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The Right to Make Choices 

How would you feel if, suddenly, you didn’t have any control over your life? What if you weren’t allowed 

to choose who to see, what to do, and where to go, or if someone else controlled your money, decided where 

you live or whether you can work or get married?   

It’s hard to do, isn’t it?  Because those are the types of decisions – big and small, silly and smart – you’ve 

made your whole life. These are the choices that tell the world “This is who I am.” We call a person’s authority 

to make the decisions that shape and direct his or her life “The Right to Make Choices.”1  

You’d hate to lose that, wouldn’t you? The Right to Make Choices is such a basic part of our lives, so built in 

to our values and beliefs in Life, Liberty, and the Pursuit of Happiness, that the idea of it being taken away is 

at first unimaginable, then horrifying.   

But that feeling – that painful, frustrating feeling – of having 

no say in your life is exactly what people with disabilities 

have felt for thousands of years. In Rome, two thousand 

years ago, if you were considered “feebleminded,” a curator 

would be put over you to decide what type of life you’d live.2 

In the 1500s, an English law said that if you were an “idiot” 

or a “lunatic” you’d be placed under the control of a 

committee, who would make decisions for you.3 

In the United States, when a Court decides that a person 

can’t manage his or her life due to a disability, it places that 

person under guardianship. The guardian is then given the 

power to make decisions in place of the person, in the areas 

where the Court feels the person can’t make them.4   

Before we go further, we want to make a few things clear.  

We’re not saying that no one should ever be placed under 

guardianship. We’re not saying that you're wrong or evil if 

you're a guardian or are considering guardianship. The 

decision to seek guardianship is an intensely personal one 

that only the people involved can make, after carefully 

reviewing all the facts and alternatives. 

However, we are saying that people should not be 

placed under overbroad or undue guardianship. That 

is, guardianships over people who can use other options to 

make their own decisions or guardianships that take away 

more rights than absolutely necessary.  This paper tells you 

about an option called Supported Decision-Making that 

may be able to help people with disabilities stay in control of their lives, make their own choices, and have 

better life outcomes - all without the need for a guardian. 

I think getting out of guardianship has 
changed me in many ways. Now I'm able 
to pay my own bills (with no assistance). 
I'm able to live in my apartment and as 
well cook my own meals. And also hold 
down a job. 

When I was under guardianship of the 
state they wouldn't have let me do any 
of that.  

But when I got out of the guardianship 
and Trudi started helping me, she taught 
me to cook and manage my money.  I 
now need minimum to no 
help/assistance, but when I need help I 
can get it from Trudi and my friends. 

- Caroline Glenn 

 



Exercising the Right to Make Choices: Self-Determination 

Remember how bad it felt to think about losing your Right to Make Choices? That’s because it feels good to 

decide for yourself what you’ll do and who you’ll do it with. The technical term for being in control of 

yourself and your life is self-determination.  People with self-determination do things instead of having 

things done to them, they are causal actors who take action to make their own decisions and chart their own 

life course.5 

It doesn't just feel good to have self-determination, it's good for you. Decades of studies have 

found that when people with intellectual and developmental disabilities have more self-determination, they are 

more likely to live independently, be employed, make more money, and be safer.6  

Losing the Right to Make Choices: Overbroad and Undue Guardianship 

Guardianship can decrease self-determination because it 

takes away some or all of a person’s Right to Make 

Choices and gives that power to the guardian.  When 

guardianships are imposed on people who can make their 

own decisions or take away more rights than are 

necessary – when they are overbroad or undue – they can 

cause a “significant negative impact on [the person’s] 

physical and mental health.”7  

 

That’s because losing self-determination hurts. 

Studies have shown that when people are denied self-

determination they can feel “helpless, hopeless, and self-

critical,”8 have less ability to function,9 be less healthy, and 

live less long.10 

 

Today, even though we have more ways to help 

more people be more independent than ever 

before, the number of people under guardianship 

is growing at an alarming rate.  We have programs 

like Special Education, Vocational Rehabilitation, and 

Medicaid Waivers that are designed to help people 

become self-determined, productive, members of society. 

There are state and federally funded agencies whose 

purpose is to advocate for people with disabilities to have 

better lives. And yet, the estimated number of people 

under guardianship has tripled since 1995.11 Even worse, 

the vast majority of these guardianships - over 90%, in one 

study – are full or “plenary,” taking away all of the person’s 

self-determination and Right to Make Choices.12 

 

 
[When I was under guardianship] I was not 

allowed to go to my job…I wasn’t allowed to 

have my friends or co-workers visit or even 

call me. I wasn’t allowed to have my cell 

phone or computer. I felt like a prisoner but 

I didn’t do anything wrong.  

 

I was told I had rights…but that wasn’t true. 

[My guardian] took them away. It was like I 

didn’t matter. Like I didn’t exist. [My 

guardian] took away my rights, my choices, 

my independence. A guardian is supposed 

to help me reach my goals.  

Instead, I was kept away from my 

community, my church, and my friends. I 

kept telling everyone I was unhappy but no 

one listened to me. 

 

- Jenny Hatch13  

 



Empowering the Right to Make Choices: Supported Decision-Making 

So, if we know that people with disabilities who have more self-determination can have better lives, that losing 

self-determination can cause harm, and that overbroad and undue guardianship can take away a person’s 

self-determination, shouldn’t we look for 

ways to help people increase their self-

determination and avoid overbroad and 

undue guardianship?    

 

This is especially true because of the results of a 

recent study analyzing the quality of life of 

thousands of people with developmental 

disabilities across the country.  The National 

Core Indicators study found that, among people 

with similar abilities and limitations, those without 

guardians were more likely to: 

 Live independently 

 Have a job 

 Have friends other than family and paid 

staff 

 Date and socialize in their community; 

and  

 Practice the religion of their choice 

than those with guardians.14   

 

Of course, some people with disabilities may 

need help understanding and making decisions. 

Because of that, we must, as a state and 

society, develop a way for people with 

disabilities to get the help they need to be 

self-determined and manage their own 

lives, free from overbroad and undue 

guardianship.   

Supported Decision-Making, or SDM, is a way to 

do that. When people with disabilities use SDM, 

they “work with trusted friends, family members, 

and professionals to help them understand the 

situations and choices they face, so they may 

make their own decisions without the need for a 

guardian.”15   

  

When Caroline was under guardianship, she was 

oppressed and had no self-esteem because of 

emotional and mental abuse.  Then, the guardianship 

was ended and she was allowed to come and live with 

me.  With love and encouragement from someone 

who always believed in her (me!) and the grace of 

God, it took Caroline no time at all to become 

comfortable with who she truly is: smart, kind, 

capable of learning anything and everything about 

life.  

 

When Caroline first came to live with me, she had a 

lot of questions about life and I helped her a lot.  But, 

with support, she has learned to do so many things.  

Caroline couldn’t even make a frozen pizza in the 

oven when she first came to live with me.  Now, she 

Googles recipes and cooks great meals.  She learned 

to take the bus and go where she wants.  She became 

employed and moved to jobs that paid more money.  

She has started college, and researched and filled out 

all the forms she needed.  She has her own apartment 

and great friends.   

Most importantly, she is no longer fearful of making a 

mistake.  She makes her own decisions and consults 

me when she needs to (which has become less as she 

has learned to do more things).  It’s been 3 years 

since she got out of her guardianship and it has been 

a great joy to watch her grow and mature into a young 

lady with confidence, dreams and desires!   

- Trudi Cunningham 

 

 



Empowering the Right to Make Choices: Supported Decision-Making, Cont. 

Think about it: isn’t that just a fancy way to describe how we all make decisions?  And don’t we all need 

help managing our lives? When you go to the doctor and she talks about “brachial obstructions” and the 

costs and benefits of taking “erythromycin” versus “zithromax,” what do you do?  When your mechanic says 

your car has a “blown head gasket,” how do you know whether to pay for repairs?    

You probably ask a friend or family member or do 

some research so you can cut through the jargon 

and figure out what’s going on and what to do. You 

may ask your sister the doctor for advice when you 

need to make a medical decision, go to your friend 

the accountant at tax time, or search the internet.  

That’s just common sense – if you know you don’t 

know enough, you find the information you need to 

make the best possible, most informed decision you 

can.   

When you do that, you’re using Supported 

Decision-Making. You’re getting the help you 

need to make the decisions you face.  The vast 

majority of people with disabilities can do the same thing.16 Some people may need more help than you 

or a different type of help.  But that doesn’t mean that they can’t make their own decisions.  It just means that 

they need someone to make decisions with them instead of for them – just like you. 

People with disabilities around the country are 

using SDM to make their own decisions.  Laws 

have been passed in Texas and Delaware 

recognizing people’s right to use SDM.  The 

American Bar Association,17 National 

Guardianship Association,18 and the United States 

Department of Health and Human Services19 have 

endorsed the use of SDM.  And people like Jenny 

Hatch have cited their ability to use SDM to avoid 

or be released from overbroad and undue 

guardianships.  As Jenny said, “I don’t need a 

guardian. I just need a little help!”20 

As more and more people with disabilities use 

SDM to make their own decisions and manage their own lives, preliminary research is showing that SDM can 

increase their self-determination.21 That make sense, doesn’t it: when people make their own decisions, they 

are more self-determined. So, using SDM can give people with disabilities access to the benefits 

of self-determination: increased independence, employment, and community integration.  

 

 

 

 



Practicing the Right to Make Choices: Using Supported Decision-Making 

How, specifically, can people use SDM? The first thing to realize is that every person is an individual. We all 

make decisions in different ways, and we all need different types of support.  

 

 

 

  

Model forms and plans to help you explore and implement SDM are available from several organizations.24

 That EVERYONE has the Right to Make 

Choices to the maximum of their abilities; 

 

 That if people need help – even a lot of 

help – making decisions, it doesn’t mean 

that they need guardians or must give up 

their Right to Make Choices; and 

 

 That there are as many ways to give and 

get help as there are people.  So, if one 

way of providing support doesn’t work 

out, you can always look for and try 

another.22  

 

Once you make that commitment, there are steps 

you can take to learn and support each person’s 

decision-making preferences, methods, and 

“voice”:  

 

So, SDM starts with a commitment to three 

principles: 

 Listen and Think: Talk with the person. 

What are his or her interests and goals? 

What kind of decisions does the person 

make now and how? What kind of 

decisions does the person want to make 

but has trouble with?  

 

 Identify opportunities and challenges: 

What kind of support does the person need 

to make decisions and reach his or her 

goals? What challenges does he or she 

face?  

 

 Find Friends:  Learn about and contact 

people, agencies, and organizations that 

can provide the supports the person needs 

to overcome those challenges. 

 

 Coordinate Support: Work with the person 

and his or her supporters to develop a plan 

for who will provide the help the person 

needs and how it will be provided. 

 

 Memorialize Effort: You may want to, but 

don’t have to, create a written record of 

your plan. Written plans can help you stay 

organized and ensure appropriate follow-

up.23 



 

Practicing the Right to Make Choices: Using Supported Decision-Making 

My son, Ben, grew up very much included in our 

community, in school and in life, and it was important to 

me and my husband to make sure that continued in 

adulthood.  We knew that we were committed to helping 

Ben with choices and decisions and would never cut him 

out of that, but we wanted to make sure that someday 

when we weren’t around or able to help him anymore, that 

someone else wouldn’t be able to control his life and 

make choices and decisions that he wouldn’t want or that 

would cut him off from what was important to him.   

 

When Ben turned 18, my husband and I became Ben’s 

power of attorney for decisions around money.  We 

opened a joint bank account and helped Ben learn to use 

a debit card to make purchases.  We set up a special 

needs trust to help provide for quality of life items or 

needs in the future, and set up a trust committee of 

people he trusts.  This committee is key as they will be 

able to help Ben manage his trust in the future, and they 

will be his “go to” people when he needs help with things.   

We also thought about skills that we could help Ben develop and life experiences he could have that would 

help him be more self-determined and able to help manage his own life.  For instance, we have worked with 

him to not be dependent on having a family member or paid staff with him at all times.  We also worked on 

everyday things like carrying a wallet with ID or learning to tell time with a digital watch.   

Ben is now 27 years old, and for the past 9 years has been doing great without having a guardian.  We help 

him talk to doctors and other medical professionals and make decisions about his health.  Ben is out and 

about in the community buying things he needs, having lunch with friends, going to the movies and other 

places he likes to go, using his debit card.  He has a say in all decisions about his life.  

Ben’s ability to access the community and participate in life without restrictions from a guardian are what has 

made this possible.  Having the freedom to make choices and have lots of different life experiences, and 

yes, even sometimes make mistakes, has helped set the stage for Ben’s life in the future – to NOT have a 

24 hour/day paid life with someone else in control, but rather the inclusive, self-determined, good life that he 

wants for himself, that we always dreamed he would have.  

- Jane St. John 

 



Protecting the Right to Make Choices: Missouri Law 

Supported Decision-Making isn’t only a 

way for people to make their own decisions 

and direct their lives, using it is consistent 

with state law.  Missouri’s Probate Code says 

that a Court may only place people under 

guardianship if they are “incapable of meeting 

some or all of his essential requirements for food, 

clothing, shelter, safety or other care” or “unable to 

manage some or all of his financial resources.”25  

The key question for a Court or anyone seeking 

guardianship is: “How do you know if the person is 

incapable or unable?” How can you know if you 

haven’t tried something else, first, in an attempt to 

empower the person to be capable and able?   

So, given the potential benefits of self-

determination and SDM, and the 

requirements of Missouri Law, shouldn’t 

we at least attempt to use SDM to help 

people make their own decisions before 

seeking guardianship?  Maybe that’s why the 

National Guardianship Association – an 

organization made up of guardians, for guardians, 

that provides training and certification to guardians 

-  says: 

Alternatives to guardianship, including 

supported decision making, should always 

be identified and considered whenever 

possible prior to the commencement of 

guardianship proceedings.26 

 

 

 

 

 
Attorneys are taught to zealously defend our client’s 

rights, including the most basic American right to 

“liberty and justice for all.”  As Americans, we 

treasure our liberty: our right to act as we please, 

make our own decisions, and pursue happiness in 

our own unique way.   

  

Unnecessary and overreaching guardianships take 

away that liberty and, all too often, obstruct access 

to legal resources and funds that would ensure legal 

justice. Unfortunately, guardianship is often the first 

and only option for families who have a loved one 

with disabilities.   

  

I had the honor of advocating for Caroline Glenn’s 

right to “liberty and justice” and to help her be freed 

from an overreaching, unnecessary guardianship 

and a system that failed her. Today, Caroline lives 

where she wants, works, furthers her education, and 

makes her own decisions with the support of her 

friends and community. Supported Decision-Making 

has changed her life and given her the opportunity 

to pursue “the good life.”  

  

Today, I’m proud to call Caroline my friend.  Her 

story tells us all to do our part to protect everyone’s 

right to live, love, work, play and pursue our life 

dreams and goals, with the support we need and 

want to do so.  It’s about providing "liberty and 

justice” not only for some, but truly "for all."  

 

- Elizabeth Moran 

 



 

We Can Help! 

If you are thinking about ways to use SDM for yourself or a loved one, we can help 

you find information, connect you with people and organizations that may be able 

to help you, and answer your questions.  

Contact us at: 

Missouri Developmental Disabilities Council 
P.O. Box 687 
1706 E. Elm Street  
Jefferson City, MO 65102 
Phone: 573.751.8611 
Toll Free: 800.500.7878 
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