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Key teaching points: Dementia is disease related -- not just a memory problem
First, dementia itself is not a disease. It is a condition (sometimes called a syndrome) that can be
caused by many diseases. A condition describes the effects or signs and symptoms of a disease.
Second, it is global in nature -- it affects a person’s entire range of thinking abilities. Often,
dementing diseases are thought of as diseases of memory. Memory is always involved but it is very
important to realize that other areas of thought or cognition are also involved.
Third, dementia interferes with social functioning meaning a person’s ability to act thoughtfully
and purposefully in the world changes. As the disease progresses, they become more cut off. This
means that the person gradually loses all the abilities he/she once had that allowed him/her to do
things in the world-not just hold a job, but hold a conversation; not just perform complex tasks but
do even the simplest of self-care activities.
Fourth, dementia occurs in a condition of clear consciousness. That is, the person is not
unconscious. Nor is his/her consciousness clouded. The person is not delirious (delirium is different
from dementia -- it is a transient condition that can produce very abnormal thinking). A person
with dementia can become delirious. There is no known association between delirium and
dementia -- that is, a person who once experienced delirium (e.g., following a surgery) will not go on
to become demented.
Fifth, almost all dementing disorders are progressive and irreversible. The person’s condition
deteriorates over time and the effects of the disease become worse.
Content: Savvy Caregiver Curriculum
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An estimated 5.7 million Americans of all ages are living with Alzheimer’s dementia in
2018. This number includes an estimated 5.5 million people age 65 and older and
approximately 200,000 individuals under age 65 who have younger-onset Alzheimer’s.
By 2050, it is projected that nearly 14 million Americans will be living with the disease.
The course of any individual’s disease will vary. A range of 6-20 years is not
unreasonable. Alzheimer’s disease and other related dementias are terminal illnesses.
Alzheimer’s disease is the most prevalent of all the irreversible dementias.
One in ten people aged 65 and older have Alzheimer’s disease.
Every 65 seconds, someone in the United States develops Alzheimer’s disease.

It is the sixth leading cause of death in the United States. Death is usually from a
complication of the disease -- the inability to report a problem, like an infection ( many
persons die of pneumonia).
Data: Alzheimer’s Association 2018 Alzheimer’s Disease Facts and Figures Report
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The way we interact with other adults is based on our assumptions of normal cognitive
functioning. It assumes that the other person is able to process normal reasoning,
memory, judgment, etc. It assumes people can deal in hypotheticals (what if) and that
they normally create plans and follow sequences (organization).
Practically everything we do as adults with other adults is based on these assumptions.
It structures how we treat other people, the expectations we have about them, and the
language we use to talk with them.
When communicating with persons living with dementia we need to form new ways of
interacting based on a more accurate understanding of the person’s cognitive
capacities.

(see Appendix 2 in Facilitators Guide for more information on What is Going on with
Brain?
Content: Savvy Caregiver Curriculum
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Our powers of mind help us to interpret, understand, and manage the world around us. Typically,
we manage and comprehend a large part of the world without a problem. Confusion, however, is
always a possibility because there is always the chance we’ll get in over our heads. Beyond some
certain point, all of us can be overwhelmed by confusion. We also have mechanisms for
recognizing that we’re nearing that threshold and for backing away from it to protect ourselves.
The onset of being overwhelmed is usually well recognized-we are seldom surprised by it. Usually,
there is ample warning that we are reaching a limit. Likewise, we can draw on experience to help
us draw up a plan or strategy on the spot to reduce the chances of being overrun by confusion.
We have a way of adjusting on the fly, seeing how close we are to our limit and removing some of
the stimuli to keep the experience within our capacities.
We also realize that sometimes we are overwhelmed and that, in those occasions, we sometimes
act (behave) in ways that we wish we hadn’t. We might lose our temper, yell at someone, use
language we don’t ordinarily use, make grave errors in judgment, have accidents, etc.
Three important things to keep in mind: It is an understandable consequence of being overly
confused and it can happen to anyone, even to people NOT affected by a dementia disorder. We
can look back at it and regret it and maybe even learn from the experience so that it might be
avoided in the future. We can apologize for it, if necessary.
Content: Savvy Caregiver Curriculum
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Guided Imagery Exercise to Demonstrate the Effects of Confusion:
Have everyone get comfortable, put down papers and pens, sit back and close their
eyes. Let them know that you will be walking them through a guided imagery exercise.
•Imagine that it is winter – bad weather – and that you are driving your car. PAUSE
•It is your least favorite time of day to travel – the light is poor. PAUSE
•You are on your least favorite section of the freeway – lots of merging traffic and lane
changing going on. PAUSE
•The road conditions are terrible. Snow is accumulating and the road is becoming slick.
You can feel the tires sliding. PAUSE
•It is snowing hard. Fat, wet flakes continue to cover the windshield and your wipers
begin to slow down. PAUSE
•There is very little space between cars and, because of traffic, you are driving faster
than you would like. PAUSE
•As you look in your rearview mirror, you see that a semi is now behind you, driving too
close. PAUSE
•In your sideview mirror, another semi is passing you. PAUSE
•There are no exits coming up and you can’t slow down. PAUSE
Ask them to open their eyes and reflect on the following questions: “How did this
make you feel?” “What did you want to do?” “Were you formulating a plan, strategy, or
adjustment to deal with your situation and emotions?”
Content: Savvy Caregiver Curriculum
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The take away from this exercise is that we all know that beyond our range of control there is a
universe that can be overwhelming, but, under normal circumstances we control things well
enough so that we never feel the terror of being out of control or overrun. The fact that we
spend some portion, and perhaps a lot, of our cognitive resources keeping confusion away
should tell us how powerfully scary confusion is. It is important to understand how the effects of
confusion feel so we can better help the people in our care and what is driving many of their
reactions and behaviors.
As the disease progresses, confusion occupies an ever-larger part of the universe of the person
with dementia, and the ability of cognitive powers to keep it at bay dwindles. As this happens,
the chances that the person will experience confusion; and the inability to protect themselves
from it, continue to increase. This will likely result in some kind of behavior that is intended to be
self-protective or to create distance from the confusion.
Also, as the powers of thought decline, so do the abilities to recognize that they are about to be
overwhelmed by confusion and to do something about it. Confusion strikes with less notice, the
person has fewer protective maneuvers against it, they have decreased ability to reflect back on
“inappropriate” behavior or to have regret (let alone make amends for it). This means care
providers have less notice that the person is about to become upset and therefore, less time to
take steps to help the person avoid the discomfort associated with confusion.
Content: Savvy Caregiver Curriculum
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Because dementia creates vulnerability for the person living with the disease due to
confusion it is important to recognize ways to support the person’s emotional needs.
When seen in the context of confusion and the fear of confusion, behaviors associated
with these needs become more understandable. As a care provider you have the ability
to become a fixed point of stability for a person living with dementia in an otherwise
uncertain and confusing universe. A touchstone for that person to hold onto to help
bring them back into a world that has more familiarity.
Agitation is a behavior that is typically associated with increased confusion. It is a signal
that the person is seeking calm, control, safety, security, and reassurance. As care
providers it is our responsibility to offer these. We do this by focusing our attention
away from a task we are trying to complete with the person and instead turn our
attention toward building a comfortable relationship.
Strategies need to focus on finding ways to let the person become involved in a task or
activity that allows him/her to be “anchored”. Much of a person’s behavior is linked to
getting a sense of reassurance and security from staying close to the care provider.
Once this relationship is established, care providers are more likely to be successful
with follow through of a task completion for the person living with dementia.
Content: Savvy Caregiver Curriculum
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Confusion, when unchecked, promotes discomfort for the person. When the person
experiences discomfort, she/he does something (behaves). In the case of a person
living with dementia, the behavior may take many shapes.

The force of confusion is outward and that is the frightening part, like coming apart at
the seams and fragmenting. The counterforce to confusion is the ability to focus on
something else-the ability to become zeroed in on some person, task, or activity.
The care provider’s task has to be directed at helping the person to remain as zeroed in
on things as possible. This helps reduce the episodes of confusion, increases positive
interactions with others, and provides a space for comfort.
Care providers have the ability to lessen a person’s confusion or increase it based on
the way they respond to the outward force of the associated behaviors.
Content: Savvy Caregivers Curriculum
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Under normal circumstances, we expect people to be primarily in charge of their own
behavior (that’s why “Person” is larger and bolder than “Others” and “Surroundings” in
this slide. Other people and the setting or environment contribute, but the individual
choice factor typically is the main one.
The key point here is that the person makes the choice for a behavior and is responsible
for it. People normally exert control over their actions and they choose their actions
based on some calculation of benefit.
Support from Others and Surroundings may have some effect on behavior but are not
the driving forces behind the persons ultimate decision to behave a certain way.
Content: Savvy Caregivers Curriculum
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As the disease progresses, the balance of influence shifts. The influence of Others and
of the Surroundings of a task, event, or activity become larger factors, and the Person
shrinks in terms of how much she/he affects or controls behavior, at least how much
she/he does so on an intentional basis. When powers like reason, organization,
judgment, and perception are compromised, intentional behavior becomes more
difficult and unlikely. Because language is impaired, persons living with dementia lean
into behaviors as their primary mode of communication. It is the easiest form of
communication we have available to us.
Care providers have to rely less on language to understand what the person is trying to
communicate and instead focus more intently on what may be driving the behavior, the
emotional truth behind the action. Things to consider include environmental
distractions, overload (overstimulation of the sensory system), boredom, fatigue,
unmet physical needs, and depression.
Some strategies include: Avoiding confrontation with the person (reasoning is no longer
an ability the person has and may likely lead to greater confusion and upset) and to
deal with the emotional truth of the situation (get the person to talk about the topic,
hold space for them, validate that their feelings are real and important to process).
Content: Savvy Caregiver Curriculum
Person-Centered Care in Practice, Dementia Reconsidered
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Person-Centered Dementia Care gives considerable emphasis to the importance of
understanding the role confusion plays on the overall well-being of a person living with
dementia. It also identifies disempowering attitudes and actions taken by care
providers that depersonalize communication causing higher incidents of challenging
behaviors exhibited by the person living with dementia. These types of interactions are
called malignant social psychology.
Keep in mind that the term malignant does not imply evil intent on the part of the care
provider. The work we do as care providers is done with kindness and good intent. The
malignancy is part of our cultural inheritance. It is based on methods of care that can
undermine personhood. Because of this it is often hard to spot. When seen from the
perspective of the person living with dementia the malignancy can be clearly observed.

Reducing the use of these negative interactions begins with being able to identify when
they are happening, learning about alternatives to these types of interactions, and
strategizing ways in which these interactions can be avoided.
(see Appendix 3 for definitions of each type of interaction)
Content: Person-Centered Care in Practice, Dementia Reconsidered
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These interaction types offer an alternative to engaging with a person living with
dementia. Through the following positive interaction the following benefits are seen:
social interactions, psychotherapeutic interactions, and social reciprocity. Note that the
first two benefits are initiated by the care provider while the third benefit is a direct
result from the other two.
Social Interactions include the following: Recognition, Negotiation, Collaboration, Play,
Stimulation, Celebration, and Relaxation.
Psychotherapeutic Interactions include the following: Validation, Holding, and
Facilitation.
Social Reciprocity include the following: Creating and Giving.
(see Appendix 3 for definitions)
Content: Person-Centered Care in Practice, Dementia Reconsidered
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These are some examples of the outward expression or behavior from a person living with
dementia who is content and involved in an activity, task, or conversation. They are the visible
evidence that the approach you are taking to meeting the person’s needs is working.
Content: Savvy Caregiver Curriculum
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Now we are going to watch a short video that will demonstrate the care provider(s)
using negative interactions as well as positive interactions. This video is shot from the
perspective of the person living with dementia. You will have a birds eye view of how
the interactions are interpreted by the person.
As you watch the video use the list of negative and positive interactions to help you
identify which ones are used.
Rate each negative interaction from the perspective of the person living with dementia
on a scale of either mild, moderate, severe, or very severe. Then identify the benefits
observed from the positive interactions.
We’ll give you some time to collect your thoughts and discuss as a group. (Feel free to
break a large groups up into smaller ones for better discussion if needed)
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We have seen that Alzheimer’s and dementia take away a person’s ability to function in
the world. The disease gradually deprives the person of the ability to take self-directed
action.

The care provider will more and more need to take control of the person’s behavior to
deescalate confusion and provide the appropriate supports.
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