your current will, if you have one. 

� Deeds to your real estate. 

� Guardianship or conservatorship papers, if any. 

� Stock and bond certificates. 

� Bank records. 

� Insurance policies. 

� Pension plan information. 

� Your divorce papers, if any. 

�  This booklet. 
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Sample trust language 

The following examples are provided for illustration of the concepts described in this booklet. 

They do not constitute legal advice and are not offered for use by persons other than licensed 

attorneys. Attorneys are warned that this area of the law is volatile and that local research is 

required before using any language provided. The authors and publisher accept no liability for 

damage sustained by any person or organization as a result of the use of trust language or 

concepts provided in this book. Your use of this language or concepts implies an agreement to 

indemnify the authors and publisher from any loss or expense resulting from such use. This 

booklet is provided solely to encourage life planning and to assist attorneys by suggesting 

possible directions their research might take. Check additional sources for sample language. 

Supportive care plan successor clause 

“If for any reason Trustee 1 shall fail to act or be unable to act or continue to act as trustee, I 

appoint Trustee 2 to act as successor trustee. If for any reason Trustee 2 shall fail to act or be 

unable to act or continue to act as trustee I then delegate to the Church Council (or other 

appropriate body) of  ____________________________Church the power to appoint successor 

trustee(s) as needed. Any appointment by said Church Council under this paragraph shall be as 

effective as if I had made such appointment in this paragraph.” 

 This language can be modified for the local situation and also used for guardians, 

executors, and conservators. This clause should only be used by persons participating in the 

supportive care plan. Attorneys should check with their local court as well as doing local 

research to determine the acceptability of this plan in their area. 

Discretionary powers clause 

“The Trustee shall pay to or apply for the benefit of Beneficiary during Beneficiary’s lifetime, 

such amounts from the principal and/or income of the trust, up to the whole thereof, as the 

Trustee in the Trustee’s absolute discretion may from time to time deem necessary or advisable 

for the satisfaction of Beneficiary’s special needs. As used in this instrument, ‘special needs’ 

refers to the requisites for maintaining the beneficiary’s good health, safety and welfare when, in 

the Trustee’s absolute discretion, such requisites are not being provided by any governmental 

agency or entity. ‘Special needs’ shall include but not be limited to: medical and dental expenses; 

clothing and equipment; programs of training, education and treatment; and essential dietary 

needs.” 

Spendthrift clause 

“No interest in the principal or income of this trust may be anticipated, assigned, or encumbered, 

or shall be subject to any creditor’s claim or to legal process, prior to its actual receipt by 

Beneficiary. Furthermore, I declare that it is my intent that because this trust is to be conserved 

and maintained for the special needs of the Beneficiary, no part of the corpus, neither principal 

nor undistributed income, shall be subject to the claims of voluntary or involuntary creditors for 
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the provision of care and services, including residential care, by any public entity, office, 

department or agency, including any governmental agency or entity of the United States of 

America, Canada, or any state or province of either, or any other governmental entity.” 

Intent to receive government benefits 

“I declare it to be my intent, as expressed herein, that because Beneficiary is impaired so as to be 

incapable of full self-support, the Trustee shall, in the exercise of Trustee’s discretion and duty, 

seek support and maintenance for Beneficiary from all available public sources. In making 

distributions under this trust, Trustee is to consider all public sources of income to Beneficiary 

and their limitations.” 

No replacement of public benefits 

“It is further my intention that no part of the corpus of the trust herein shall be used to supplant 

or replace public assistance benefits to which persons with impairments similar to those of 

Beneficiary are entitled. No part of the trust estate shall be included in any calculation of 

eligibility for public benefits of Beneficiary. Trustee is authorized to defend at the expense of the 

trust against any attempt by any public entity to defeat the provisions of this trust for purposes of 

using trust assets to supplant public benefits.” 

Poison pill clause 

“Notwithstanding anything to the contrary contained in other provisions of this trust, in the event 

Trustee determines in Trustee’s absolute discretion that Trustee’s discretionary right to use assets 

of the trust for the benefit of the Beneficiary has the effect of rendering the Beneficiary ineligible 

for public benefits, the Trustee is hereby authorized, but not required, in the Trustee’s absolute 

discretion, to distribute all assets held in trust to                                                                      

                (charity)                  and to terminate this trust. In determining whether or not the 

Beneficiary is being denied public benefits on the basis of the existence of the Trustee’s 

discretionary right to use assets of the trust for the benefit of Beneficiary I hereby authorize 

Trustee to undertake, at the expense of the trust, such administrative and/or judicial actions as are 

necessary in Trustee’s discretion to make such determination and to protect the right of 

Beneficiary to such benefits.” 

Notes to attorneys 

The concept of a discretionary spendthrift trust has become widespread in recent years. Many 

states have tested the instruments and accepted them. It is relatively simple to determine whether 

your state has done so. Just check with the appropriate advocacy office. 

 Key items are absolute discretion of the trustee and clear intent that only supplemental 

assistance is wanted by the trustor. Minnesota lawyers must check Minnesota Statutes 501B.89. 

We have not done a search of the statutes of every state and province. The likelihood is that your 

jurisdiction has statutes affecting special needs trusts. 
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 Some planners prefer guardianship for both asset management and personal management. 

Depending upon the degree of disability, guardianship of the person may or may not be 

necessary. The problem with guardianship of the estate as opposed to a trust is the denial of 

public benefits. Where the dependent person has substantial assets, this may not be an issue. 

 The expectation is that the trust for a dependent person will not be funded at a level 

which would provide full support. Determination of the amount which is reasonable will be 

difficult in some cases. A charitable remainder beneficiary is suggested to avoid conflict of 

interest among siblings which would be to the dependent person’s detriment. 

 If you have not reviewed the booklet, Supportive Care in the Congregation, please do so. 

You may find its suggestion for handling the successor trustee and guardian problem helpful. It 

may also be the way to avoid guardianship of the person. 

 There are many cases applying to this subject in all jurisdictions. The American Bar 

Association Probate and Trust Committee on Special Problems of the Aged and Disabled 

Persons is one resource. For Canadians, the Law Society of Manitoba, 1400-155 Carlton Street, 

Winnipeg, MB R3C 3H8 has published the helpful booklet, Estate Planning for Beneficiaries 

with Special Needs.  One readily accessible article on government access to trusts of 

incompetent persons is found at 92 ALR 2d 838. 
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For additional information 

Many service organizations produce materials designed to assist estate planners, and specialized 

materials for families with dependent adult members are also available. Check with your local 

advocacy group of The ARC (www.thearc.org),  National Alliance on Mental Illness (NAMI, 

www.nami.org),  or Canadian Association for Community Living (www.cacl.ca/) for additional 

resources. The social services agency in your city or county can refer you to a list of 

organizations. 

 Major metropolitan areas are likely to have a legal office devoted to the concerns of 

people with disabilities, including mental illness. Individual states or provinces may have 

planning councils and offices of disabilities or mental illness which may be another local source 

of estate planning materials. 

 The National PLAN Alliance (Planned Lifetime Assistance Network) is a national 

organization focusing on estate and life planning in the U.S. Members of this organization are 

independent, not-for-profit programs that provide care planning services to parents who wish to 

continue the care they currently provide into the future when they are no longer able or available 

to provide such care to their adult children with disabilities. Three key services offered are: 

developing a future care plan, helping parents establish the necessary resources to fund the plan, 

and identifying the persons and or programs responsible for carrying out the plan. For more 

information, contact National PLAN Alliance, www.nationalplanalliance.org, phone (518)  587-

3372. 

 Church organizations are another resource. Mennonite Foundation has regional 

representatives with expertise in estate planning. You can call Mennonite Foundation at 1-800-

348-7468.   

Anabaptist Disabilities Network (ADNet) can provide information on disabilities, 

including mental illness, and on Mennonite-related disability service providers. Visit ADNet’s 

website at www.adnetonline.org or phone (574) 535-7053. 

 Canadian citizens can contact Mennonite Central Committee (MCC) Canada, Mental 

Health and Disabilities Program at www.mcc.org/canada/health or phone toll free (888) 622-

6337.  

 Some communities with a large concentration of Mennonites have regional church-

related mental health centers which may be of assistance. To identify the location nearest your 

community, contact Mennonite Health Services Alliance at www.mhsonline.org or phone toll-

free (800) 611-4007. 
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For further reading 

Books 

 

A Family Handbook on Future Planning (1991). The Arc, 500 E. Border St., Suite 300, P.O. 

Box 1047, Arlington, TX 76010. 

Bibliography of Life Planning Resources. The Arc of the United States. 

Connections: A Planning Guide for Parents of Sons and Daughters with a Mental Handicap, 

Ontario Edition (1993). Kenneth V. Pike and Pauline F. Steinmann. A project of 

Brampton Caledon Community Living, 34 Church Street W., Brampton, Ontario L6X 

1H3. 

Planning for the Future: Providing a Meaningful Life for a Child with a Disability 

(companion piece-The Life Planning Workbook) (1993)  L. M. Russell, et. al.  American 

Publishing Company, P.O. Box 988 Evanston, IL 60204.    

Safe and Secure: Six Steps to Creating a Personal Future Plan for People with Disabilities. 

Plan BC #104, 3790 Canada Way, Burnaby, British Columbia V5G 1G4. 

Supportive Care in the Congregation (1986). Dean Preheim Bartel and Alfred H. Neufeldt. 

Available from ADNet, P.O. Box 959, Goshen, IN 46527. 

Take Me to Your Lawyer: A Guide for the Families of the Disabled in Writing a 

Discretionary Trust (1991). Jean Little, Alliance for the Mentally Ill of New York State, 

Box 68, RR 5, Pleasant Valley, NY 12569. 

The Wills Book (1995).  Mary Louise Dickson and Rod Walsh, Ontario Association for 

Community Living, 240 Duncan Mill Road, Suite 403, North York, ON M3B 1Z4. 

Other Canadian resources on specialized estate planning may be obtained from Fundy 

Regional Council Association for Community Living, P.O. Box 2302, St. John, New 

Brunswick E2L 3V6. phone 506 634-7022 

Articles 

 

“Estate Planning: Getting Started.” Frank L. Brunetti. The Exceptional Parent, December 

1995. 

“Estate Planning” The News Digest, Vol. 2, #1, 1992 National Information Center for 

Children and Youth with Disabilities (NICHCY) P.O. Box 1492 Washington, D.C. 

20013-1492. 
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Sources 

An outline which served as a guide for developing this booklet was developed in the early 1980s 

by a task force on life planning on guardianship formed by Mennonite Developmental Disability 

Services. Since then, many people have contributed toward the development of this resource for 

families.  

 Dean Preheim-Bartel, former Director of Mennonite Developmental Disability Services, 

served as consultant and editor for the first edition. Mitchell Kingsley did the original 

background research for this booklet in the midst of finishing law school and preparing for his 

bar exam. 

 Duane Ruth-Heffelbower, attorney at law practicing in Clovis, Calif., wrote the original 

manuscript and reviewed the manuscript for the update. 

 Additional revisions for the second edition were done by Sheila Stopher Yoder, who 

served as MMA Disabilities Program coordinator,  and Art McFarlane, editor at MMA. 

Publication of the second edition was made possible by fraternal funds from MMA and grants 

from MCC U.S. The staff of Anabaptist Disabilities network prepared the third edition for online 

publication. 

 

 


