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The Trouble with Guardianship 
 

 
Introduction 
 
Guardianship is the result of a legal process through which a court finds a person 
incompetent or incapacitated and then appoints a substitute decision-maker for that 
person.  The guardian then has complete control and authority over the person, the ward.  
The ward has been deprived of any legal capacity, his right to autonomy, and all decision-
making authority over his life.     
 
At best, guardianship is a governmentally sanctioned stripping of a person’s rights and 
personal autonomy.  At worst, it is a means of control and coercion by one person over 
another, reducing that person’s status to something less than second-class citizenship.   
Guardianship is, at its core, incompatible with the UN Convention on the Rights of Persons 
with Disabilities (CRPD). It is inconsistent with the principles of autonomy, independence, 
and community integration.   
 
Yet, professionals routinely advise parents of children with developmental disabilities that 
they should – or must – seek guardianship when the child turns 18.  It is time to end this 
practice and promote more effective and respectful approaches to supporting young people 
with disabilities to become full citizens.   
 
Background 
 
Parents seek to become their child’s guardian usually on someone else’s recommendation.   
Few people providing this advice understand the far-reaching consequences of imposing 
guardianship on an individual.  The transition planning process for young people with 
disabilities nearing adulthood routinely “defaults” to guardianship, without training on, or 
discussion of, the many preferable approaches available. 
 
What is Guardianship? 
  
Guardianship is legally founded on the principle of “parens patriae” or parent of the state, 
in which the state has the power to intervene on those who must be protected and cared 
for (Karp & Wood, 2007).  This process is governed by individual state law, in which a court 
appoints someone (a guardian) to have authority over the decisions for another (a ward or 
respondent) who has been determined either totally or partially incompetent (Millar, 
2007).   
 
 
Parents and professionals are seldom aware of the long-term consequences of imposing 
guardianship on a child.  For example,  

 What happens to the adult when parents who are joint guardians become divorced, 
particularly if that divorce is acrimonious?  
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 What is the impact of guardianship on the individual who wants to own their own 
business? Get married? Take on other adult roles?  

 What if the 18 year old matures beyond expectations when they reach 25 or 30, 
often the case in people with developmental disabilities?  

 What if the only long-term option once parents are deceased is for the “ward” to be 
appointed a guardian by the court, who can be a stranger to the person or even a 
company?  

 What if the appointed guardian does not have the best interests of the adult in 
mind? In many states, guardians are not even required to know or ever meet their 
“ward”. 

 
What is Supported Decision Making? 
 
Supported Decision Making incorporates a range of legal models, all of which allow the 
individual with a disability to retain final say in her or his life.  Most of us feel free to rely on 
the advice, expertise and knowledge of someone else when we encounter issues with which 
we are unfamiliar.  We consult our attorney, our accountant, financial advisors, auto 
mechanic or doctor when we need to make informed decisions, or when we are unsure as 
to how to proceed.  If we know any of these “experts” well enough, they help us understand 
which decision serves our long-term interest best.  This is, essentially, supported decision-
making.  A person with a disability should have access to the same, or similar, supports as 
well. 
 
Authentic person-centered planning is a proven and effective way to provide supports and 
assistance with decision-making.  Experience shows us that decisions made through a 
person-centered planning process – where the person’s allies and supporters, (usually 
friends and family) support, accommodate and assist – are more reliable than decisions 
made by a single court-appointed person, who in some states, is not required to even meet 
with the individual. 
 
At the heart of this issue are assumptions about intellectual disability.  Guardianship is 
predicated on the premise that individuals lack decision-making capacity.  However, 
determinations of capacity are highly subjective and often center around ideological 
stigmas associated with people with disabilities.  State mandates around determinations of 
guardianship assume that people identified with intellectual or developmental disabilities 
do not have the capacity to exercise their rights as an adult (Lisi, Burns, & Lussenden, 1994; 
Millar, 2008).  Therefore, states are exercising their “authority with less concern about the 
needs of persons with disabilities, focusing instead on society’s desire to protect itself from 
those deemed ‘dangerous’ or merely different"(Salzman, 2009, p. 164).   
 
What are the Legal Implications? 
 
In the United States, for example, the Americans with Disabilities Act (ADA) was passed to 
end the widespread discrimination against and marginalization of people with disabilities.  
The statute and regulations are intended to combat a history in which people with 
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disabilities are “relegated to a position of political powerlessness in our society… resulting 
from stereotypic assumptions not truly indicative of the individual ability of such 
individuals to participate in, and contribute to, society.”  Guardianship creates a status in 
which the ward has been stripped of all political power.  It is an extreme step that seldom, if 
ever, should be imposed on our youth.   
 
Aside from imprisonment in a mental or penal institution, guardianship is the greatest 
deprivation of civil liberties possible.  Support systems and legal systems should be actively 
combating – not encouraging – its use.  When professionals advocate for guardianship, they 
are not only perpetuating discrimination against people with disabilities, they are also 
promoting the deprivation of an individual’s constitutional right to autonomy and freedom.   
 
Recommendations  
 
We have two recommendations: 
 

1. Stop Promoting Guardianship  
2. Enhance Resources to Promote Independence and Autonomy – countries and 

systems should develop materials, resources and guidance for schools and other 
professionals interacting with families of children with disabilities.  These materials 
would include, but not be limited to, tools that: 

a. Educate and train parents, self-advocates and professionals with whom 
students with disabilities interact prior to age 18 on the ways in which 
supported decision-making can enhance a student’s safety and growth.   

b. Incorporate supported decision-making approaches to school curriculums 
for ALL students, including education on financial management, medical 
decisions, career decisions, living arrangements, and entering into contracts.   

c. Develop local resources so that schools and families can consult disability 
and legal organizations that provide advice and guidance on supported 
decision-making options.   

 
Conclusion  
 
Consistent with the CRPD, the undersigned organizations believe that every person with a 
disability, regardless of the extent of the disability – or the perceptions regarding the extent 
of that disability – has a right to the same choices, opportunities and civil liberties as any 
individual. We encourage efforts to change the current culture of paternalism towards 
young people with disabilities, into one that encourages self-determination.   
 
Prepared by: 
 
TASH 
Quality Trust 
Autism Self Advocacy Network 
The Arc of Michigan   
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