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About this Booklet

But you're older now. Like anyone else, you
deserve, and need to take control of your own
life, as much as you can. This booklet is for
adults with CP who want to begin recognizing
and realizing the power of choice and decisionmaking in their lives.

There is nothing simpler than the concept of
personal choice, or more complicated. Like a
complex system of roads, the process of making
choices and decisions can lead down many
paths to many different results.

Regardless of ability, very few people (if any)
are able to choose from unlimited choices. But
this booklet will help you begin to be aware of,
and expand the choices you DO have, and help
you to reach your goals - whatever they may be.

Making choices involves physical, emotional,
mental and spiritual aspects of a person's being.
Decision-making involves your values (how you
feel) and belief systems (what you think). These
things change as you grow, and so do the
choices you make.
But if you grew up with cerebral palsy (CP)
some of your choices may have been limited.
Dealing with the physical and emotional
aspects of your disability, having to visit
physiotherapists, specialists and surgeons may
have limited the time available to get involved in
other aspects of your life.

?

If you were overly protected as a child or felt shy
when interacting with others because of your
disability, you may have felt isolated. Isolation
also limits choices and decisions you can make.
You may even have grown up feeling helpless to
change your situation.
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Cerebral Palsy: The Basics

Generally, people with CP are of average, or
above average intelligence, capable of holding
jobs, having families and active lives - which
includes the act of making both simple and
complex choices and decisions in order to
function on a daily basis, and enjoy life.

Cerebral Palsy (CP) is a hard condition to pin
down. No two people are affected in the same
way, but there are some common issues:

! CP is usually diagnosed within the first few

Mobility

years of life.
! Motor function and muscle coordination are
affected, often leading to involuntary
movement of arms, legs and head.
! Balance and posture are affected, often
leading to an unsteady walk, or the need to
use a wheelchair or other mobility aid to get
around.

Whether you use a cane, a walker, a wheelchair,
leg braces, crutches, a scooter or other mobility
aids to move around - they will make a
difference in the decisions you make.
You may move at a slower pace than others.
Certain forms of transit (e.g. buses) may not be
fully accessible to you. Certain places of
business or recreation may be off-limits because
you can’t get in the door. You will have to take
such things into account when deciding where to
go and what to do.

People with CP may also have varying degrees
of hearing impairment, visual impairment,
difficulty in learning or other sensory deficits
(e.g. no depth perception). These may or may
not be caused by CP.

You may be able to work around some
limitations by giving yourself extra time to get
around, by going at a slower, more careful pace
or by requesting someone’s assistance.
Depending on the type of mobility aid you have,
and the limitations of your cerebral palsy, you
may be able to come up with a whole range of
adaptive behaviours to get you out and about!

A small percentage of people may have an
intellectual delay of one kind or another. This
doesn’t mean they can’t make choices, although
it may mean the kinds of choices they are able
to make are limited.
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Communication

You may need to describe your communication
needs and how you use things like those
mentioned below to help you talk:

Knowing what you want or need to do in a given
situation may not be enough. You'll need to let
people know what you want so they can help
you get it. How you communicate is going to
change, throughout your life. For example, you
may communicate by using:

!
!
!
!

eye-blinks: how many for “yes”/”no”, etc.
head movements: up/down, side-to-side.
speech: it may be slower than usual.
facial expressions: eye movements and
mouth movements may all provide clues to
what you're saying.
! arm or hand movements: may mean different
things at different times.
! other devices/means.
! a combination of the above.

! communication boards (boards or sheet of
!
!
!
!

paper with symbols, letters and whole words
on them, which help you express yourself)
talkers (speech synthesizers that talk)
speech
sign language, or
other devices.

You can always ask for help in communicating
this information. A friend, a family member, a
caregiver - someone who knows you can let
new people in your life know what it is you need
for effective communication.

You’ll need to decide when and how to inform
people you meet of your communication needs.
Will you inform them yourself, or have someone
do it for you?
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! Emotional needs: you need to love and be

Needs Versus Wants

loved, to have companionship of family,
friends and lovers and to feel respected by
others. People also need sympathy and
compassion (to give it and take it),
appreciation and congratulations,
forgiveness and understanding.

Before decisions or choices can be made, you
have to know what your needs and wants are.
Needs and wants are different for everyone,
although everyone has a few in common!
You NEED certain things in order to be able to
survive physically: food, clothing, shelter and
love from friends and family are examples of
needs. Without these, even basic decisions
become hard or impossible to make. A WANT
may be defined as something you'd like to have,
but with which you could do without for the short
term.

! Intellectual needs: you need information
about the world around you and stimulation
in that world: problems to solve, challenges
to meet. You need to comprehend and
understand people and events around you.
And of course you'll want play time, a chance
to grow and change, as well as freedom to
express thoughts and feelings.

Here are some examples of basic needs and
wants all of which are subject to varying degrees
of choice:

! Social needs: people need to interact with
others, chances to be alone, opportunities for
useful employment and for making a positive
contribution to others' lives. You need to feel
as if you belong to a peer group.

! Physical needs: you need air to breathe,
water to drink, food to eat, good clothes on
your body (e.g. jackets in winter, shorts in
summer), a place to live, exercise and sleep,
among other things. You also need to feel a
sense of physical security and safety - to
know that no one will harm you.

! Spiritual, moral and ethical needs: it’s natural
to want to seek meaning in life. You need to
believe in something, and figure out and live
by your own standards of behaviour.
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You might be thinking "So many needs and
wants, so little time!" Don't panic - no one can
necessarily meet all of these needs at once.
This is where making decisions and choices
comes into the picture. There are many
decisions and choices you need to make on a
daily basis - never mind the long-term plan of
your life! So where do you start?

Who Am I? What Do I Want?
Know for yourself who you are, what you want
from life, who you want to spend time with, what
you want to do with your time, what your
interests in life are, where you want to live. What
are your priorities?
Ask yourself questions like:

That's your first decision!

! what do I like? Why do I like these things?
! what do I not like? Why do I not like these

You'll have to decide what's most important to
you right now, and what some of your short-term
goals are (what do you want to do now?) and
long-term goals will be (what do you want to do
in the future)? You'll have to compare the
positive and negative effects of, or
consequences to, each of your
available alternatives or possible
decisions and figure out what best
meets your needs. You may even
decide to make no choice - which is
a choice in itself!

!
!
!
!
!
!
!

But before all this, you have
some research to do.

!
Start by asking yourself:
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things?
when was the last time I made a choice?
who decides what I do during the day?
what kinds of activities do I do at home?
(include chores)
what kinds of things do I do outside the
home?
how much privacy do I want?
how will I respond to people who treat me
kindly, or rudely?
how do I want to express my spiritual or
religious views?
what does my daily schedule look like? Do I
have opportunities to change it?
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! do I want roommates? What kinds of

and values about yourself and others will play a
huge part in determining your priorities.

roommates would I be compatible with?

! how do I want to spend my money?
! at what time of day do I rest and relax?
! do I like being with groups of people, or on
!
!
!
!
!

Beliefs and values are formed partly by the
basic need to feel loved and accepted. You learn
society's "rules" from your parents and other
authority figures, such as teachers or community
leaders: how to act, how to react, when to do
certain things, when not to do them.

my own?
when do I like being on my own or with
groups of people?
do I like being in familiar situations/locations,
or in unfamiliar locations and situations?
do I like quiet places, or noisy places?
what are some of the things I want to
accomplish?
what do I need to feel secure in my life?

You may also generate beliefs from a need to
feel belonging and acceptance from your friends
and other peers - how to act in the company of
men and women, strangers and friends, how
much to reveal about yourself and when to
reveal it.
Another force that shapes beliefs is the need for
emotional and physical well-being - protecting
yourself from hurt or loss, feeling pleasure and
excitement, and finding meaning in your life.

The kinds of questions you can ask yourself are
limitless, right down to "What will I wear today?"
But there are no wrong answers, when you’re
trying figure out who you are. Enjoy the journey
of discovery, it will go on for the rest of your life!
Values and Beliefs
What you need and want from life is influenced
by a lot of things - what you learn from others,
what you see others do and what you’ve done in
the past, to name a few. But your own beliefs
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The importance of what you think and how you
feel about things should not be brushed aside
when making decisions. What you value in life
will play a part in your decision-making process.

and real. You may have learned to do this
unconsciously. Our society places more
emphasis and importance on the "ideal body":
slim, athletic, even muscular. Can't have any
twitches or dragging feet either - it's just not
“right”. All of these expectations (and many
more) will have had a definite effect on you: you
might even have been made to feel somewhat
like a burden because of it. And naturally you
tried to not feel this way, and did things to avoid
it.

Realize that your beliefs and values may change
over time, no matter how small or how big the
change, and no matter who you are. Some
things may remain the same for you - you may
always believe X or Y, but other values will
change.

The easiest way to avoid things, is to hide from
them, physically (as when you isolate yourself at
home) mentally (as when you think "I don't even
care.") and emotionally (as when you choose
not to feel things, because you might get hurt).

Why does this happen?
Because people discover new ways of thinking
about the world around them, because people
talk to other people, and learn about them and
their ways of thinking or doing things. Beliefs
and values change because your needs and
priorities change with time.

But choice is also about perception. When you
perceive that you have a choice in a particular
matter you have the freedom to act on it, and
make decisions. When you feel you don't have a
choice in something, it's easy to feel trapped in
a bad situation and not see a way out.

Having a Disability/Having a Choice
It's easy, when you have a disability, to take on a
helpless role, to feel as if you have no control
over the things that happen to you, and to feel
angry, sad or frustrated because of it. The
reasons you may feel this way are legitimate
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Ontario Federation for Cerebral Palsy

No matter who you are - you have some degree
of choice in some aspect of your life. So why not
use it?

But be a little selfish: give yourself permission to
be flexible, to move and grow and discover, both
emotionally and physically, if that's what you
want. Words like never, should, always,
perfectly, etc. don't give you any breathing room.

Society, through things like peer pressure and
advertising, can give you an unrealistic idea of
how to feel, act, and think. These "shoulds"
often keep people from discovering and being
themselves.

You can strive for perfection and strive for
excellence in your life - but if (sometimes) things
don't work out exactly as you've planned, don't
worry - with very few exceptions, there's always
a next time.

"I should feel this way, instead of that way."
"I should do that, instead of this."
"I should say X instead of Y."
Sound familiar? How about these?

!
!
!
!
!
!

I should never make mistakes
I should always put others first
I should never feel hurt
I should always feel happy
I should never be afraid
I should always be kind

The list goes on.
All of these "shoulds" put an enormous amount
of pressure on you - to be everything to
everyone, to try to please everyone but yourself.
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Nobody's perfect!
Often, people learn early on in life that mistakes
are bad, and they lead to bad things happening,
either to you or someone else. What people
don't often realize is that in order to learn and
grow, mistakes need to be made! How else do
we figure out what's good, bad, works for us,
doesn't work for us, or what we agree with or
don't agree with?
So make a decision - will you not do activity X,
change the way you do it for a better result, or
keep doing it the way you've done it in the past?

Making Mistakes

Mistakes are an important and necessary part of
any learning that you do. Let yourself make
them, set realistic goals and expectations of
yourself. Take your physical and emotional
states into account and things like your physical
environment. Take advantage of opportunities
you may have on a daily basis to get out and be
active.

In the process of figuring out just who you are,
you'll probably think "Oh I didn't like activity X."
or "Yuck, when I did activity Y, I ended up having
to deal with result Z". Someone might even tell
you "What you did was wrong!"
You won't always live up to the standards you've
set for yourself, or the standards that other
people have set for you.

Restrictions or limitations you encounter may
have to be overcome in some way before a
choice can be made or a goal realized. If you
need support to make your decisions, that's OK:
you still have a right to make them.
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Action and Consequence

somewhere in your life. Any decision you make
is going to affect either yourself or someone
else. The potential for positive, negative or even
neutral effects is always there.

The decisions and choices you make on a daily
basis are influenced by many things: your own
values and principles, the opinions and feelings
of people around you, TV, newspapers, the
internet, what you see in magazines and hear
on the radio. Decisions can also be influenced
by particular life philosophies.

The difference between math and decisionmaking however, is that the answer to a math
question can be predicted exactly. A person's
reaction to you (or your decision), cannot be
easily or exactly predicted. The results of your
actions or decisions can be impossible to predict
with any certainty. Sometimes decision-making
involves taking risks or stepping into the
unknown.

Making a decision is the
act of making up your
mind about something.
If you have a choice, it
means you have more
than one possible
option or outcome to
decide from. Choices
and decisions can be
simple or complex in
nature. Decisions and
choices may have
different consequences
(results).

Even so, someone's reaction (or potential
reaction) to your decision, shouldn't be a strong
factor in making it. Whether or not they are
pleased with it, or disappointed doesn't matter.

Once you make a choice, Newton's third law of
motion applies: "Every action has an equal and
opposite reaction". Making decisions isn't as
complex as advanced math, but choosing one
action over another still creates a reaction

Of course, if you are making a decision together
with someone else, you DO need to take their
feelings into account. You may also need to
compromise, to come up with a decision that will
please you both.

What matters is that you are pleased with your
decision, and prepared to deal with the
consequences of the choices you make and the
risks you take.
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Planning for Choice

Having difficulty figuring out what steps to take?
Ask yourself:

Everybody sets goals, or makes choices,
whether they are conscious of it or not, on a
daily basis. What clothes to wear, what to have
for breakfast, even whether to have breakfast or
not. Such things may be limited to the clean
clothes you have in your closet, or the kinds of
food you have in the fridge, but they are still
choices that are necessary to your overall
functioning.

WHO can help you? Who is willing, or who is
most able, under the circumstance? Who has
the knowledge or the skill to best help you get
what you want?
WHAT do you need from them, or from the
situation? Be specific, ask for what you need.
For example “Are you able to drive me to the
doctor’s office on Wednesday at 4 PM?”

But you also have your "big plans" - things you
dream about doing, things you need to do or
want to do, problems to solve, places to go and
people to be with. Depending on how you best
make decisions, these steps (or some of them)
might help your plan of action be clearer to you:

WHEN do you want to accomplish your goal or
get this need met? A timeline may be necessary,
especially for the more immediate needs.
WHERE do you need to go to get a need met?
Do you know how you'll get there?

1. Define the problem, need or goal: what is it
that you need to do or decide right now? Write it
out in a sentence or point form so you can see
it, if that's easier for you.

WHY is a question that might help you
determine if a particular need can be delayed or
if it is important enough to try and meet
immediately.

2. Brainstorm ideas to solve the problem or
meet the need: How will you achieve your goal
or get your needs met? Are there people you
need to talk to, places you need to go?
Research you need to do?
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3. Evaluate and choose alternatives: Are
there different ways to get the same need met?
Is one way of doing something better than
another? What are the pros and cons of each
method? Which one will best accommodate
your individual needs and your cerebral palsy?

7. Decide whether or not you are satisfied
with the results: If your decision had
unexpected consequences, or even if it was the
right one - think about what was good about the
decision, what you'd change about it, and how
you might make a more informed or a different
decision next time around.

4. Once you've decided on a plan of action,
you might want or need to make a “riskplan”: Make sure you have supports (people or
things) in place to act as your safety-net, if
things don't work out as you've planned them.
Having a support system in place will give you
some breathing room, and a better opportunity
to relax, on both emotional and physical levels,
which may help make it easier for you to
achieve the results of your plan.
5. Communicate your decision to others:
Your decision may or may not need to be
communicated to others. If it's a complex
decision involving many steps, you will need
help, and so communicating your decision to
others is necessary, rather than an option.
6. Take Action: Go ahead and do what you've
chosen to do! Take steps to accomplish your
goals.
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Setting Your Priorities

Your priorities may change from day to day.
That's OK. Go back and look at your list often to
see if it still makes sense to you. Having
priorities will help you spend time on the things
most important to you, and minimize the time
you spend doing things that aren't so important.

What do you need or want to accomplish first?
Sometimes, if your basic survival is threatened,
your priorities will be obvious. If you don't have
food in the fridge, it's probably a good idea to
buy food before anything else. But in other
cases, you need to decide what you want to do
in specific situations and organize your time for
it.
Make a list. Ask yourself:

! Are there things which have severe negative
consequences if I don't do them soon?

! Are there things which are better off being
done, which may have minor negative
consequences but can wait awhile?

! Can it wait? Is there something in my life that
I can put off doing until a later time, with no
consequence?

! Are there things in my life that I can ask
someone else to do, so that I can focus on
other things?

! Are there things on my list that I don't need
to do at all right now?
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! a sense of strength: whether it is physical,

Unlimited Choice? Not Necessarily.

emotional or psychological. Feeling like you
matter or as if what you do counts towards
something, is a good confidence booster.

While you may be able to brainstorm choices
limitlessly, the degree of choice you have in your
life can be limited or expanded. This depends on
the kinds of factors you deal with and the
amount of control you have over your life. These
factors can be internal (in you, and possibly
within your control) or external (outside you and
beyond your immediate control). Examples of
internal factors, include:

! self-esteem: how you feel about yourself will
make a difference in how you approach the
world: pessimistically, optimistically, or
somewhere in-between. You can change
your self-esteem. It may take a while to see
yourself and your abilities in a new light, but
it is possible.
! assertiveness: being sure and confident in
the choices you do make will help you to
keep making choices that are good for you
as an individual.
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! advocacy: If you can't advocate for yourself,

External factors affecting choice can include
access to or knowledge of:

or have difficulty doing so, finding people
who can help you ask for what you need is
very important.

! support systems: which are often not easy to
build and maintain, particularly if you are
physically or emotionally isolated from
others.

! availability of professionals: If you need
medical or other help related to your CP,
you'll need access to various professionals.
Again, knowing who to talk to, and how to
talk to them, is going to be important.

! a sense of independence: if you're
dependent on others for a lot of your care, or
required to follow too many schedules and
routines not of your making, it may be
difficult for you to feel as if you have any
choice.

! education: depending on the severity of your
disability and supports available (or not) to
you, you may not have had access to as
much education as others. Even if you have,
you may see limited opportunity in your area
of interest.

! family relationships: if family is an important
part of your network, that's helpful. If not,
maybe your close friends are your 'family'.
They'll be able to offer you some good
support.

! bureaucracy: knowing your way through
government, medical and other support
systems (who to talk to, what forms to fill out,
which department handles what) is an
important part of choice, especially if
services you need are provided by
government or community agencies.
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Without these things, the range of choices you
have access to and decisions you can make
may be limited in one way or another. But,
depending on your situation, you may be able to
start changing the effects of any of these things
on your body and mind, almost immediately.

Money helps create opportunity for people.
Going to school, getting a job, renting an
apartment, having a little fun: all of these things
require money.
If your income is low, or you are on social
assistance, you may feel a distinct and very real
lack of choice. A lack of money may even put
your body at risk, particularly if you require
medications or other supports to maintain your
quality of life.

Money and Choice
The more money you have, the easier it is to
make choices. Where you live, what you (can or
can't) eat, what you wear, and how you feel are
often influenced by money.
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In these cases, it is important to act on the
choices you do have and to be creative in
getting your needs met. How can you achieve
your goals with little or no money? Will cheaper
alternatives meet the same need? Are there
organizations that can offer financial (or other)
assistance? Can you offer a trade?

From these questions, choice leads directly to a
sense of responsibility; to yourself and to others.
It is the idea of responsibility that creates this
fear. But keep in mind that whatever choice you
make - the consequences can be dealt with in a
non-threatening, step-by-step manner.
Moving past your fears, taking action or making
decisions won't happen overnight. It will be a
slow, sometimes frustrating process. But this is
where expanding your comfort zones will start to
happen.

Someone might be able to help you reach your
goal and in return, you might be able to help
them reach one of theirs.
Finding Your Comfort Zone

A comfort zone is the zone of action that you
currently feel comfortable with. For example,
you may feel safe being with friends you already
know.

The ability to choose and to make decisions that
affect your life is a powerful thing. So powerful
in fact, that many people are scared of it.
Feeling powerless, and all of a sudden
discovering your personal power, is a shocking
thing. Questions you've never asked yourself
may come up; you may panic and think, "What's
next?"

How do you widen your comfort zones? By
taking risks! Call someone you're a little too
scared to have called before, ask for something
you've never asked for before. If it doesn't work
out how you hoped it would, at least you've
tried. With each risk you take, you become more
powerful and your experience of the world
grows a little. With your growing confidence,
your willingness to take risks that expand your
sense of self-worth will grow too.

Choice is scary because it leads to the
questions of "What's important to me? How do I
want to live my life? What do I think? How
should/could/would/will I act (in this situation?)”
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Plan for the risks you take, see them in your
mind's eye before taking them. What do they
look like? Is there any hesitation in your mind? If
there is, find a way to deal with it, or push
through it.

But if you're focussed and take things day-byday, you WILL reach your goal - only to find
you've set yourself another goal, and need to
travel yet another road!

But always go at your own pace, don't push
beyond a comfort zone until you are ready to do
so.
Two Steps Forward, One Step Back
Sometimes change in your life will happen
quickly. Things are going along great and your
goals are getting closer and closer to fulfillment.
And then something gets in the way: an object,
a person, or your own sense of doubt, selfworth, or (surprise, surprise!) your fear of
change.
And sometimes, that step back is what you
need: don't think right away that you're slipping
backwards and "failing to reach your potential."
It's normal to have setbacks, and to have to
recover from unforeseen obstacles.
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The Meaning of Success

You can involve:

!
!
!
!
!

The word "success" creates a lot of expectations
in today's society, even for able-bodied people.
For people with disabilities, the word may take
on a different shade of meaning: because you
are "disabled" somehow, people may not expect
much of you, and might not expect you to
compete in finding a job/house/family/car/
mortgage, at least in the conventional way.

friends
family
partners
people who will be affected by your decision
professional helpers such as counsellors or
social workers, depending on the type of
help you need and goal you'd like to reach.

Remember: just because you're getting help
from all these people, doesn't mean you have to
turn the whole process over to them! Involve
yourself: set boundaries, talk about the results
you want, brainstorm ideas from every possible
angle.

Set your own criteria for a successful and
meaningful life. That doesn't mean lowering your
expectations at all, but it does mean changing
them, and changing the ways in which you
achieve the goals you plan for.
Support Networks
Nobody makes decisions entirely alone. While
you may make a final decision on your own,
remember that you can always involve others in
your decision-making process.
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Who Should I Contact for Help?

A Right to Fail/A Right to Succeed

Often community and government agencies are
a good place to start, when searching for people
to help make your goals a reality. People in
these places (rec centres, for example) may
help you brainstorm or give you further ideas on
how to go about making the change you want.

As much as any other individuals, people with
disabilities have a right to succeed at what they
do. Success feeds your self-esteem, gives you
pleasure and drives you to newer and bigger
challenges, responsibilities and experiences.
But many would argue that the right to fail
matters just as much. Generally, your friends
and family are going to want to see you succeed
in life, because they are aware of the challenges
you’ve had to face (and may still face) and the
various issues you had to deal with while
growing up.

Need a starting point? Look on the Internet and
in the phone book for ideas on who to contact
and how to contact them, regarding your specific
needs. Get names, e-mail addresses and phone
numbers. The people you talk to might be able
to direct you to different kinds of resources:
other people, books, websites, or agencies.
Find out what an organization does before you
make contact, and be clear on what you need
from them. That way, they can tell you if they
can help you, or point you in the right direction,
if you need to look for something different.
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But every success must include failure and a
certain amount of hurt, on physical or
emotional levels in particular. How else
do people learn to pick themselves
up off the ground (literally, or
not) and keep on going? At
the very least, failure shows
us what we are not good
at, or what we don’t
like.

Begin to see your body, not as a fragile
one, susceptible to injury, but
as a strong one, capable of
powerful action.
Sometimes a goal
cannot be achieved
immediately, but
don’t let it go. In
the end, any
delays or
difficulties in
reaching it
are all part
of the
journey.

People with CP
don’t need to be
protected, nor
can they be
totally without
support. But
you are
entitled to
take risks
and
experience
success or
failure on
your terms.
Regardless of
your disability, life is
good, bad and all kinds of ‘in-between’. You
have a right to that range of experience and the
feelings that go with it.
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