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Self-Determination in 
Guardianship: How to Maximize 
Participation in Decision-Making 

NYSARC Guardianship Summit Training

November 8, 2017

Introductions and Goals

• The Arc and NGA believe that every 
person’s participation in decision-making 
should be maximized.

• Our goal today is to explore through case 
studies how we can make that happen.

The Arc’s Position

“Regardless of their guardianship status, all 
individuals with I/DD should be afforded 

opportunities to participate to the maximum 
extent possible in making and executing 

decisions about themselves. Guardians should 
engage individuals in the decision-making 

process, ensuring that their preferences and 
desires are known, considered, and achieved 

to the fullest extent possible.”

From The Arc’s Autonomy, Decision-Making 
Supports and Guardianship Position Statement
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NGA’s Position

“Under all circumstances, efforts should be made 
to encourage every person under guardianship to 

exercise his/her individual rights retained and 
participate, to the maximum extent of the person's 
abilities, in all decisions that affect him or her, to 
act on his or her own behalf in all matters in which 

the person is able to do so, and to develop or 
regain his or her own capacity to the maximum 

extent possible.”

From NGA’s Position Statement on Guardianship, 
Surrogate Decision Making and Supported Decision-

Making

Guidance from NGA’s 
Standards of Practice

NGA Standard 7

The guardian shall identify and advocate for the person’s 
goals, needs, and preferences. Goals are what are 
important to the person under guardianship, whereas 
preferences are specific expressions of choice.  

• First, the guardian shall ask the person what he or she 
wants.  

• Second, if the person has difficulty expressing what he 
or she wants, the guardian shall do everything possible 
to help the person express his or her goals, needs, and 
preferences.

Guidance from NGA’s Standards 
of Practice (cont’d)

NGA Standard 9

• The guardian shall provide the person under guardianship 
with every opportunity to exercise those individual rights 
that the person might be capable of exercising as they relate 
to the personal care and financial needs of the person.  

• The guardian shall attempt to maximize the self-reliance 
and independence of the person.  

• The guardian shall encourage the person to participate, to 
the maximum extent of the person's abilities, in all decisions 
that affect him or her, to act on his or her own behalf in all 
matters in which the person is able to do so, and to develop 
or regain his or her own capacity to the maximum extent 
possible.
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Guidance from NGA’s Standards 
of Practice (cont’d)

NGA Standard 10
• The guardian shall determine the extent to which the person 

under guardianship identifies with particular ethnic, religious, 
and cultural values. 

• To determine these values, the guardian shall also consider the 
following:   
– The person’s attitudes regarding illness, pain, and suffering, 
– The person’s attitudes regarding death and dying,   
– The person’s views regarding quality of life issues,  
– The person’s views regarding societal roles and 

relationships, and 
– The person’s attitudes regarding funeral and burial customs.

Guidance from NGA’s Standards 
of Practice (cont’d)

NGA Standard 10

• The guardian shall acknowledge the person's 
right to interpersonal relationships and 
sexual expression. The guardian shall take 
steps to ensure that a person's sexual 
expression is consensual, that the person is 
not victimized, and that an environment 
conducive to this expression in privacy is 
provided. 

Factors for Consideration

• Role of family
• Role of paid staff

• Communication Styles
• Preparation for Decision Making 
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Scenario 1
Your brother is 25.  Last year, your dad passed away, and the court 
just signed the order naming you as your brother’s guardian.  Your 

brother has always wanted to get a tattoo, but it would violate 
the religion you were both raised in so your father has always 
forbidden it.  You know that your brother has a very low pain 

threshold so you think he might panic as soon as a tattoo artist got 
started.  And, you are kind of with your dad on this one for 

religious reasons.  Your brother likes to go to services but he 
doesn’t follow the rules of observance.

You arrive at your brother’s place one day. As soon as you sit 
down, your brother says, “Now that you are in charge, I can get 

my tattoo.  Let’s go.”

What do you do?

Scenario 2
Karl was diagnosed with dementia two years ago. He lives in the house where he 
and his late wife raised their two daughters.  When a neighbor saw Karl driving 
erratically and realized that she had seen him coming back to the house several 

times with his latest girlfriend Irene and toting shopping bags from designer 
boutiques, the neighbor called Adult Protective Services. To make a long story 
short, the daughters fought with each other at every stage of the process. Last 
week, the court appointed you as Karl’s guardian.  You go to the house to meet 

with Karl.  Karl tells you that his daughters are tiring him out complaining that he 
is spending all his time chauffeuring Irene around and buying her things.  He tells 

you that he is no prize these days and if he doesn’t cater to Irene, she’ll leave him 
and he’ll be all alone again.  

As you assess the situation, you think that Karl needs to stop driving as soon as 
possible – even though he hasn’t had an accident in the last decade. You are also 
concerned about Irene – whom the daughters refer to as the toxic girlfriend – and 

her influence over Karl.  

What do you do?

Scenario 3
Your brother and his longtime girlfriend who both have Down 

syndrome tell you that they plan to get married next month. You are 
your brother’s guardian.  He and his girlfriend want you to be in the 
wedding.  You and your family have always liked the girlfriend, but 
you have a lot of concerns.  Your brother receives Medicaid and SSI; 
the girlfriend comes from an affluent family, doesn’t receive means 

tested benefits, and has some assets.  Marriage could jeopardize your 
brother’s benefits.  

You know that even though they have been together for years, they 
are not having sex.  You are worried both about how he would deal 
with the intimacy and whether the two of them could manage birth 
control.  They tell you they want to have children.  You worry about 

that too. And, you know that they love each other but you worry that 
she isn’t always kind to him. 

What do you do?
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Scenario 4
You promised your parents that your sister who has autism 

could always live with you and your family.  She is 45 now and 
has been living with you and you have been her guardian since 
your parents died more than a decade ago.  You are married 
with 4 young children, and your sister finds the chaos in your 
home to be too much. She barely helps around the house and 
expects you and your husband to do the housework and take 

her everywhere she wants to go.  She spends most of her time 
sitting in front of the tv.

More and more often now she tells you that she wants to move 
into an apartment with a friend she met at her day program.  

You think it will be a disaster.

What do you do?

Scenario 5
John is 70-years-old now.  Thirty years ago, he was in a car accident and 

experienced a traumatic brain injury. You have been his guardian for 10 years 
since his mother died. Since  John stopped working at the grocery store a few 
years back, he spends most of his time walking in the woods near his home, 

doing jigsaw puzzles, and watching television.  He is in pretty good health but 
his doctor suggested that he go to an ophthalmologist.  After examining him, 
the ophthalmologist said John needs surgery to have cataracts removed from 

both eyes.  

She explains that everyone develops cataracts but that if they aren’t removed, 
John’s vision will become increasingly cloudy and within a couple of years, 

he’ll become blind.  John had a very difficult time when he had heart surgery a 
few years ago and says that he’ll never have surgery again.  

As the doctor is explaining the need for cataract surgery, John gets up, leaves 
the room, and sits down in the waiting room with his arms folded. After you 
finish listening to the doctor, you join  in the waiting room.  All he will say to 

you is, “No surgery; no surgery; no surgery.”

What do you do?

Scenario 6
It is 2023. For each of the last 5 years, members of her extended family put $14,000 a year 
in June’s ABLE account so that she would have a little money available for her “disability 
related expenses.”   June’s family members don’t have a lot of money, and making these 

contributions was difficult for some of them, but they wanted to make sure that there was 
some money so that June could have things she couldn’t afford to buy from her SSI 

benefits.  June recently lost her part-time job at a laundry after her long-time supervisor 
left. 

June started experiencing mental health issues in her 20s, and she was placed under a 
limited guardianship before she turned 30.  You have the authority to make health care 

decisions and certain other personal decisions for June but you don’t have authority over 
her finances. You were worried about June’s state of mind so you made a point of 

scheduling an appointment to meet with her.  June was excited when you arrived and 
immediately told you that she is going to use the money in her ABLE account to open a 

bakery that makes dog treats.  She plans to go into partnership with her new friend who 
recently moved in to her apartment building.   You happened to met the new friend a 
couple of months ago and noticed how anxious June was to win her new friend’s favor.

What do you do? 
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Contact Information

Robin Shaffert
shaffert@thearc.org

Center for Future Planning
futureplanning@thearc.org

202-617-3268

Nicole Jorwic 
jorwic@thearc.org


