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As a child with cognitive disabilities nears his or her 18th 
birthday, parents often wonder whether they should seek a 
guardianship over their child. The short answer to this 
question is, "it depends." In most states, a parent is deemed 
to be the legal guardian of his or her child until the child 
turns 18. Until 18, parents have the legal authority to make 
decisions (medical, financial, etc.) for their child. Most 
providers of services, including physicians, dentists, and 
school personnel, do not question this authority when the 
parent is in charge of his or her minor child and the parent is 
making decisions, recommendations, and participating in all 
of the areas where a child needs to be represented. The 
minute the child turns 18 years of age that authority ceases. 
The parent must then decide whether to seek decision-
making authority for the child, and if so, how much authority. 
The person given the authority to make decisions is called a 
guardian. 
A guardian is appointed by the probate or surrogate court 
for an incapacitated person (sometimes called a "ward" or 
"respondent") and the guardian can be in charge of some or 
all personal affairs of the incapacitated person. In some 
states however, the financial affairs of a person are dealt 
with separately by a person called a "conservator." 
Therefore, in a case where an incapacitated person has 
assets that need to be protected and invested, it may be 
that both a conservator and a guardian are appointed for 
the person. In most cases the guardian and conservator is 
the same person. 
Not every child who has disabilities needs to have a 
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guardian. If the child is able to make good decisions, 
then he or she may not require a guardian or 
conservator at all. In some cases, a limited guardianship 
may be appropriate where a person may have the 
capability to make some, but not all decisions. For 
instance, a person under guardianship may retain the 
right to vote and handle a limited sum of money, such as 
up to $5,000.00, with all assets above that amount being 
managed by a conservator. In many states the family 
and lawyer are required to explore the possibility of a 
limited guardianship as opposed to a full guardianship. 
Who may be a guardian? Any person 18 years of age or 
older may be a guardian; the harder question is who 
should be the guardian. Often parents will petition the 
probate or surrogate court to be the guardians of their 
child and usually the petition is granted. Sometimes the 
court will appoint one parent as guardian, other times 
both parents will be appointed as co-guardians. In some 
cases where the parents of the child do not live together 
and cannot agree on who should be appointed as 
guardian, the proceedings may become contested, and 
the court will appoint an independent guardian. Likewise, 
if there are funds to be protected, the court may appoint 
an independent party to serve as the conservator if the 
family is unable to agree on the appointment. In some 
states, mediators are available to help the parents 
resolve the issues rather than having a contested 
hearing, which can be expensive and take a long time. 
                  Continued on page 3… 

This installment was written by Special Needs Alliance member Hyman G. Darling, a partner in the Springfield, Massachusetts, firm of Bacon Wilson, P.C. Mr. Darling concentrates his practice in 
estate planning, elder law, probate, special needs and guardianships/conservatorships. Before joining Bacon Wilson, he was a trust officer for several years. A frequent speaker for civic and 
charitable organizations, he serves on the American Cancer Society National Professional Advisory Committee and the boards of several western Massachusetts nonprofit organizations for persons 
with disabilities. He serves on the board of directors and has served as Secretary of the National Academy of Elder Law Attorneys (NAELA). 
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This installment was written by Special Needs Alliance member Amy C. O'Hara and her co-author, Sheryl Frishman. Amy and Sheryl are attorneys with the New York law firm Littman Krooks LLP, 
specializing in special needs planning, trust administration, guardianships, elder law, and estate planning and administration. Amy is an active participant of the Special Needs Alliance publications 
committee and is a member of the New York State Bar Association. Sheryl's practice is devoted entirely to the advocacy and life planning needs of children and adults with disabilities and their families. 
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No one else knows your child as well as you do, and no 
one ever could. You are a walking encyclopedia of your 
child's history, experiences, habits, and wishes. If your 
child has special needs, the family's history adds a helpful 
chapter to your child's book, one detailing his unique 
medical, behavioral and educational requirements. 
What would happen if you suddenly became unable to 
provide your child with the necessary supports he needs? 
Without you, your child would become dependent on 
other caregivers who simply do not possess all of your 
personal knowledge and insight. However, there are 
steps you can take now to minimize the natural disruption 
and disorientation that will occur upon your death or if you 
become unable to care for your child during your lifetime. 
First and foremost, you should appoint a legal guardian 
for any child who is not expected to be able manage 
personal financial or medical decisions without 
assistance. Second, you could prepare a letter of intent to 
help loved ones and your child manage a difficult 
transition when you no longer are the primary caregiver. A 
letter of intent is an important planning tool for parents of 
children with special needs (including adult children), and 
also may be useful when planning for minor children who 
are not expected to face special challenges. 
Although a letter of intent is one of the most important 
estate planning documents a parent can prepare, it is not 
a formal legal document that must be created by an 
attorney. The goal of a letter of intent is to memorialize 
your knowledge of your child's needs so that you may 
guide future caregivers, guardians and trustees in 
providing the best possible care to your child. Simply put, 
a thoughtful letter of intent ensures that those who come 
after you need not waste precious time figuring out the 
best way to manage and care for your child. 
The letter of intent may be addressed to anyone you wish 
- for example "To Whom it May Concern," "To my 
Guardian(s), Trustee(s) and Executor." At minimum, the 
letter should address the following points: 
Family History: Where and when you were born, raised, 
and married, including anecdotes about your own 
siblings, grandparents, and other relatives or special 
friends. A description of your child's birth and his 
connections to specific family members or friends will 
complement your account of favorite memories and 
feelings about your child. 
General Overview: A brief summary of your child's life to 
date and your general thoughts and hopes about the 
future for your child. 
Daily Schedule: Because levels of functionality vary for 
each child and future caregivers may fail to recognize this 
fact, it is important to include a list of your child's daily 
routines, favorite activities, and events or tasks he loves 
or hates. Because a child's ability to contribute to even 
the most mundane aspects of family life builds self-
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esteem, it is important that the letter mention whether 
your child can help with tasks like doing the dishes or 
raking leaves. Alternatively, if your child loves "swiffing" 
the floor but folding clothes frustrates him, make sure 
future caregivers have this information. 
Food: Describe your child's diet, including his favorite 
foods and any specific manner in which the food should 
be prepared or served. Be certain that the letter also 
includes a list of foods to which your child is allergic, 
simply does not like or otherwise may react adversely 
due to medication. 
Medical Care: Describe in detail your child's disability, 
medical history and allergies, as well as current 
doctors, therapists and hospitals. Detail the frequency 
of your child's medical and therapy appointments and 
the purposes and goals of these sessions. List current 
medications, including how they are administered and 
for what purpose, and be careful to describe all 
medications that have not worked for your child in the 
past. 
Education: Detail your child's educational experiences 
and describe your desire for your child's future 
education, including regular and special classes, 
specific schools, related services, mainstreaming, 
extracurricular activities and recreation. Discuss your 
wishes regarding the types of educational emphasis, 
i.e., vocational, academic or total communication, and 
name any specific programs, teachers, or related 
service providers that you prefer to be part of your 
child's overall life plan. 
Benefits Received: List the types of governmental 
benefits your child receives, including Medicaid, 
Medicare, SSI/SSDI, Supplemental Nutrition 
Assistance Program (food stamps), and housing 
assistance. Detail the agencies' contact information, 
identification numbers for your child's case(s), the 
recertification process for each benefit, including 
important dates and other reporting requirements. 
Employment: Describe the types of work and work 
environments your child may enjoy; i.e., open 
employment with supervision, a sheltered workshop or 
an activity center. List any companies of which you are 
aware that provide employment in the community and 
may be of specific interest to your child. 
Residential Environment: Describe your child's living 
arrangements with family, friends or other 
organizations. If your child will be unable to continue 
living with these individuals after you stop being the 
primary contact for his care, describe what you 
consider to be the best alternative arrangements. For 
instance, explain whether you prefer that your child live 
in a group home or institution located in the same 
community, the preferred size of the institution, or that 
your child have a single room or roommate. 

Continued on last page…. 
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"Reprinted with permission of the Special Needs Alliance” –www.specialneedsalliance.org." 
About The Voice Newsletter, the e-mail newsletter of The Special Needs Alliance: We hope you find this newsletter useful and informative, but it is not the same as legal counsel. A free news- letter is 
ultimately worth everything it costs you; you rely on it at your own risk. Good legal advice includes a review of all of the facts of your situation, including many that may at first blush seem to you not to 
matter. The plan it generates is sensitive to your goals and wishes while taking into account a whole panoply of laws, rules and practices, many not published. That is what The Special Needs Alliance 
is all about. Contact information for a member in your state may be obtained by calling toll-free (877) 572-8472, or by visiting the Special Needs Alliance online. 
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 “Does My Child Need a Guardianship” – continued from page 1… 
With the court's priority being the best interests of the child, it will often choose an independent guardian or conservator 
if the parents cannot get along, which is sure to leave both parents disappointed. 
Parents should also take steps to name a successor guardian to serve after the parents have both died or are no longer 
able to care for the child. Parents have the following options: 
• Figure out who to appoint: The parent should figure out who he or she wants to nominate as the guardian and as 

the successor guardian, should the proposed guardian be unwilling or unable to serve. This person will be in charge 
of making all decisions for the child including social, educational, personal, and medical decisions. This guardian 
basically steps into the shoes of the deceased parent and is charged with making prudent decisions as required. 
Thus, great care should be taken in selecting a guardian. 

• Talk to prospective guardians: The parent should talk to that person to make sure the person wants to serve. The 
parent should discuss all issues with the proposed guardian to determine whether he or she is willing to take on that 
responsibility and serve as the substitute parent. The proposed guardian should be informed of all of the issues and 
responsibilities the particular child requires. There is no significant benefit in taking on the role as the guardian, but 
rather it is a responsibility to be taken seriously. If the proposed guardian declines to serve, the parent should not be 
upset or dismayed, but should be pleased that a person who may not want to serve declined to serve now as 
opposed to later when the parent is dead and cannot nominate a successor guardian. That is why it is so important 
there should always be a substitute or backup guardian named. There must be further discussion with the proposed 
guardian as to where the child will live. In some cases, the child may be living in a residence, at home, or may be 
directed to live in the home of the proposed guardian. In some instances, it may be appropriate for the stability of 
the child to have the guardian move into the child's home if and when the parent is no longer alive or otherwise 
unable to take care of the child. Issues about where the child will live also present financial considerations, primarily, 
who will take care of and be in charge of finances. Normally, the child will have a special needs trust established for 
him or her, and there will be a trustee appointed to oversee the investment, income, asset distribution, tax filing, etc. 
One should always consider the interrelationship between the guardian and the trustee to be sure that conflicts 
between the two do not exist. The guardian will be requesting funds from the trustee to maintain the child's 
household, and pay for trips, vacations, clothing, etc., for the benefit of the child, and the trustee may unreasonably 
be reluctant to make some of these distributions if the guardian and trustee have a personality conflict. This is more 
likely to be a potential problem when two family members are named as guardian and trustee, but it should be less 
of an issue when the trustee is a professional trustee, like a bank, or an individual professional trustee, like a lawyer 
who serves as trustee for special needs trusts. 

• Put the nomination in writing: 
• Nominate a guardian in a will. A parent may nominate someone to be guardian of his or her child (whether 

under 18 or, if disabled, 18 and over).This person will still have to be confirmed by the court after the parent's 
death, but is wise to include the nomination in the will so the parent's preference is known. 

• Designate a standby guardian. Most states have a process by which a parent can designate a guardian to take 
care of a child in the event the parent is incapacitated or has died. If the parent believes his or her choice of 
guardian will be contested by the other parent or by family members, the guardianship designation can be 
confirmed by the surrogate or probate court before the parent dies. Not all states have this process, but if it is 
available in the state in which the child lives, the parent should both nominate a guardian in his or her will and 
designate a standby guardian. 

• Prepare a letter of intent as guidance for the guardian.  
A guardian can also nominate a successor guardian and should do so to be sure that the child is cared for within the 
constellation of family to which the child is accustomed if the current guardian dies. In many states, guardians may also 
designate a standby guardian, just like the parent can as explained above. 
In sum, the appointment of a guardian for a child with a disability is one of the more important estate planning decisions 
a parent can make. There should be considerable discussion within the family as to who should be the guardian, not 
based on which other child is the oldest or who is living closest, but more importantly, which is the most suitable person 
to serve, who will best attend to the care and protection of the child if the parent is not living. While there is no substitute 
for a parent, and there is no one who will take the job as seriously and diligently as a parent, one must nevertheless 
consider who will be the best possible substitute to serve. 

These decisions-who will serve as guardian, who will serve as successor guardian, the instructions to be left for the 
guardian-should be discussed with your estate planning lawyer and reviewed often to be sure that if a change is 
necessary, it is attended to promptly.  
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One Thorn Run Center 
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Moon Township, PA 15108 
412-269-9000 

The information you obtain in this newsletter is not, nor is it intended to be, legal advice. You should consult an attorney for advice regarding your individual situation. We 
invite you to contact us and welcome your calls, letters and electronic mail. Contacting us does not create an attorney-client relationship. Please do not send any 
confidential information to us until such time as an attorney-client relationship has been established. 
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not the same as legal counsel. A free news- letter is ultimately worth everything it costs you; you rely on it at your own risk. Good legal advice includes a review of all of the facts of your situation, including many that may at first blush seem to 
you not to matter. The plan it generates is sensitive to your goals and wishes while taking into account a whole panoply of laws, rules and practices, many not published. That is what The Special Needs Alliance is all about. Contact 
information for a member in your state may be obtained by calling toll-free (877) 572-8472, or by visiting the Special Needs Alliance online. 
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“Letter of Intent – continued from page 2… 
Social Environment: Mention the types of social 
activities your child enjoys, i.e., sports, dances, or 
movies. Indicate whether your child should be given 
spending money and, if so, how he has spent money in 
the past. The letter of intent also should note whether 
your child takes and/or enjoys taking vacations and, if 
so, whether he has a favorite travelling companion.     
Religious Environment: Specify your child's religion 
and any local place of worship your family attends. List 
all local clergy that may be familiar with your child and 
your family. Describe your child's religious education and 
indicate whether this is of interest to your child.     
Behavior Management: Describe any current behavior 
management program that is having a positive impact on 
your child and discuss any other behavior management 
programs that were unsuccessful in the past.     
Final Arrangements: List your desires for your child's 
final arrangements, including whether you have planned 
for a funeral, cremation or burial, and any cemetery, 
monument, religious service or specific clergy to officiate 
the proceeding.     
Other Information: Include any other information that 
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you believe will provide the best possible guidance to 
the person who assumes responsibility for caring for 
your child. 
Once you prepare, sign and date the letter of intent, 
you should review the document annually and update 
it as necessary. It is important that you let your child's 
potential future caregiver know the letter of intent 
exists and where it can be accessed; even better, you 
can review the document with the caregiver on an 
annual basis. The letter of intent should be placed with 
all of your other relevant legal and personal 
documents concerning your child. 
The letter of intent can be a difficult and extremely 
emotional document to write, as it often is the first time 
parents actually envision their child with special needs 
navigating this world without them. However, once it is 
completed, the first important step has been taken 
toward creating a detailed road map for future caregivers 
and trustees. As a parent of a child with special needs, 
you also may be relieved to know that you are ensuring 
the highest quality of life for your child by laying the 
foundation for as seamless a transition as possible after 
you are gone.  


