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Informed Decision Making and the 
Power of Choice 

Supporting Individuals in Acquiring a Rewarding Life 
Experience

Presenter:  Jason Hopper, Manager of Staff Development 
and Training – The Arc Rockland

Why are you here today?

Learning Objectives:
• By the end of this workshop, I hope to 

increase your understanding of:
– What informed decision-making is (and what it is 

not)
– Why having choice is important for the people you 

support
– Your important role in supporting choice
– How to support people to make their own 

informed decisions
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The Top 5 Regrets Of The Dying

• A palliative care nurse named Bronnie Ware 
wrote a book about her experiences working 
with patients in hospice care, detailing the top 
five regrets of people about to die.

• What was the number one regret for people 
about to die?

“I wish I’d had the courage to 
live a life true to myself, not the 

life others expected of me”.
Informed Decision Making has 

the power to change this.

Lost At Sea

• You have chartered a yacht with three friends to take a trip 
across the Atlantic Ocean.  You are accompanied by a skipper and 
a two-person crew.

• While out in the middle of the ocean, there are engine 
problems.  the skipper and crew try to fix the engine and are 
caught in an accidental explosion.  The crew is now gone, the 
ship is on fire, and it is slowly sinking.

• Your location is unclear and there is no visible landfall.  As 
you head to the other side of the boat, you grab a four-person 
rubber life raft and a butane lighter.  On the other side of the 
boat, you scurry for whatever you can find that can help in your 
survival and you come across 15 items.  

• These 15 items are intact and undamaged.  Your task is to 
decide which 5 of these items are your most critical to survival 
and rank them.  Write the items in order of importance on the 
sheet provided.
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15 Items 

2 boxes of chocolate bars                                              15 feet of nylon rope 

Maps of the Atlantic Ocean                                       A floating seat cushion

A quantity of mosquito netting                  A 25 liter container of water 

20 square feet of opaque plastic sheeting                     A shaving mirror 

An ocean fishing kit & pole                                      A small transistor radio 

One bottle of 160 proof rum                                                                    A sextant 

A case of army rations                                              A can of shark repellent 

A 10 liter can of oil/petrol mixture 

15 Items
• 2 boxes of chocolate bars

• Maps of the Atlantic Ocean

• A quantity of mosquito netting

• 20 Square Feet of opaque 
plastic sheeting

• An ocean fishing kit and pole

• One bottle of 160 proof rum

• A case of army rations

• A 10 liter can of oil/petrol 
mixture

• 15 feet of nylon rope

• A floating seat cushion

• A 25 liter container of 
water

• A shaving mirror

• A small transistor 
radio

• A sextant

• A can of shark 
repellent
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Lessons of Being Lost at Sea…

• How did you make your choices?
• Did you have to ask someone next to you for 

help?

Five Steps in the Decision-Making 
Process

Five Steps in the Decision-Making 
Process

• Define the Problem/Situation
• Gather Information/Resources
• List Options/Choices
• Consider Outcomes
• Make a Decision and Reflect on 

Success/Failure
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Five Steps in the Decision-Making 
Process

• Define the Problem/Situation

Five Steps in the Decision-Making 
Process

• Gather Information/Resources
– Personal knowledge
– Any family/friends who can help?
– Where is the shop that normally services your car?
– Is it under warranty?
– Has this happened to you before?

Five Steps in the Decision-Making 
Process

• List Options/Choices
– Fix it immediately

• Can you afford to do that?

– Fix it in the immediate future
– Fix it a few weeks/months from now
– Completely ignore it!
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Five Steps in the Decision-Making 
Process

• Consider Outcomes

Five Steps in the Decision-Making 
Process

• Make a Decision and Reflect on 
Success/Failure
– Based on this experience and previous 

experiences, what would be your decision going 
forward?

Some Context…

• We all use informed decision-making!
So why do we need a training on it?!

Because people with disabilities have 
historically and systematically been denied the 

right to make decisions, take risks, and 
experience life in the way that those without 

the label of disability have.
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Maslow’s Hierarchy of Needs

Individuals Who Have Reached 
the Level of Self-Actualization
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Changing Context…

• The way The Centers for Medicare and Medicaid 
Services (CMS) defines home and community-
based settings changed in 2015. 
– No longer defined by what it is NOT- services provided 

in an institutional or congregate setting 
– Defined by personal autonomy and choice!

• Scheduling
• Food
• Visitors
• Daily activities
• Physical environment
• Who he/she interacts with

Changing context…con’t

• States must ensure people receive support to 
make informed choices.

• A person with a disability needs to be 
informed and give his/her consent, which is 
documented in his/her person-centered plan, 
to limit or modify his or her right to make 
choices. 

Big changes to all levels of the service system!

Decisions….

• A choice made from KNOWN options
– Person has to be informed of what the options are
– Involved making a judgement which:

• Possible actions are identified
• Possible consequences are identified
• The chance of a good or bad consequence is weighed
• The best option (at that time ) is selected
• The decision is implemented or acted on
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Choices: BIG vs. small

• Some decisions are made day to day:
• Meals and mealtime routines
• Bed time and routines
• How and with whom to spend leisure time 
• How to dress and how you appear to others

Keep in mind, a choice that may seem small to you may be BIG 
to the person you are supporting!

• Some decisions are life-defining:
• Where and with whom to live
• Friendships and associations with others
• Where to work and what you do for a living
• Sexuality and marriage
• Medical treatments 

THE 
GREATEST 
CHALLENGE 
TO ADULT 
INDIVIDUALS

LACK OF LIFE EXPERIENCES

 Individuals are going to make mistakes.  It is NECESSARY for them to 
make mistakes. Why?  Because it is part of learning and growing.  
Unfortunately, many individuals have not been allowed to make mistakes.

 Parents, who mean well, tend to shelter their child and not let them make 
wrong or poor choices.  While this can help a child to avoid a bad 
decision, it has ZERO educational value.  The result is a child who grows 
to become an adult and has no idea on how to make an informed choice 
in directing their lives.

 As a result, many individuals will make mistakes as adults that people 
without I/DD would not make.  People without I/DD have already made 
many of those mistakes in their youth and have been allowed to learn 
from them.
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LACK OF LIFE EXPERIENCES

 To start the learning process, you must help an individual to make an 
informed choice.  If the individual makes a choice that has a low chance 
of success, then the individual’s decision must be respected.

 Most importantly, the individual made a mistake because of a lack of 
experience in that particular life skill, NOT because they are disabled and 
incapable of independent choice. 

LEARNED HELPLESSNESS

The Dignity of Risk
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Dignity of Risk

◦ For every endeavor there is an element 
of risk and every opportunity for growth 
carries with it the potential for failure

◦ Individuals have a right to make an 
informed choice 

◦ To experience life and take advantages 
of opportunities for learning, developing 
competence, and independence

◦ Taking a calculated risk

Exploring Options:
The following is an example of a risk:
• Jamal recently obtained a job and is making enough money 

to support his entertainment habits.  At a meeting, he 
explains to his Care Manager that a friend occasionally asks 
him to borrow some money, no more than $10.  Jamal has 
said no to his friend because he needed the money for 
himself.  However, the act of saying “no” makes Jamal feel 
bad.  His friend did say that he would pay him back if Jamal 
lent him money.  

• What should Jamal do?  What are the pros and cons to 
lending money?  

33
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Informed Decision Making

Pros
◦ Lending money to a 

friend makes Jamal 
feel good

◦ It strengthens the trust 
between friends

◦ If Jamal needs money 
one day, who will have 
his back?

Cons
◦ His “friend” will not pay 

him back

◦ If he has no money for 
his entertainment 
habits, he cannot go 
out and/or buy 
anything

Avoid Power Struggles  

Avoid Power Struggles 
◦ Avoid Power Struggles

◦ If an individual chooses an option that has a 
low chance for success, do not try to 
convince the individual that they are wrong.

◦ Support the individual’s decision, but gently 
discuss the possibility of that option not 
succeeding and present examples of 
negative outcomes.  Suggest the benefit of a 
back-up plan.
◦ The back-up plan can NEVER be Mom & Dad

◦ If the person understands that there is a 
low probability of success and health and 
safety is not a factor, then the decision 
should be respected.
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Risk vs. Illegal
◦ Individuals should be educated on what 

risks they can take and what options are 
off-limits

◦ All choices that involve illegal activity 
should be discussed but an emphasis must 
be placed on why the individual should 
not engage in such activities.
◦ It’s not enough to say “Because it’s illegal”.  

State why it is illegal and how it can harm 
their bodies.

Safety and Risk

◦Safety is not an absence of risk.
◦Safety is matching the level of 
risk to personal well being.

Informed Decision-Making
• Closing thoughts:

– Deciding is a process… not a one-time event. 
– Indecision is a decision not to decide. 
– Unless the person is just learning to make 

decisions for the first time, Try to avoid 
‘either/or’ thinking; usually there are more 
than two choices.  Be imaginative and 
creative…

– All decisions have an element of risk
– If someone is making a decision that can have 

long time consequences take your time…
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Informed Decision-Making


