CHAPTER 14

Decision Making
and Your Child

Goal for this Chapter
 To learn about ways you can help your child to learn to make decisions.

What You will Find in this Chapter
 Information about:
• Encouraging your child to make decisions
• Decision making rights and “Supported Decision Making”
• Appointing guardians for your minor children
• Substitute decision making for adults
 A List of Additional Resources

 Parents have said that they are sometimes the biggest barriers to their children learning to
make their own decisions. It is easier and often quicker to make decisions for your child.
 Parents have also noted that they have a lot of anxiety about their children making the
wrong choices.
 More and more, however, parents of children with disabilities are learning that it is
important that their children learn to make their own decisions. They know that this can
be a life long process and that starting as early as possible is important.
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Our Journey So Far

CHAPTER 14: Decision Making and Your Child

Introduction
Making choices and decisions for ourselves is an important part of who we are.
Learning to make good decisions often takes a lot of practice during the time that we
are children, teenagers and even adults. We are all capable of making choices that
may not be good for us. Often times, we learn important lessons from making poor
choices. Developing the ability to make good decisions is important for a number of
reasons:
• It helps us develop a sense of control over our own lives.
• It teaches us that we are responsible for ourselves and that we often have a
responsibility to others.
• It helps us become more assertive and, therefore, less vulnerable to exploitation.
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• It helps us develop positive and healthy relationships with others.
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Often, parents of children with
disabilities are tempted to make
all decisions for their child.
Encouraging your child to make
decisions (and to develop decision
making skills) will mean that your
child will have better opportunities,
as they grow older.

One of the best things that you can do for your child
is to encourage him or her to make decisions. Often,
parents of children with disabilities are tempted
to make all decisions for their child. Encouraging
your child to make decisions (and to develop
decision making skills) will mean that your child will
have better opportunities, as they grow older. In
considering your child’s ability or potential ability to make decisions, remember the following:
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Encouraging Your Child to
Make Decisions

• Your child may be able to make more decisions then you presume.
Ask yourself how you will help to encourage your child to make his or her own decisions
now and in the future. Most people develop their decision-making barriers by making
small decisions first.
• People with disabilities sometimes communicate in different ways (for example, sign
language, other gestures, picture boards, etc.).
Decisions are often expressed in ways people may not understand. Listen to your own
child’s choices and help others understand the way in which he or she communicates. The
way in which you communicate with your child will be an important lesson for others.
• Making decisions sometimes involves taking risks.
Allow your child the chance to make decisions even if some risk is involved.
• It is typical for all of us to ask others for help and opinions when we make decisions.
Your child can also benefit from the help and support from other people in the same way.

Choosing Activity
The following activity is from the NBACL publication, Friendships, Feelings and Futures: Relating
to Myself and Others. This book contains a module designed to help people with disabilities learn
to make decisions.
This activity is designed for younger people. It may, however, also be useful for others. The
purpose of the activity is to help your child become aware of the fact that we make decisions about
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• Do not expect perfection from your child when he or she is making decisions or choices.
We all make mistakes from time to time. Remember, every decision or choice has
consequences, some good and some bad. Everyone, whether or not they have a disability,
has to learn this.
There are some activities and actions that you can do to help your child develop the ability to
make choices for him or her self.
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a lot of different things. It is also designed to have your child think about what is involved in
making decisions.
• Present the activity as a “choosing game.” Your child will be presented with two items
or activities between which he or she is asked to choose. For individuals who do not
speak, the game will need to be set up to allow individuals to point to a choice or to use
a communication device with which they are familiar (for example, a picture board).
Remember that some people may require more time to make a choice.
• Set up the activity with various items or activities that provide choices for your child. You
can modify the game to make it more relevant to your child’s age. Some suggestions for
choices include:
f Choosing between an apple and an orange for a snack;
f Choosing between an apple and a chocolate bar for a snack;
f Choosing between two movies to watch;
f Choosing between wearing a red shirt or a blue shirt;
f Choosing between going to a park or a playground or to a museum
• Following the activity, ask your child about the decisions he or she made. Were they easy
ones to make or were they more difficult to make? Why do they think they made these
choices?
• This activity can be modified to involve role-playing of situations that require a “yes”
or “no” answer. For example, your child could be asked to decide to accept or refuse an
invitation to go swimming with a friend. This activity can invite your child to practise ways
of saying yes or no in ways that are respectful of other people’s feelings.
• Families can offer opportunities for choosing at home or in other environments. For
example, when an individual asks for a drink, a choice of water, juice or milk may be
offered.

Other Activities that Promote Decision Making
In addition to the above activities, here are a few more for you to consider:
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• Use laminated pictures for various situations that will require your child to make decisions.
For example, a number of pictures can be used to help your child to decide what he or
she needs when going outside. This could include pictures of a coat, shoes, backpack, hat,
mitts or gloves, etc. Depending on the time of year or where your child may be going, the
choosing activity can allow your child to make decisions in various situations. It may be
helpful to put Velcro on the back of the pictures and put them on a mini-board so that they
are always in the same place and easy to keep track of.
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• A variation on the above activity is to use pictures of food that have magnets attached so
that they can be placed on the refrigerator. Your child can choose from the various pictures
and tell you what he or she has chosen to eat or drink.
• To encourage decision making about money, give your child an allowance so that he or
she can choose how to spend it. You can also set up a joint bank account that provides
your child with some say over how much money is deposited or withdrawn and for what
purpose.
• Many people with an intellectual disability have difficulty learning money concepts (and
thereby have trouble making decisions about spending money). If your child has this kind
of difficulty, explore using a simple program called “prudent payment” that helps people
learn to count money. It is based on a person being able to count to ten. You can find
information about prudent payment in the Family Support section of the NBACL website.

Provide Your Child with Opportunities to Practice Making Decisions
Encouraging the development of decision making skills also means that your child will need
to practice speaking up for him or herself. This will obviously be more of a challenge if your
child does not communicate with words. Your child’s ability to speak for him or herself will be
particularly important during times that you and your child
are engaged in planning for the future and setting goals.
As much as possible, your child should be present and
As much as possible, your
participating in meetings or discussions that involve making
child should be present and
decisions or plans about his or her future. In addition, try to
participating in meetings
use opportunities to encourage your child to speak up for him
or discussions that involve
making decisions or plans
or herself. There may be many different opportunities for
about his or her future.
this to happen (for example, while shopping, signing up for or
becoming involved in community activities, social gatherings,
and so on.

NBACL has developed a self advocacy on-line resource (called Opportunity Link) that is designed
for people who have a disability who want to learn about making decisions and speaking up for
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Use the On-Line Resource on Self Advocacy with Your Child
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themselves. It is a voice and print based program that reviews a number of aspects of decision
making and self advocacy, including:
• What self advocacy is all about and why it is important
• What it means to make decisions for ourselves
• The different types of decisions we make
• What rights we have (particularly as adults)
• Ways that people can speak up for themselves
This program is designed for people with disabilities to use on their own or with some help, if
necessary. It prompts people to think about various aspects of making decisions and understanding
their rights. Families are encouraged to use this program with their own child or to ask someone
else (such as an employment counsellor or someone from your child’s school) to assist your child
to use the program.
You can find the program on the NBACL website, www.nbacl.nb.ca. Just use the “Opportunity
Link” quick-link on the right hand side of the home page and go to Module 4: Advocacy Skills for
Families (plain language version).
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Decision Making Rights and Supported Decision Making
When we become adults (in New Brunswick this legally happens when we turn 19) the law
recognizes that we have the right to make our own decisions – regardless of who we are. This is
an important part of our law as it recognizes that when we become adults we acquire rights (and
responsibilities) that are valued in our society. The law presumes that we are all “competent” to
make our own choices. This right to choose allows us to control our own lives and decide what we
believe is best for us.
This right to make decisions can be affected in a number of ways. People who break the law and
end up in jail lose the right to decide many things – particularly where they will live. Our rights can
also be given to another person voluntarily (such as through a Power of Attorney). Or they can also be
taken away from us by the appointment of a legal guardian by a court (this is discussed below).
There is something important that parents of children with disabilities need to understand.
When your children are minors (under age 19) you have the right to make decisions for them
based on what you feel is in their best interests. Your rights can be challenged if your decisions are
seen to put your children at risk of harm (this is what the child protection system is about). When
your children turn 19, however, you lose the legal right to make decisions for them because they are
presumed to be competent to make their own decisions.
When your child with a disability turns 19 there may not be much fanfare or change in the way
decisions are made within your family. You are likely still going to be greatly involved in helping your
child make decisions. Or, you may still be making decisions on his or her behalf that you feel are best.
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Supported Decision Making

The new
U. N. Convention on the
Rights of Persons
with Disabilities
provides that countries
must take “appropriate
measures to provide
access by persons
with disabilities to
the support they may
require in exercising
their legal capacity”
(Article 12).
“Legal capacity” is a
phrase that means one’s
right to make decisions.

Supported decision making is a fairly new legal idea that is
based on the rights of people to make their own decisions
when they become adults. This idea has developed as a way to
recognize the rights of people with disabilities to make their
own decisions and choices. It provides an alternative to the
laws that exist that remove people’s rights because they are not
considered to be “competent”.
Supported decision making is now recognized in law
at the international level. The new U. N. Convention on the
Rights of Persons with Disabilities provides that countries must
take “appropriate measures to provide access by persons with
disabilities to the support they may require in exercising their
legal capacity” (Article 12). “Legal capacity” is a phrase that
means one’s right to make decisions.
Some provinces in Canada (but not New Brunswick as yet)
have also passed laws that recognize supported decision making as a valid way to help people to
make decisions when they may have difficulty doing this on their own.
While the laws around supported decision making are still being developed there are
many things that families can be doing to support their children to make decisions. The
following suggestions are adapted from a draft new resource from the Canadian Association for
Community Living called Decision Making and Intellectual Disability: Supporting People to Make
their Own Decisions.

Supported Decision Making: Suggestions for Families

• Get and provide useful information about the decision.
Without prior experience or knowledge, your child may need some additional information
in order to make a decision.
• Provide information in plain language.
Language can sometimes exclude people from participating in decisions that are going to
affect them. By making language plain, you can help your child understand more about the
issue or topic. You can use plain language by:
f Using smaller words that are easier to understand
f Breaking down ideas so that too many things are not presented at once
14.9
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• Help explain what decision needs to be made.
If your child is not used to making decisions he or she may benefit from having you explain
what decision has to be made and why it is important. Depending on the decision, it may
also be helpful to explain how the decision affects your child’s future.
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f Using shorter sentences
f Avoiding jargon or medical or legal language
f Using direct language that describes things clearly
• Provide your child the opportunity to ask questions and take time to listen to concerns.
Listening can also mean observing and interpreting things like your child’s “body language”
or responses.
• Provide time to make decisions.
It may not be helpful to always expect that a decision be made right away. Your child may
need some time to think about what he or she is being asked to decide. Ask yourself if this is
a decision that needs to be made now or can it wait for a while.
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• Discuss the pros and cons of decisions that may need to be made.
One of the most difficult aspects of making decisions is understanding the consequences
of the choices we make. Help your child as much as possible understand what different
decisions might mean so that he or she has a better appreciation for what may happen.
• Understand what your child is communicating and help others to understand what he
or she is “saying”.
Sometimes your child may have difficulty communicating or may not communicate
by using words. As a parent, you will likely be best in tune with your child’s way of
communicating. This will be important for identifying your child’s wishes or decisions
about a number of things. It may also be crucial for interpreting what your child is saying
and letting other people know what choices he or she is making. Informing other people
about your child’s way of communicating will help others learn how best to listen to your
child and to respect his or her decisions.
Another key aspect of supported decision making is ensuring that there are people in your
child’s life who are committed to making sure that he
or she has a good life (including having the right to
Another key aspect of
make decisions and choices). In Chapter 11, Healthy
supported decision making is
Relationships and Sexuality, we reviewed the idea
ensuring that there are people
of developing a “network of support” for your child.
in your child’s life who are
Such a network may be an important way of ensuring
committed to making sure
that there will also be people available who are willing
that he or she has a good life
(including having the right to
to support your child with making decisions that will
make decisions and choices).
affect his or her life.
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If your children are under age 19, you have the legal right to make decisions for them. You also
have the right to appoint other guardians for your children should something happen to you.
The Guardianship of Children Act allows parents to use their Wills to appoint a guardian of their
minor children. This could allow another person to be a guardian either jointly with a surviving
parent should you die or upon the death of the surviving parent.
This law can be an important planning tool for families. It gives you the right to decide who
will look after your child (and possibly other minor children) should you and your spouse die
before he or she reaches 19. If you have a potential future guardian in mind it is important that
you have a conversation with that person to make sure that they are in agreement with your
wishes. Then you must make sure that the right wording is placed in your Will to make it effective
should you die. This should be done along with other plans that you have made to leave your
money and other assets to benefit your children (see Chapter 13 for more information about
estate planning).
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Appointing Guardians for Your Minor Children

Substitute Decision Making for Adults
There are two main ways to have a substitute decision maker appointed for someone who is an
adult:

• By having a substitute decision maker appointed by a court.
This requires a formal court application that usually involves lawyers. The law for this in
New Brunswick is called the Infirm Persons Act and it requires that a judge decide that
someone is “incompetent” to make decisions or manage his or her financial or personal
affairs, or is incapable of doing so. It also requires medical and other evidence from
professionals who can talk about a person’s abilities to make decisions. If a court makes an
order to appoint a substitute decision maker then this effectively removes the right of the
person to make decisions for him or herself. This process is usually quite expensive and can
cost several thousands of dollars for legal and court fees.
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• By using a Power of Attorney.
This is a legal document that allows a person to appoint someone else to make decisions
on his or her behalf. A Power of Attorney is usually done up by a lawyer and can affect
decisions of a financial nature and/or decisions about your personal care (for example,
medical treatment). In order to have a valid Power of Attorney a person must be able to
understand what he or she is signing and what it means for them (that someone else will
be making decisions and managing his or her affairs). If a person is not able to understand
what the Power of Attorney is about then he or she by law will not be able to make one.
Also, one person cannot create a Power of Attorney for another person. A Power of
Attorney ends when it is either revoked by the person who made it or when he or she dies.
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Alternatives to Appointing Substitute Decision Maker for Adults
There are important alternatives to having someone declared incompetent and removing their
rights that need to be considered. If you are considering this for your adult child keep the
following in mind:
• There are ways to support your child to make decisions (see the information earlier in this
chapter on supported decision making). Having a support network set up for your child can
ensure that people will be available to help your child make decisions even when you are
not around.
• Even if you (or someone else in your family) need to make a decision for your adult child
this can still happen in an informal way. Oftentimes, doctors and other people will accept
the decision of a parent because of the relationship that you have with your child.
• In the event of a medical emergency, medical professionals do not need a person’s consent
in order to provide medical treatment.
• If your child has difficulty managing money (or other property) you can set up a trust that
provides for trustees to make decisions about how money or property is managed and used.
This can be done while you are alive or through your Will. See the information on estate
planning in Chapter 13 for further details.
• If your child is receiving government income support benefits, the provincial government
can appoint you or someone else to act as a trustee for these benefits.
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• You can establish a joint bank account with your child to help him or her manage money
and make decisions about how to spend it wisely.
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Available from NBACL
Friendships, Feelings, Futures: Relating to Myself and Others, 2004.
See Module 6: Making Choices for Myself and My Future
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Opportunity Link: Module 4 – Self Advocacy. This is an on-line module designed for
people with disabilities. It uses pictures and voice-over format to make it easier for people
to use. It contains information about making decisions. To access, go to www.nbacl.nb.ca
and click on the “Opportunity Link” quick link on the right hand side of the home page.
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Additional Resources
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