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Session I – Defining Dementia and Alzheimer’s Disease

After taking this course, participants should 

· Have a better understanding of Alzheimer’s disease and related dementias 

· Be better equipped to provide individualized care to individuals with Alzheimer’s disease

· Have a more comprehensive knowledge of communication and behavior management philosophies that will lead to positive, productive interactions with individuals who have Alzheimer’s disease or a related dementia

· Better understand the realities of working with Alzheimer families and how to make that interaction a win/win/win for the individual with Alzheimer’s, the family, and the health care professional

Welcome

Introductions:  How you do this depends on your audience.  If it’s a small group, you may want to ask each person to introduce him/herself.  In larger groups, you may want to recognize groups of individuals, such as nurses, social workers, administrators, CNA’s, family caregivers, etc.

Give a brief overview of the course and objectives.  Make the point that there is a lot to cover in the allotted time, and all participants should make every effort to adhere to the schedule, especially getting back from breaks.

Housekeeping:


Bathrooms are located ____________


Please mute or turn off all cell phones during sessions.

Instructors should decide if they want to take questions any time during the session or hold questions until the end.   

Beginning activity:  Quiz (Participant’s Workbook, quiz without answers)

How Much Do You Know About Alzheimer’s Disease?

Ask participants to take the following quiz..  Give them about five minutes to complete the quiz, and then go over the answers together.
True or false:

1. Alzheimer’s disease is a normal part of aging.  False
If there is memory loss and confusion to the point that it affects normal daily living, there is a reason for it.  That is not a normal part of aging.  It may not be Alzheimer’s disease; there are many conditions that may cause similar symptoms, but it is something that should be checked out.

2. Alzheimer’s disease was first diagnosed in 1980.  False
It was actually first diagnosed in 1907 by Dr. Alois Alzheimer.  The work he did was with a relatively young female patient (in her early fifties), and it was many years before researchers connected his work with what they were seeing in their older patients.  Much of the current research on Alzheimer's disease did not begin until the late 1970's and early 80's. 

3. The only way to confirm a diagnosis of Alzheimer’s disease is through an autopsy.  True

There is no single, simple test for Alzheimer's disease.  If doctors run a  series of tests and compare the results of the combined tests, they can be 85-90% sure it's Alzheimer's disease.  However, the only way to confirm that is through a brain autopsy.


4.  The most common form of dementia is Alzheimer’s disease.  True
Dementia is an umbrella term that describes a set of symptoms – memory loss, confusion, behavior changes, personality changes, etc.  Many things can cause dementia.  The most common one is Alzheimer's disease.  Dementia is the generic term;  Alzheimer's is one type of dementia.

5. Medicare or private health insurance pays for most long-term care for individuals with Alzheimer’s disease.  False

Medicare pays for long term care only when you have an acute care need in addition to having Alzheimer's.  For instance, if you break a hip and need 2-3 weeks of rehab after you leave the hospital, Medicare would pay for your stay in a nursing home while you receive therapy to help you recover from the broken hip.  Private health insurance does not cover the type of long-term care needed by most individuals with Alzheimer’s, unless you have a long-term care insurance policy.


6.  Alzheimer’s disease is fatal.  True

If Alzheimer's disease runs its course, if nothing else intervenes and causes that person's death (heart attack, stroke, pneumonia – which may be a side effect of Alzheimer's, because the immune system also breaks down), then, as brain cells die, functions and body systems continue to shut down.  Eventually, the body quits because of the destruction of brain cells.  However, you probably won't see Alzheimer's disease as cause of death on many death certificates.

Fill in the blanks:

7. There are approximately ________ West Virginians who have Alzheimer’s disease, and _________________ nationally.

41,000.   4,000,000.  How many of you were born between the years 1946 and 1964?  You're the baby boomers.  As baby boomers reach age 65 (beginning in 2011), the number of people with Alzheimer's disease will increase dramatically, tremendously overburdening a health care system that's already under a lot of strain.  We need research dollars now to find a treatment, cure, or way to prevent Alzheimer's before the baby boomers begin to reach the age of highest risk.

8. _____% of people 85 and older have Alzheimer’s disease.

Almost half – 47%.  And the fastest growing segment of the American population is people over the age of 85.  We're living longer, not necessarily healthier.

9. The hidden victim of Alzheimer’s disease is _____________.

The caregiver (family).  Many caregivers, because of stress and physical and emotional exhaustion, become physically sicker than their loved ones with Alzheimer's.  Some even die long before the family member they're caring for.  

10. The average lifetime cost per patient is $__________.

Close to $200,000.  And rising.  Couple that with the fact that Medicare and private health insurance don't cover most of the long term care costs, and you can see why this is such a burden for families.

Definitions (included in Participant’s Workbook):  We’ll be using the following two terms throughout the day, and we want to be certain that everyone is clear on the definitions:

· Dementia describes a set of symptoms – memory loss, behavior changes, personality changes – that are severe enough to interfere with normal daily activities.  This is the generic term, and many things can cause dementia.

· Alzheimer’s disease is a physical disease of the brain that results in impaired memory, thinking, and behavior.  It generally has a gradual onset.  It is progressive, degenerative, and irreversible, eventually leaving individuals with it totally unable to care for themselves.  Alzheimer’s disease is the most common dementia.

Two other related terms that you should know are

· Reversible dementia is a condition which is treatable, with the person potentially returning to his or her normal state.  It may have a physical or mental cause, including dehydration, infection, thyroid imbalance, diabetes, reaction to medication, and psychiatric problems.  When the underlying medical or psychiatric problem is successfully treated, the symptoms of dementia disappear.
· Non-reversible dementia is progressive, degenerative, and irreversible.  The most common non-reversible dementia is Alzheimer’s disease.  Other forms include vascular dementia, diffused Lewy Body disease, Pick’s disease, Huntington’s disease, and Parkinson’s disease.
Today we’ll be talking about non-reversible dementia and, especially, Alzheimer’s disease.  We’ll use both terms – dementia and Alzheimer’s disease – to refer to individuals for whom you will provide care. 

Background facts on Alzheimer’s disease (Included in Participant’s Workbook):

· As we said earlier, there are more than 4,000,000 Americans with Alzheimer’s disease, more than 41,000 of them West Virginians.

· Experts don’t yet know what causes Alzheimer’s disease.

· At the present time, there is no cure for Alzheimer’s.

· There are four medications on the market – Aricept, Exelon, Reminyl, and Cognex – that may delay symptoms for some individuals.  (While Cognex is still available, it is rarely prescribed because of potential side effects.)

· There is a genetic component to Alzheimer’s disease, with early onset Alzheimer’s being more directly hereditary.  What do we mean by early onset Alzheimer’s disease? (Alzheimer’s that occurs in individuals in their 40’s, 50’s, and possibly early 60’s.) 

· The number one risk factor associated with later onset Alzheimer’s is age.   Children or siblings of individuals with later onset Alzheimer’s disease have a somewhat higher risk of getting the disease.

· Alzheimer’s disease is not contagious.

· West Virginia has the highest average age and highest percentage of Medicare recipients in the nation.

· While the state’s total population is expected to remain constant indefinitely, West Virginia’s elderly population is projected to grow by 60% during the next 25 years due to low in-migration and the tendency for older residents to remain in the state.  

· The number one risk factor for Alzheimer’s disease is age.  One is ten persons over age 65 and nearly half of those over 85 have Alzheimer’s, and increasingly, it is found in people in their forties and fifties.

· Alzheimer’s disease is the fourth leading cause of death among American adults.

· It is the third most expensive disease in the United States, after heart disease and cancer.  The average lifetime cost per patient is close to $200,000.

· More than seven out of ten people with Alzheimer’s disease live at home.  Almost 75% of the home care is provided by family and friends.  The remainder is paid care, costing an average of $12,500 per year.  Families pay almost all of that out-of-pocket.

· Half of all nursing home residents suffer from Alzheimer’s disease or a related disorder.  The average cost for a resident’s care in a nursing home is $42,000 per year.

· The percentage of total Medicaid expenditures going to long-term care in West Virginia is a very low 23.1%, and the state is considered to be below average in nursing home expenditures.

· Neither Medicare nor private health insurance covers the long-term type of care most people with Alzheimer’s disease need.

· Lack of specialized services in West Virginia is a problem.  Where Alzheimer specific services are available, they are often offered in private pay settings, which many families cannot afford.

(Compiled from Alzheimer’s Disease:  Statistics and West Virginia Overview, Highlights, both from the national Alzheimer’s Association)

Ten Warning Signs of Alzheimer’s Disease (Participant’s Workbook, list only)

Some change in memory is normal as we grow older, but the symptoms of Alzheimer’s disease are more than simple lapses in memory. People with Alzheimer’s experience difficulties communicating, learning, thinking, and reasoning — problems severe enough to have an impact on an individual's work, social activities, and family life.

The Alzheimer’s Association believes that it is critical for people with dementia and their families to receive information, care, and support as early as possible. To help family members and health care professionals recognize warning signs of Alzheimer’s disease, the Association developed a checklist of common symptoms.

1. Memory loss. 

One of the most common early signs of dementia is forgetting recently learned information. While it’s normal to forget appointments, names, or telephone numbers, those with dementia will forget such things more often and not remember them later.

2. Difficulty performing familiar tasks. 

People with dementia often find it hard to complete everyday tasks that are so familiar we usually do not think about how to do them. A person with Alzheimer’s may not know the steps for preparing a meal, using a household appliance, or participating in a lifelong hobby.

3. Problems with language. 

Everyone has trouble finding the right word sometimes, but a person with Alzheimer’s disease often forgets simple words or substitutes unusual words, making his or her speech or writing hard to understand. If a person with Alzheimer’s is unable to find his or her toothbrush, for example, the individual may ask for “that thing for my mouth.”

4. Disorientation to time and place. 

It’s normal to forget the day of the week or where you’re going. But people with Alzheimer’s disease can become lost on their own street, forget where they are and how they got there, and not know how to get back home.

5. Poor or decreased judgment. 

No one has perfect judgment all of the time. Those with Alzheimer’s may dress without regard to the weather, wearing several shirts or blouses on a warm day or very little clothing in cold weather. Individuals with dementia often show poor judgment about money, giving away large amounts of money to telemarketers or paying for home repairs or products they don’t need.

6. Problems with abstract thinking. 

Balancing a checkbook may be hard when the task is more complicated than usual. Someone with Alzheimer’s disease could forget completely what the numbers are and what needs to be done with them.

7. Misplacing things. 

Anyone can temporarily misplace a wallet or key. A person with Alzheimer’s disease may put things in unusual places: an iron in the freezer or a wristwatch in the sugar bowl.

8. Changes in mood or behavior. 

Everyone can become sad or moody from time to time. Someone with Alzheimer’s disease can show rapid mood swings—from calm to tears to anger—for no apparent reason.

9. Changes in personality. 

People’s personalities ordinarily change somewhat with age. But a person with Alzheimer’s disease can change a lot, becoming extremely confused, suspicious, fearful, or dependent on a family member.

10. Loss of initiative. 

It’s normal to tire of housework, business activities, or social obligations at times. The person with Alzheimer’s disease may become very passive, sitting in front of the television for hours, sleeping more than usual, or not wanting to do usual activities.

Getting a Diagnosis:

A physician should be consulted about concerns with memory, thinking skills, and changes in behavior. For people with dementia and their families, an early diagnosis has several advantages.  Ask participants to name benefits of early diagnosis.  Use a flipchart to record their answers; add any they leave out.

· Time to make choices that maximize quality of life

· Lessened anxieties about unknown problems

· A better chance of benefiting from treatment 

· More time to plan for the future 

There is no one diagnostic test that can detect if a person has Alzheimer’s disease. The process involves several kinds of tests and may take more than one day. 

Diagnostic tools and criteria make it possible for physicians to make a diagnosis of Alzheimer’s with an accuracy of about 90 percent.

The diagnostic process will involve a primary care physician and possibly other specialists. Evaluations may include the following steps (Participant’s Workbook, page 5, list only) 

· Medical history, which collects information about current mental or physical conditions, prescription and nonprescription drug use, and family health history

· Mental status evaluation to assess sense of time and place; ability to remember, understand, and communicate; and ability to do simple math problems

· A series of evaluations that test memory, reasoning, vision-motor coordination, and language skills

· Physical examination, which includes the evaluation of the person's nutritional status, blood pressure, and pulse

· Examination that tests sensation, balance, and other functions of the nervous system

· Brain scan to detect other causes of dementia such as stroke
· Laboratory tests, such as blood and urine tests, to provide additional information about problems other than Alzheimer’s that may be causing dementia

· Psychiatric evaluation, which provides an assessment of mood and other emotional factors that could cause dementia-like symptoms or may accompany Alzheimer’s disease

The results of all of these tests should be evaluated together to determine a diagnosis.

Impact of the Diagnosis:  How do you think you would feel if you or someone in your family got that diagnosis?

Ask participants to discuss what they think the impact of the diagnosis would be on the individual and on the family.  There are no right or wrong answers.  In the last session today, we will talk about how this disease affects families and how that impacts their interactions with direct care providers.
Effect of Alzheimer’s Disease on Cognition, Behavior and Emotions
It is important that participants get an understanding of what and how changes occur.  The following changes are mild during the early stage of the disease and become moderate and then severe as the disease progresses.

Changes in Cognition

· Memory loss

· Learning difficulties

· Language problems

· Decreased ability to reason things through
Changes in Behavior

· Communication skills deteriorate (will discuss in Communicating session)

· Safety increasingly becomes an issue

· Activity of daily living skills deteriorate

· Behaviors problems may develop due to increasing confusion, frustration, and lapses in clarity and comfort (discussed in Behaviors session)

Changes in Emotion

· Emotional responses become disorganized and confused

· Apathy, a general flattening of moods, increases (Charlton Heston example)

· Moods may become very changeable, usually in reaction to changes in the immediate situation

· There is more of a possibility of volatile, explosive, or catastrophic reactions, usually provoked by surroundings.

Refer participants to the Stages of Symptom Progression in Alzheimer’s Disease in the left pocket of their workbooks.  Discuss the stages and symptoms as time allows.

Dementia Exercise

 Ask participants to stand for just a minute.  Ask, “How do your feet feel?”  Get reactions; then instruct the group to sit again.  

Each person should have cotton balls in a baggie.  Instruct each participant to put cotton in both ears.  Talk to them in a normal voice for about one minute.  You could recite part of a poem (the poem Look at Me is included in the left pocket of your manual), read from a book, or ask Alzheimer related questions.  Have them take the cotton out of their ears, and discuss what they heard and how it made them feel.  Then end by reading the whole poem, Look at Me, which sets the tone for the rest of the training, which focuses on the whole person, not just the disease.

We can’t simulate dementia, but we can demonstrate some of the frustrations many elderly people with dementia experience.

Ten Minute Break
All rights reserved, Alzheimer’s Association, West Virginia Chapter, 2003.  The Alzheimer’s Association, West Virginia Chapter, holds all rights to these materials.  Reproduction or sale of these materials is prohibited without written permission from the Alzheimer’s Association, West Virginia Chapter.
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Session II- Effectively Communicating with the Person 

Who Has Dementia

The purpose of this session is to

· Provide general principles for communicating with the individual with Alzheimer’s disease or a related dementia

· Offer practical applications for handling communication problems

· Gain a better understanding of the use of verbal and non-verbal techniques of communicating 

· Better understand the reality of individuals with dementia

· Emphasize the uniqueness of each person with Alzheimer’s disease or a related dementia

Beginning Exercise:  How to Get to Neptune 

(You’ll need one volunteer who is willing to be blindfolded, one volunteer who thinks he/she is good at giving directions, and a third volunteer to be Neptune.)

After first volunteer is blindfolded, ask “Neptune” to go to any spot he/she chooses in the room and remain very quiet.  Second volunteer is then instructed to give blindfolded volunteer directions “to get to Neptune”.  He/she can give any directions but cannot touch the blindfolded volunteer.

Points to make after exercise: 

· Wouldn’t it have been easier if he/she could have touched the blindfolded person?

· What if one of the directions had been “take off the blindfold”?

· Sometimes too many words can hinder communication techniques.  As caregivers, we must be creative and change our way of communicating with those who have dementia.

Research shows that only seven percent of communication is verbal; 38 percent is via tone; and 55 percent is non-verbal.  Thirty-eight percent tone!  Fifty-five percent non-verbal!  There’s so much emphasis on verbal communication today that it has made us less aware of the importance and power of unspoken communication.  For the person with Alzheimer’s disease or a related dementia, as the disease progresses, the unspoken language of the body and the tone of voice become more important than the words we use.

Anyone who comes in contact with an individual with Alzheimer’s disease or a related dementia has the ability to impact that person either positively or negatively.  To make that impact as positive as possible, all caregivers and direct care providers should project the following to the person with dementia (Participant’s Workbook, page 2, blank after each letter):

· P – Positive approach

· E – Empathy for what that individual is experiencing
· R – Respect for him/her as an individual
· S – Sincerity in your approach

· O – Openness

· N – Nonjudgmental attitude

Always keep your focus on the PERSON with whom you’re trying to communicate.

What if you were that person? (Participant’s Workbook, pages 2 & 3)

If someone were coming into your home to care for you, or if you were being admitted to a long-term care facility today, what would you want the staff to know about you?  Let’s face it – we all prefer that things be done a certain way.  We have our likes, dislikes, idiosyncrasies, and peculiarities.  These are the things that make us who we are.  So, it would seem that the better we, or someone acting for us, communicates these likes and dislikes to the people who would be caring for us, the better care we would receive.

Please indicate below the things you would most want staff in that long term care facility to know about you:

Then complete the following statements:

When I was a teenager, the music I liked best was _________________________.

The name by which I most like to be addressed is _________________________.

At night, before bedtime, my favorite snack is ____________________________.

When I was young, my favorite activities were ___________________________.

My favorite food has always been _____________________________________.

One food that makes me gag is _______________________________________.

My greatest fear is _________________________________________________.

My favorite movie of all time is ______________________________________.

The sport I liked best growing up was _________________________________.

The thing I like most about a bath is ___________________________________.

The thing I dislike most about a bath is ________________________________.

Why Problems with Communication Occur (Participant’s Workbook, blank after bullets)

· Short-term memory loss

· Decreased ability to concentrate

· Slowed response to stimuli

· Hearing difficulties

· Vision difficulties

· Inability to read, write or understand

Manifestations of communication problems may include the following (Participant’s Workbook, page 4, blank after bullets):

· Defensiveness

· Word finding difficulties or word substitutions

· Difficulty organizing words/thoughts logically
· Using familiar words repeatedly (such as “whatchamacallit”)

· Inventing new words to describe familiar objects

· Reverting to speaking in a native language

· Cursing

· Speaking less often

· Reliance on nonverbal gestures more often

· Frustration, anger, agitation, crying, and depression

· Fluctuations throughout the day

Whatever the causes and whatever the manifestations, communicating with individuals with Alzheimer’s disease and related dementias involves general principles that apply to almost all situations.  

General Principles of Communicating (Participant’s Workbook, list only).  Please use examples whenever possible.  It can be the stories you heard when you took the training or an example of your own.

1.  
Everyone is different. 

· Look around the room.  We’re all different, and if we all got Alzheimer’s disease today, we would each progress through it differently.  

· If you’ve seen one person with Alzheimer’s disease, you’ve seen one person with Alzheimer’s disease.

2. The individual isn’t trying to be difficult.

· It’s important to separate the person from the disease.

· The individual’s behavior may be very difficult to deal with, but it is a result of the disease.

· Try putting yourself in the Alzheimer individual’s place.  If you were experiencing memory loss, confusion, and frustration, don’t you think you would be rather difficult, too?

3. The “reality” of the person with dementia is different from your reality.

· Reality orientation, reasoning, rationalization, and logic do not work for most people with Alzheimer’s disease.

· Her reality is “right now.”  She is unable to plan for tomorrow, so there is no future.  She does not remember what happened yesterday, so there is no past.  There is only now.  “Right now,” though, in her reality, may be when she was sixteen or thirty-five or…
· Acceptance of his/her “reality” as part of the person with dementia is important in communicating with the individual.

· If recent memory is impaired, reality is somewhere in the past.  That reality may change from day to day.

· It’s easier and more productive to go to her reality than to try to get her to come to yours.  Jolene Brackey, who wrote Creating Moments of Joy, called it “living in their truth.”

· There is a sense of connection when a person tells a story, even if she is altering the truth.

4. Show that you are listening and trying to understand what is being said.
· Have you ever talked to someone you knew wasn’t listening?  How did that make you feel?
· Remember, you are both trying to understand each other, but most of the burden for understanding is on you.

· Encourage the person to continue to express thoughts even if she is having difficulty or you don’t understand.

5. Focus on feelings, not facts.  (Christmas in May story or your own example)
· Ask yourself, “In this situation, whose truth matters? 

· If your truth doesn’t matter, then focus on the feelings expressed in her truth.

· Reality orientation does not work with individuals with dementia and can be very frustrating to them. (Repeat)

6. Put the emphasis on what the person can do.

· For most people, being is doing.  Let the individual do as much as possible for as long as possible.  

· It doesn’t matter if the individual performs the task correctly.  It does matter if the person becomes upset because when he can’t do something he could previously do.

7. Prepare the person for what’s about to happen.

· Too much advance notice will likely lead to repetitive questions about the event.

· No notice or explanation may cause the person to be anxious or resistant.

· It’s difficult to strike a balance between the two.

8. Assume the person understands everything you say.  (Support group/prayer story or your own example)
· It’s rude to talk about someone as if she’s not there.

· We don’t know how much an individual with Alzheimer’s understands, especially if she can’t communicate a response back to us.

9. Be realistic; be patient.

· The individual’s abilities will change over time.  Adjust expectations accordingly to avoid frustrating the person with dementia.

· Encourage the person to take her time.

· Since it takes longer for the individual to process what you say, it will take longer for him to respond.  This disease teaches patience!

10. Don’t argue, criticize, correct, or reason.

· These are the ways we normally communicate.

· You will never win an argument with someone with Alzheimer’s disease.

· Avoid using negative statements and quizzing.  (Ex – You know who I am, don’t you?)

· Using the above channels of communication will produce a lose/lose situation – the individual will get frustrated; you’ll get upset; everybody loses.

11. Use distraction, or walk away and try again later.

· If you know enough about the person for whom you’re caring, you should know one or two things you can suggest to distract her and diffuse a potentially difficult situation.

· If you have the luxury of time, wait 10-15 minutes and try again.  You may get a completely different response.

     12.Keep your sense of humor, and remember, the person with dementia has one, too.  (Oregon caregiver story or your own example)

· People with dementia do funny things, just like the rest of us do.  Enjoy the moment.

     13.
If a behavior doesn’t hurt anyone, either the person with the disease or anyone else, and if you can put up with it, let it go, especially if you don’t have a good strategy for dealing with it.

· Sometimes it’s better to do nothing than to do something that may provoke unwanted behaviors.

· The big if, though, is whether you can put up with it. 

14.What you say and what she hears may be two different things.

· Some words may no longer have meaning to the individual with Alzheimer’s disease.

· Others may not register.

· With a shorter attention span, she may not be listening to every word you say. 

Take time here to have a little fun and play a game of “Gossip.”  Give the person at the front of the room on the left and the person at the back of the room on the right the following sentence in writing:

“Purple people in plaid suits are always exceptionally polite when asking politicians to participate in their purple polka dot parade down Picadilly Street.”  

Ask those two to whisper the sentence to the person next to them.  Each one passes on what he/she hears until it reaches the other end of the room.  Ask the final two to repeat what they heard.

You can make the following points after the game:

· Reiterate the point that what you say may not be what she hears.

· Did you notice how much shorter the sentence got as it was passed along? If we can’t remember long sentences or instructions, how can we expect someone with dementia to do it?

Effective Verbal Communication Techniques (Participant’s Workbook, list only)

Verbal communication is effective with individuals in the early and middle stages of Alzheimer’s disease to calm, reassure, and complete activities or tasks.

1. Address the person by name and identify yourself.

· Make sure to call the person by the name he/she prefers.  

· Identifying yourself is a common courtesy, and it may help to put the individual at ease.

2. Speak slowly and clearly, communicating one message at a time.

· Break all tasks down into simple steps, using short, easy to understand sentences.  (Examples:  Brushing teeth, taking a bath.  Ask participants to write the steps for each in short, simple sentences.  Go over the steps together.)

· Give the individual adequate time to respond.  Remember, time doesn’t mean the same thing to someone with Alzheimer’s that it does to you and me.  It takes longer to process what you say and longer to respond.

· If you have to repeat something, use the same words.  If you rephrase, you force the individual to begin processing all over again.  (If repeating doesn’t work, wait a few minutes, and try again, using different phrasing.)

· Be prepared to give the information more than once.  It may not register or be understood the first time or even the second.

3. Keep it simple.

· Emphasize key words; listen for key words.  Both of you are trying to be understood, but it’s up to you to do most of the understanding.

· Ask family members about possible meanings for words, names, or phrases that you do not understand.

· Avoid open-ended questions.  Help the individual to make a decision by limiting choices to yes-no or either-or.  Give example.

· Avoid pronouns.  Name the object or person.  

4. Put the emphasis on the person, recognizing the importance of the person as an adult.

· Use the person’s name frequently to keep her focused.

· Validate responses and feelings.  Remember that you are “living in their truth,” not yours.  Ask participants for examples of how they would validate the following statements:

“I want to go home.”

“My daughter never comes to see me.”  (And you know she’s there regularly.)

“I know you’re stealing from me, and I want you to leave.”

· Show respect.  Even though behaviors may be childlike, this is an adult with a history, who deserves to be treated like an adult.

5. Please, please watch your tone of voice!

· It’s not what you say; it’s how you say it.  Give four volunteers the following sentence to say, written out on four cards:  I didn’t do that.  Ask each to emphasize the underlined word.  (I didn’t do that.  I didn’t do that.  I didn’t do that.  I didn’t do that.) 
· She may not understand the words, but the feelings behind them will be communicated loud and clear.

· Your attitude is reflected in your tone of voice.  Keep it positive, soothing, calm.  You can say the sweetest things, but if your tone is brusque or angry, that’s what the individual with Alzheimer’s may hear.

Effective Non-Verbal Communication Techniques (Participant’s Workbook, list only)

Non-verbal techniques are used alone or in conjunction with words to reinforce messages or convey safety, comfort, and security.  Positive, non-verbal techniques are helpful at all stages of the disease.

The goal is to avoid any situations likely to create anxiety.  Note how the person responds to the non-verbal messages you send.

1. Approach the person slowly and from the front.

· If you’ve ever been startled from behind, you can understand how someone with dementia might respond.

· Make eye contact, and maintain it as much as possible.  If there are distractions, the person with dementia may not know who or what to focus on.  Maintaining eye contact helps to keep him focused on you.
· Use physical touch to calm the individual and to keep her attention – hugging, patting, stroking, holding hands, etc.  Note:  Know the individual!  If it’s someone who responds badly to being touched, then keep your distance.  Otherwise, patting, stroking, hugging, holding hands, etc. can be very effective for you and meaningful to the individual.

· Eliminate background noise as much as possible.  Since focus and concentration can be difficult to maintain, anything you can do to eliminate distractions may be helpful.

2. Take advantage of the power of body language!

· Be calm and supportive.
· Maintain a relaxed posture.  If you are tense, angry, frustrated, etc., it will show.

· Be aware of facial expressions.  You may be saying one thing, but your face is telling the person with Alzheimer’s something totally different. (Use facial expressions handout).

· Get low, and go slow.  As much as possible, get down to eye level with the person, and don’t appear to be rushed, even if you are.

· Just as with tone of voice, body language may convey much more to the person with Alzheimer’s than the words you use.

Written Communications (Not in participant’s workbook)

Font – Size should be large enough to be easy to read and should be sans serif.  If there’s any question, place clear yellow plastic over the page, and see if you can read it easily.  (There is a yellowing of the lenses, as we grow older).

Skills Building:  Verbal and Non-Verbal Communication Techniques

Divide the group into teams of 6-10 people for the scenarios that follow.  (Scenarios are included at the end of the Communicating Session in the Participant Workbook.)

1. Each team will discuss an assigned scenario, determine a course of action, and practice the techniques in their group.

2. Each team will demonstrate their solution to the entire group.  One person will assume the role of Laurie, and one will assume the role of the individual with dementia.

3. The group will discuss and critique the solution.

Scenario I:  Margaret at Bedtime

   Laurie was assigned to assist Margaret with getting ready for bed.  Margaret was accustomed to getting her nightgown on by herself and was very shy about being undressed.  Laurie entered Margaret’s room, after knocking, to assist and found Margaret had put her nightgown on over her clothes.

   Laurie didn’t think that Margaret would be comfortable sleeping in her clothes, so she wanted to convince Margaret to take off the nightgown.  Margaret resisted, and Laurie began helping her.

   Since Margaret’s ability to communicate is moderately impaired and she was unable to express her frustration, she became very agitated.  She tried to tell Laurie that she was shy and embarrassed, but her words would not come out right.  In her frustration, Margaret threw her nightgown at Laurie.

   What would you do to help Margaret cope with her escalating anxiety, help to restore her dignity, and provide whatever assistance (if any) Margaret needs to finish getting ready for bed?

Scenario II:  Frank Has Visitors After Dinner

   Laurie is assigned to care for Frank and is building a trusting relationship with him.  Trust and a friendly approach are very important to Frank, since he can become agitated quite easily.  Even though Laurie heard from other caregivers that Frank told very bizarre stories, Laurie has not experienced any such communication with Frank.

  Laurie and Frank have been getting along very well until one evening just after dinner.  Shortly after Frank entered his room, he comes out calling for help.  Laurie comes running and asks, “What happened, Frank?   Are you all right?”  Frank, in a very agitated state, tells Laurie there were four people in his room, each one yelling and screaming at him to “get out, get out!”  Laurie wants to reassure and comfort Frank.

   What communication approach will you use to convince Frank that it is safe for him to go back into his room and assure him that he can sleep in his room?

Scenario III:  Getting Mrs. Green to Brush Her Teeth
   It is 8:00am, and Mrs. Green has just finished her breakfast.  Laurie wants her to brush her teeth.  Mrs. Green always has food stuck in her teeth, and the charge nurse is going to come back in about ten minutes to make sure Laurie gets her to brush her teeth.  The resident is confused, and Laurie knows she needs to work really hard to get her to understand the directions she is trying to give her.  How does she convince her to brush her teeth?
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SESSION III

Understanding and Managing Behaviors
Instructor’s Manual

Session III – Understanding and Managing Behaviors

The purpose of this session is to: 

· Define behaviors and identify triggers

· Identify the meaning of behaviors and discuss examples common to persons with Alzheimer’s disease

· Identify possible causes related to challenging behaviors

· Discuss methods of behavior assessment and behavior management

· Identify effective techniques for managing challenging behaviors and maintaining the independence of the person with dementia

· Better understand discomfort and pain in dementia

Managing behaviors often becomes the most important aspect of care.  You’ll notice that we use the word manage, not change, because the only person whose behavior should and will change is you.
Beginning Behavior Exercises:
1.  Ask participants to pair up with person near them and find out something the two of them have in common that has nothing to do with work.  Ask each pair to quickly tell you what that common bond is.  Make the point again that to understand and manage an individual’s behaviors, it is essential that you get to know that person.

2.  To demonstrate how quickly a person can be made to feel uncomfortable walk up very close to a person seated in the room, lean over her and ask how she feels. (Uncomfortable)  What does she want to do?  (Push? Hit? Run?)  Explain that caring for someone with Alzheimer’s disease may result in similar reactions.

Dealing with Behavior Problems Common in Persons with Dementia or Alzheimer’s Disease

Why behavior challenges occur: (Participant’s Workbook, list only)

· Effect of Alzheimer’s disease on the brain:  AD involves areas of the brain that control emotions, causing some individuals to be more volatile and more prone to behavior challenges associated with acting out behaviors.

· Confusion:  When people are confused and they don’t understand what is going on around them, they are more likely to feel anxious, afraid, suspicious, and/or angry.  And they are much more likely to act out or exhibit behavior challenges.

· The nature of the caregiving situation and the directed care setting:  Caregivers are involved in providing very personal, intimate, and intrusive hands-on care to Alzheimer’s individuals, which often triggers behavior challenges.

· The impact of caregiver approach on behavior:  The actions and reactions of caregivers are two of the most important factors in determining whether or not the person with Alzheimer’s exhibits behavior challenges.  Caregivers can trigger problems and make them worse, or they can minimize them and make them better.

     (Refer to the Communicating session for Effective Communicating Tips)
Many behavior challenges occur within the context of activities of daily living, which include but are not limited to (Participant’s Workbook blank after bullets – ask participants to name – list on flipchart):
· Bathing
· Dressing
· Grooming
· Toileting
· Eating
· Dental care
· Medicating
A key principle that should guide dementia care practice is the importance of recognizing personal freedom, control, and independence for persons with AD or related dementias.

Remember:  ALL BEHAVIOR HAS MEANING.

Note:  Before starting to work with challenging behaviors, be sure that the person’s medications or medical conditions are not causing or contributing to their problems.  Be alert for sudden illness, effects of new medication or change in dosage, or any other sudden changes in the person’s life or surroundings.  (Sudden changes generally have a cause unrelated to the progression of Alzheimer’s disease.)

What are some examples of possible challenging behaviors exhibited by persons with Alzheimer’s disease? (Participant’s Workbook, list only)

1. Anxiety/agitation is defined as general unrest, uneasiness or apprehension.  These terms cover a broad range of behaviors, which usually change as the disease progresses.  This may include hostile actions, such as shouting, screaming and object throwing.
2. Assaultive/aggressive behaviors can be many of those listed under agitation, but are usually directed at the caregiver or another individual.  Hitting, pushing or threats commonly occur when a caregiver attempts to help an individual with daily activities.  This type of behavior is important to control, because aggressive individuals can cause injury to themselves and others.

3. Catastrophic reactions are emotionally intense responses to what appear to be trivial or minor occurrences.  They can appear as sudden mood changes, crying, verbal abuse and physical violence.  Catastrophic reactions may be a response to changes in the person’s environment or reflect increases in the person’s disabilities, possibly arising in the process of caregiving when caregivers fail to understand interpretive abilities of the individual with Alzheimer’s disease.  They usually happen when an event overwhelms an individual’s ability to think or react.  As with other challenging behaviors, the first step in preventing a catastrophic reaction is to be aware when they occur.  Anticipating and preventing these types of outbursts are possible when the caregiver remains calm, focuses on prevention and simplifies the environment.

4. Suspiciousness/paranoia is common in Alzheimer’s disease, as memory becomes progressively worse.  It is often exhibited when the individual believes her glasses or wallet or other belongings have been taken.  In reality, she may have forgotten where she put them.
5. Illusions are misinterpreted perceptions that usually do not last long, such as an individual mistaking moving shadows for people or animals.

6. Delusions are false, fixed beliefs that remain despite all evidence to the contrary.  Some people may insist that their spouse is an imposter or that their home is not their home.

7. Hallucinations are false sensory experiences (seeing, hearing or feeling things) without external stimulation.  These are common and can be made worse if the person has a hearing or visual impairment. 

8. Sleep disturbances can occur throughout the course of the disease.  A person may actually complain of sleeplessness or may just be found wandering at night.  Sleep disturbances accompany many of the other behavioral symptoms listed above.

9. Restlessness/wandering in an individual with Alzheimer’s disease can be anything from a minor irritation (aimless pacing) to a life-threatening problem (walking into a busy street or out in the cold).  Sometimes, wandering can be caused by a delusion, such as the person searching for a loved one who died years ago.  Whatever the cause, wandering often requires careful and creative management to prevent injury or even death.
10. Sundowning is an increased frequency or severity of confusion or other behavioral symptoms (often anxiety) late in the day or after dark.  It may be a result of fatigue or reduced sensory stimulation (less light or activity).  Sundowning is often easier to manage than some of the other symptoms because it occurs at a predictable time of day, and interventions can be targeted toward this time.

11. Depression is one of the most common behavioral symptoms of Alzheimer’s disease.  Various reports suggest that it is present in 25 to 65 percent of persons with Alzheimer’s disease.  Depression is treatable, using various psychological and behavioral techniques, and/or an antidepressant medication.

12. Inappropriate sexual behaviors are often misinterpreted in persons with Alzheimer’s disease.  Sexual behaviors must first be defined on the basis of appropriateness.  Such behaviors are determined to be inappropriate if the behavior is dysfunctional, serves no useful, healthy purpose, and does not fit within the setting or the environment.  Behaviors may include masturbation, undressing and touching in public.  However, these behaviors are often labeled as inappropriate because they make the caregiver or others uncomfortable.  The sexual desires and feelings of individuals with Alzheimer’s disease may remain intact, while their ability to express those feelings and use proper judgment is impaired. The goal, in whatever setting the inappropriate behavior occurs, should be to protect the individual and others from discomfort and embarrassment.  This may mean redirecting the person to a more private, appropriate setting to continue the behavior.

Possible Causes of Challenging Behaviors (Participant’s Workbook, blank after bullets):

Causes related to the person’s physical and emotional health – People with Alzheimer’s or a related dementia can have other health problems that greatly affect their behavior.  Listed below are some of the more common physical problems caregivers should be alert to:

· Effects of medication – people with AD are very vulnerable to over-medication, to reactions from combinations of drugs and to their side effects.
· Impaired vision or hearing – both of these problems can affect a person’s ability to understand what is being said.  If caregivers are aware of these deficits, they can compensate for them.
· Acute Illness – Urinary tract infection, pneumonia, gastrointestinal infection or fever may lead to increased confusion.  Since people with Alzheimer’s disease cannot always relate these illnesses, any sudden changes in behavior should be reported to the doctor.
· Chronic Illness – Angina, congestive heart failure or diabetes can affect a person’s mood and/or level of functioning.  Also, chronic pain associated with arthritis, ulcers or headaches can cause irritability.
· Dehydration – many people’s with AD or dementia do not get enough fluids, because they no longer recognize the sensation of thirst, or they forget to drink.  Symptoms of dehydration may include dizziness, confusion, refusal to drink, skin that appears dry, flushing and fever, and rapid pulse.
· Constipation – This can be very uncomfortable and eventually can lead to bowel impaction.  In some people with dementia, fecal impaction can lead to delusional behavior.
· Depression – Many of the symptoms of depression, such as impaired concentration, memory loss, apathy and sleep disturbances resemble those of dementia and Alzheimer’s disease.  It is difficult to differentiate between the dementing illness and the depression and often requires the examination and supervision of a doctor.
· Fatigue – Disrupted sleep patterns can cause angry or agitated behavior.
· Physical discomfort – If immediate needs are not being met, then the person experiences discomfort.  For example, the person may be hungry, the person may need to use the bathroom, or the temperature may be too hot or too cold.  
Causes related to the environment

· Environment too large – Sometimes the physical space in which the person with AD or dementia is living is just too confusing.  Try closing off part of the house.  In nursing homes, consider a small separate dining area for people who may need some assistance with eating.  Encourage small groups (4-6 people) for social activity programs rather than trying to include 20 or more impaired people at one time.

· Too much clutter – Sometimes there is too much in the environment for the person to absorb.  Try removing furniture that is no longer being used or other objects that may be in the way.  If the person tends to wander, clear a pathway through the house.  Whenever possible, simplify the environment so that the confused person is not too overwhelmed.
· Excessive stimulation – When there is too much going on in the environment, such as music during conversation, or there are too many people around, some people with dementia or AD may respond with anger, frustration or withdrawal. 
· No orientation information or cues – As the disease progresses and the level of impairment increase, people encounter problems negotiating in the environment.  People with AD or dementia become dependent on the environment to support them.  They may get lost trying to find their way to the bathroom, because all of the doors in the hallway look the same.  Some people with AD may still be able to read and understand signs.  Some people will be able to follow a sign indicating the direction of the bathroom; some will recognize a bright colored awning over the bathroom door; and still others may need a line painted on the floor from the dining room to the bathroom.
· Visual spatial skills – The person may not be able to distinguish between specific rooms, may not want to go into a dark or dimly lit area, may not step on carpet or flooring of a different (usually darker) color, or may miss the chair or toilet due to an inability to judge distance.
· Poor sensory environment – As people age, their ability to see, hear, feel, smell and taste changes.  Usually one or more of these senses are impaired in people with dementing illnesses.  Lighting, visual contrasts between floors and walls, and the use of colors can affect a person’s ability to concentrate when he/she is trying to eat.  Patterned tile floors can look like steps, causing the person to trip or become uncertain.  Glare from direct sunlight or a highly polished floor can affect a person’s ability to see.
· Unstructured environment – People with AD or related dementias need a certain amount of routine and daily structure.  This can assist in minimizing stress the person with memory loss may be feeling.  For example, do not change the furniture arrangements in the house.  At the same time, there needs to flexibility built into the daily routine to accommodate the changing moods of the person.  For example, a rigid bath schedule can cause problems for both the person with AD and the caregiver.  HAVE A PLAN – BUT BE READY AND WILLING TO CHANGE IT.
· Unfamiliar environment – An environment which is new or unfamiliar is more likely to be confusing to the person with AD or dementia.  Try to focus activities to an environment the person is used to.  For some people, going to a restaurant or going on a trip can be upsetting and lead to a catastrophic reaction.  Create a warm, friendly environment that best resembles the person’s home, with space for living room, kitchen and family room.  The décor should include familiar colors, objects and possessions.
Causes related to the task

· Task too complicated – Although some tasks seem simple to us, they are too complex for persons with AD or dementia.  Getting dressed or brushing teeth are examples of tasks that are very complex, because they involve many steps.  Breaking tasks down into small, concrete steps is one effective technique that enables the person with AD or dementia to continue to do tasks successfully. 
Task related exercise:

Have everyone in the class take 2-3 minutes to write directions for someone to follow when brushing her teeth.  Ask how many steps they wrote down. You can tell them here that someone (obviously with no life) determined that there were more than 70 steps.  Compare the directions - the details included, the details left out, the sequence, etc.  Discuss the differences, similarities and complexity of what is usually considered a simple task. 

· Too many steps combined – Combining several steps together may cause increased confusion and frustration leading to eventual failure of the task at hand.  By breaking the steps down into small, simple, easy to complete steps, it ensures success.
· Sequencing – Note the above teeth-brushing example.  Also, if clothing is not laid out in the right order, the person may put underclothes on over clothes.

· Tasks not modified for increasing impairments – As the person’s functioning declines, the caregiver may have to assist the person with the first few steps of the task to get the person started.  Eventually, the caregiver may have to do most of the steps; even then, it is important to keep the person involved, by allowing them to do one or two simple steps.  Continual assessment of the person’s capabilities is necessary to avoid unnecessary frustration.

· Task unfamiliar – People with AD or dementia gradually lose their ability to learn new tasks or skills.  Focus on familiar tasks the person may have done before the onset of the illness, such as washing or drying dishes, making beds, folding laundry, gardening, etc.  Knowing the person you are providing care for is essential in determining the quality of care you provide.

Task Related Exercise

Stop here to try a very familiar task – making a peanut butter sandwich (from Karen Stobbe’s “In the Moment” training).  Have all your supplies in front of you – peanut butter, napkin or plate, extra napkins or damp cloth to wipe your hands off afterwards, knife, loaf of bread.  

Simply state


“I am going to make a peanut butter sandwich, and I will need all of you to tell me how to do it.  I will try to hear your instructions as though I have Alzheimer’s disease.”

You may have to prompt people to get them going.  Usually, the first instruction is to open the loaf of bread.  If you don’t appear to know what you’re doing, someone will probably say to untwist the tie.  If you do it right, you can twist it tighter, no matter which direction you’re twisting.  Eventually, you become frustrated and just tear open the bag of bread.

Keep going, taking their instructions literally, exaggerating what they tell you to do, picking up the knife at the wrong end, getting peanut butter on your fingers, etc, but always following the instructions that are given to you. Just think how someone with dementia might interpret each instruction.  (Some participants may want to help you.  Make the point that people with AD need to do as much for themselves for as long as possible, as long as it’s not too frustrating for them,  even if it’s frustrating or exasperating to us.  The person just needs the right instructions and needs them broken down, so she can understand each step.)  Acknowledge if someone uses your name.  Listen for and acknowledge if someone gives you praise.

Don’t stop till you have a sandwich and take a bite out of it.

Causes related to communication – Communication between the caregiver and the person with Alzheimer’s disease or dementia is an extremely important—and often difficult—part of the caregiving process. People with dementia may become angry or agitated because they do not understand what is expected of them.  Or they may be frustrated with their inability to make themselves understood.  (Refer to the session on Effective Communicating.)
Exercise:  Divide participants into small groups (Each table could be a group, or, to get people moving around, assign a number, 1-2-3-4 or 5, to each person.  Designate a part of the room for each group).  Ask all to discuss the following questions (write on a flipchart):

· What do people with Alzheimer’s disease or a related dementia need to feel comfortable and safe? 

· What things would make them insecure, uneasy, or afraid?

Give groups several minutes to come up with their lists.  Then ask volunteers to list their answers on a flipchart.  Hang each sheet on the wall.  Point to make:  Those who come in contact with individuals with dementia have the ability to make that person feel fearful and insecure or comfortable and safe.  Look at what’s listed, and silently determine if there are things you need to change.  

Through training and experience, those providing care learn

· It is your responsibility to anticipate problems or events.

· If you properly anticipate, you may successfully prevent problems or events.

· If you cannot anticipate the problems, you should have an established method for correcting problems or events as they occur.

Two Methods of Assessing and Managing Behaviors

There are a number of ways to assess behaviors and try to find the “trigger.”  Below are two methods – the eleven “W’s” and the ABC Method.  (You can do these briefly, but make the point that there should be some system in place to assess each inappropriate behavior and determine ways to both react to them, and, even better, learn why they happen and make the necessary changes to prevent them from happening again.)

Ex:  A male nursing home resident, at the end of every month, wanted his check, thinking that he was still employed.  He would become very upset when he didn’t get it.  One of the staff found an old check, whited out much of the information and made the “check” out to him.  They then cashed the check for him with monopoly money, and he was happy – until the end of the month – at which point they repeated the process.

The “Eleven W’s” of Challenging Behaviors (Participant’s Workbook, page 5)


There are specific questions caregivers should address when trying to define a behavior: (Participant’s workbook has the bolded words only.)

· WHO actually has the challenging behavior (person or caregiver)?
· WHAT is the specific problem (behavior)?
· WHY does it need to be addressed (who is it hurting/bothering)?
· WHAT happens just before the behavior (triggers)?
· WHERE does the behavior occur (environment)?
· WHAT does the behavior mean?
· WHEN does the behavior occur (morning/evening/bath time)?
· WHAT is the time, frequency and pattern of the behavior?
· WHO is around when the behavior occurs?
· WHAT is the outcome of the behavior?
· WHAT is the desired change or outcome of the behavior?

ABC’S – AN INTRODUCTION

People who have Alzheimer’s disease often pose severe behavior management challenges for those who provide care.  This training will provide you with techniques to manage the behaviors of Alzheimer’s disease and other individuals with dementia.  Since Alzheimer’s disease and other dementias attack each person’s brain in different places at different rates of speed, you will find that each person’s behavior is different.  But overall, when caring for persons with dementia, you will see certain types of behavior.  You may learn techniques to manage behaviors that you think make your job difficult.  Most importantly, these techniques will help you observe and manage the behavior of persons as they change over time and will allow you to adapt and change your interactions for the best results.

Persons with dementia show a variety of different behavioral symptoms, including (but not limited to) anger, agitation, depression, suspiciousness, paranoia, wandering, sexual inappropriateness, hallucinations and delusions.  All of these can pose serious difficulties to the person trying to provide good care.

What is meant by the term “behavior”?  Behavior is action that you can see and describe.  While behavior might result from an emotion, we will not be exclusively concerned with emotions, but concentrate on behavior, or what you can see happening.  Because you can see behavior, you can get information about it, such as how often it happens?  Or, who is around when it happens?

Using behavior management techniques, behaviors can be changed in the following ways:

· Eliminated (the behavior no longer occurs)

· Decreased (not happening as often)

· Increased (happening more often)

The ABC Method of Behavior Management  (Participant’s Workbook, page 6)

Once the behavior is identified, the management of the behavior can be established.  The ABC Method is described below:

· First:

Identify the behavior




Look at only one behavior at a time




Observe clearly and objectively, 

only what you see

· Second:
Identify what happened immediately 

before the behavior occurred

· Third:
Identify what happened immediately 

after the behavior occurred

	B

Behavior

	A

Antecedent

	C

Consequence


OR




Usually our energy is directed at C (trying to handle the behavior).

If we shift our energy to A (which triggers the behavior), we may be more effective at managing the behavior.

BEHAVIOR OBSERVATION FORM (Participant’s Workbook, page 7)

Behavior:

__________________________________________________________________

__________________________________________________________________

Date:___________________________Time of Day:_______________________

Antecedent:

What happened immediately before the behavior?

__________________________________________________________________

When did the behavior happen?
______________________________________________________________________________

Who was around?

______________________________________________________________________________

What activity was going on?

__________________________________________________________________

Where was the person with Alzheimer’s?

__________________________________________________________________

Describe the above in terms of behavior.  Do not try to guess emotions or thoughts.

__________________________________________________________________

Consequence:

What happened as a result of the behavior?

__________________________________________________________________

What did you do?

__________________________________________________________________

What did the person with Alzheimer’s do?

__________________________________________________________________

Were others involved?

__________________________________________________________________

Who?

__________________________________________________________________

What did they do?

__________________________________________________________________

Source:  Linda Teri, PhD, (Dept. of Psychology & Behavioral Sciences, RP 10, Univ. of Washington, Seattle, WA 98195) From:  Managing & Understanding Behavior Problems in Alzheimer’s Disease and Related Disorders: A Manual and Videotape Series for Caregivers of Patients with Alzheimer’s Disease and Related Disorders, 1991.

Behavior Management Exercise:

Refer to the ABC Method Behavior Observation Form. Demonstrate the following specific behavior, and ask participants to complete the ABC Observation Form.  (You may not want to go through the whole observation form, but ask them to determine the antecedent, the behavior and the consequence.) Discuss the observations and the consequences.

Scene

A person with Alzheimer’s disease walks out of his room and sees the nurse and caregiver talking at a nearby nurses’ station.  He starts yelling.  They go over and comfort him.

In this situation, the “A” (antecedent) of the behavior was the person seeing the nurse/caregiver talking at the nurses’ station.

The “B” (behavior) was the person with AD yelling.

The “C” (consequence or result) was the response from the nurse and caregiver—they talked with and comforted the individual.

Summary

The person was comforted after he yelled, which is good because the caregivers showed concern, but, at the same time, they “rewarded” him for yelling by comforting him.  He will most likely repeat this behavior.  They were right to comfort, but they need to keep their warmth and attention to a minimum and save their warmest reactions and comfort for when he is behaving in calm and more cooperative ways.

Developing a Plan of Action (In Participant’s Workbook)

After completion of the strategies to assess the behavior, caregivers can begin to determine a plan of action for managing the behavior. (Participant’s workbook blank after bullets.)

· All persons involved in the care need to be involved in the planning

· Consistency is necessary for a positive outcome

· Reactions of caregivers must be consistent

· Flexibility is essential

· Allow adequate time for the plan to work

· Assess the results of the plan

· Be aware that failure is a possibility

· Try again with a new plan, and again, and again, until you find one that is successful

Effective Techniques for Managing Behaviors  (Participant’s Workbook, list only)

Note:  Not all behavioral symptoms are problems.  If certain behaviors do not cause difficulties for the person, caregiver or others, the best strategy may be to do nothing.  However, if a particular behavior is a challenge, try to understand it first.

1. Establish a rapport with the person before trying to assist with ADL’s or other tasks – if she likes you, she will probably be more willing to do what you’re asking her to do and let you help, as necessary.
2. Diversion or Distraction – move or shift the person’s attention from one stimulus to another

Example:  While visiting about the good old times, the person becomes anxious and wants to pace.  By diverting attention to the beautiful flowers in the room or a picture on the wall, the person seems to forget what was upsetting them and then calms down.

3. Removal – separating the person from the situation or the stimulus.

Example:  If a person does not eat while at the kitchen table with the family or with other persons in the dining room, have the person eat alone.

4. Redirection – move or shift energy from one activity to another.

Example:  Find a task the person likes to do and provide opportunities to do that task.  He/She may get bored, so vary the tasks as needed.

5. Task breakdown – separating an activity into smaller and simpler

segments or steps.  This is most commonly used in daily care/self care activities, but can also be used for recreational activities, such as craftwork or eating (making a peanut butter sandwich, for example). 
6. Don’t rush the person or act like you’re in a hurry.  How does it make 

you feel when someone is rushing you to do something faster than you’re capable of doing? Encourage the person to do as much for himself as possible, but give help before the person reaches a point of frustration.  Never take over an activity just because the person is slow.

7. Stimulus control – provide limited choices for the person.

Example:  Set two pair of pants and two shirts on the bed, and let the person choose what he/she wants to wear.  More than two choices (the entire drawer or closet) can be overwhelming.

8. Environmental manipulation – Control noise levels, lighting and temperature.

Example:  Increasing the level of light indoors as the sun is setting helps many individuals who typically experience increased agitation at this time of day (sundowning) remain calmer and less disoriented.

9. Reassurance – provide a sense of safety and security.  This is most 

effective when fear and anxiety are the root cause of the behavior.  Give encouragement – freely and frequently.

Example:  Take time routinely (at least every 1-2 hours) to spend time with the person, even when there is no specific task to perform.  It provides a sense of security, because the memory loss does not allow the person to recall the last visit.  

Also, praise for small successes – when they happen.  Give compliments as soon as they are earned – if you wait, the praise may have no meaning to the person with dementia. 

10. Setting limits – take control of the situation and don’t allow certain 

actions/activities to happen, i.e., walking onto a busy highway or away from the facility.  Setting limits/saying “no” is used as a LAST RESORT or when the person is at immediate risk of injury to himself/herself or others. 

12.Respect the person’s privacy and level of modesty – Remember that

     their generational needs may be different from yours.

13.Do not keep the individual waiting – Have everything you need ready

     in advance.

14.Establish a routine based on preferences of the individual, and  

maintain that routine to the best of your ability.  How would you like it if someone determined your routine every day?  Wouldn’t you hope they’d take your likes and preferences into consideration?

One last point:  ARGUMENTS ARE USELESS AND CAUSE INCREASED ANXIETY AND STRESS FOR BOTH THE INDIVIDUAL AND THE CAREGIVER!!!!!!!!!!!

Assessment of Discomfort and Pain in Persons with Alzheimer’s (Included in participant’s workbook)
A means for assessing pain and discomfort is necessary if the person has lost his/her cognitive capacity and verbal communication abilities.  People with AD become dependent on staff/caregivers to assess and treat their pain and discomfort.

· Pain is the most common symptom of many chronic diseases in older adults.

· 66 to 83 percent of persons in nursing homes indicate the presence of pain at least some of the time

· Complaints of pain cannot be dismissed even if the person later forgets she reported having the pain.

· Individuals with AD usually have concurrent medical diagnoses, such as osteoarthritis, osteoporosis, migraine headaches or chronic back pain.   

Determine co-existing medical conditions

· Caregivers need to be made aware of pain history 

· Caregivers need to consider the possibility of pain when exploring strategies for reducing challenging behaviors.

Skills Building Exercise

Ask each table to determine a challenging behavior.  It could be one that someone at the table has experienced with an individual with Alzheimer’s disease or one that the group chooses because it’s relevant to the work they do.  (Have one or two behavior challenges in mind in the event that a table can’t decide on one)  Ask each table to use one or more of the behavior management techniques in this session to develop a plan of action to manage the behavior challenge they selected.  Give them 10-12 minutes to develop a plan.  Ask one member of each group to state the behavior and explain the group’s plan of action to manage it.

All rights reserved, Alzheimer’s Association, West Virginia Chapter, 2003.  The Alzheimer’s Association, West Virginia Chapter, holds all rights to these materials.  Reproduction or sale of these materials is prohibited without written permission from the Alzheimer’s Association,  West Virginia Chapter.
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Session IV – Making Activities Meaningful

The purpose of this session is to: 

· Gain a better understanding of the benefits of activities for persons with memory loss

· Learn guidelines for choosing activities for individuals with Alzheimer’s disease or a related dementia

· Identify meaningful activities that can be modified through all stages of dementia

· Better understand the importance of knowing your resident when planning activities

· Learn how to work with an individual with dementia to implement an activity successfully.

· Understand the “best friends” approach to activities
Begin with this 10-minute exercise:

Ask participants to do the following:

1. Write five of your favorite things to do when you’re not working.

2. Tell the person next to you (or people at your table) why you enjoy these activities.

3. Imagine not being able to do the activity that you love the most.

4. How would your life change?

5. Who else would be affected by this loss?

Being is doing.  

Activities are important to all of us.

Meaningful activity is beneficial to the person with Alzheimer’s disease and includes activities of daily living and daily interactions with family and caregivers.

Remember, everyone who works with or interacts with a person who has memory loss is providing an activity.  The amount of satisfaction people get from doing the things that make up each day, with or without help, goes a long way in determining their overall satisfaction with life.  

Under normal circumstances, people choose to do things that

· They feel they have control over

· They feel good about

· They can do well

· They do voluntarily

· Provide security, inclusion, and affection
Daily activities, including basic care and daily life events, should reflect the choices an individual would have made had he/she been able to make those choices.

Definitions:

· Activities – The things we do.

· Ability – What a person can do

· Failure-free activity – An activity that cannot be done incorrectly.  The purpose is to have fun, socialize, and be involved in the process.

The Alzheimer’s Association Activity Philosophy:

The activities that make up a person’s daily experience should reflect as much as possible that person’s preferred individual lifestyle, while enabling a sense of usefulness, pleasure, and success at as normal a level of functioning as possible.  (Alzheimer’s Association Activity Based Alzheimer’s Care: Building a Therapeutic Program).

Goals of Activities 
Activities should be designed to

· Encourage socialization

· Add variety to the individual’s day

· Promote interaction

· Encourage creativity

· Provide exercise

· Add zest to the life of the person with Alzheimer’s disease or another dementia

Benefits of Activities (Participant’s Workbook)

Meaningful activities should

· Structure time and make the best of remaining abilities

· Help to reduce undesirable behavior

· Be fun and enhance quality of life

· Provide intellectual stimulation

· Help maintain independence and physical well being

· Encourage socialization

· Help person feel useful

· Alleviate family concerns about the person “not doing enough.”

Guidelines for Choosing Activities (Participant’s Workbook)

Activities should, first of all, be interesting.
When choosing an activity, you should also consider (Participant’s Workbook, blank after bullets)

1. Who is the person with memory loss? 
· Is the person male or female?

· Medical information

· Family history

· Social/cultural information

· Work history

· Interests/abilities

· Does the person begin activities without help?

· Needs – What does the person need help with?

· Strengths of the individual

· Person’s best time of day

· What does (or did) the person value?

2. What is the activity?
· Make activities part of the daily routine

· Is it failure-free?  Focus on enjoyment, not achievement

· Does it make the person feel valued?

· Does it involve others?

· Does it use the resident’s strengths (abilities)?

· Will it help maintain independence?

· Is it fun?  Focus on enjoyment, not achievement

· Is it appropriate for an adult?

· What is the purpose?

· Does it involve a lot of directions?

· Do you need to change the activity to make it work?

· Can it be adjusted as the disease progresses?  You may need to incorporate more repetitive tasks or expect the person to take a less active role as he/she progresses through the stages of AD.  

· How long will the activity last?

· When will the activity be finished?

What is the best approach?

· Concentrate on the process, not the product.

· Be flexible.

· Be realistic.

· What equipment do I need?

· Be clear on the steps to follow.

· Remain positive, calm.

· Do not criticize or correct.

· Simply, structure, supervise, and participate.

· Help get the activity started, if necessary, or help with difficult parts of the activity.

· Make it easy.

· Respond to verbal and non-verbal feelings.

· Encourage self-expression

· Let the person know he/she is needed.

· Try again later

3. How does the environment impact the activity? 
· It should be free of distractions and safe, with no dangerous objects.

· People can hear and see each other and the leader.

· Change the surroundings, if necessary, to encourage activities

· Make alternate activities available, if needed.

· Do you have enough help for this activity?

· Minimize distractions that might frighten or confuse

Making a Plan:  Structuring the Day

When planning activities for the person with Alzheimer’s, think about how you organize your own day:

· There are times you want variety and times you welcome routine.

· You want activities that provide meaning and purpose, as well as pleasure.

People with Alzheimer’s disease want and need the same things.

The Best Friends Approach to Alzheimer Care, by Virginia Bell and David Troxel, states the Best Friends Approach to activities as follows (In Participant’s Workbook):

· The art of activities is not in what is done; it is in the doing.

· Activities should be individualized and tap into past interests and skills.

· Activities should be adult in nature.

· Activities should recall a person’s work-related past.

· Activities should stimulate the five senses (sight, hearing, taste, touch, and smell).

· Doing nothing is actually doing something.

· Activities should tap into a person’s remaining physical skills.

· Activities must be initiated by others.

· Activities should be voluntary.

· Intergenerational activities are especially desirable.

· Activities we think will never work sometimes do.

· Activities should appeal to the caregiver as well as the person.

· Personal care is an activity.

· Activities can be short.

· Activities are everywhere.

Also from The Best Friends Approach to Alzheimer’s Care is the following list of types of activities that the authors have found to be successful (Participant’s Workbook, page 7, list only):

· Performing personal care

· Taking a bath can become a bubble bath – with laughter and blowing bubbles

· Dressing can be a fashion show

· Brushing teeth can become a taste test for new toothpaste.

· Combing hair can be combined with a quiet sing-along.

· Toileting can be a time to provide extra reassurance.

· Applying makeup can be a time to make funny faces in the mirror.

· Giving a manicure can be a time to compliment the person.  (If you have emery boards handy, ask participants to pair up and decide who will give the “mini-manicure” and who will be the recipient.  Then ask those who received to tell you how it made them feel.  It’s likely that some found it relaxing and enjoyable, while it may make others uncomfortable.)

· Eating a meal can be a time for conversation or to ask an opinion.

· Doing chores

· Gardening can become a fun activity when someone is squirted with water from the hose.

· Polishing the furniture can make someone feel useful.

· Folding clothes can keep hand-eye coordination intact.

· Drying dishes can bring back early family memories.

· Raking leaves can be good exercise.

· Cooking can be a chance to smell strong spices.

· Shelling peanuts can evoke the skill of counting.

· Being with pets (Zoo video available from Alzheimer’s Association office)
· Birds singing can provide an impromptu concert.

· Brushing a dog’s fur can be an opportunity to give and receive love.

· Petting a friendly cat results in its soothing purr.

· Feeding ducks can be a highlight of a relaxing, sunny afternoon in the park.

· Giving a person some responsibility for pet care can make him or her feel needed and can build self-esteem.

· Using the magic of music (Sing-a-long video available from the Alzheimer’s Association office)
· Attending a church choral concert can be a chance to dress up in fancy clothes.

· Putting on a favorite song can be a wonderful distraction if the person is about to become angry.

· Tapping fingers and/or toes to a pronounced rhythm can provide the person with exercise.

· Dancing cheek-to-cheek can be romantic.

· Holding a whistling contest can make everyone laugh. (If you have time, you can get a few volunteers and try this.)
· Singing familiar songs can reduce anxiety.

· Reminiscing – it is a basic human need to think about the past and reminisce.  You can encourage it with any of the following:

· A bottle of perfume, which may bring back memories of a high school prom

· Advertisements in a 1950’s Life magazine

· Old household implements such as a washing board, apple peeler, or flat iron, which may lead to humorous comparisons between then and now

· Antique farm implements, which may lead to stories about farm life

· Honking the horn of a vintage car, which may bring back memories of a first date or first vehicle

· Imagination Vacation (available from the Alzheimer’s Association office)

· Remembering old sayings, clichés, or rhymes

· Flashcards of old sayings could be prepared in a fill-in-the-blank format, creating a game.  Example:  “Necessity is the mother of _________.”

· Rhyming words, such as glad and sad or post and toast, can be an activity that may distract a person while he/she is being bathed.

· Classic poems can be read for enjoyment, and some persons might surprise you be recalling them as well.

· Similes relating to animals, such as “loose as a goose” or “naked as a jaybird,” can bring laughter to even the most serious person.

· Playing word games

· Naming opposites, such as up and down, top and bottom, or right and left, can be played during potentially stressful times (doctor’s visit, on a trip, etc.).

· Listing words related to a certain color, such as Red Sea, red sky, red flag, may allow individuals with Alzheimer’s disease to participate in group activities.

· Composing a get-well card together can fulfill the need to help others.

· Using Scrabble letters to spell out key words from the person’s past can be a way to honor the person’s life story and touch on past achievements.

· Naming state capitals can be a pleasurable memory game.

· Doing activities with children

· Making a Halloween mask together can involve both individuals in a fulfilling art project.

· Reading stories aloud to one another may be an opportunity for praise.

· Walking together can provide exercise and a chance to “smell the roses” or pick wildflowers.

· Blowing out candles, exchanging presents, singing “Happy Birthday”, and eating birthday cake can make everyone smile and laugh.

· Being with children can make it acceptable for adults to play childlike games and work simple puzzles.

· Getting hugs and kisses that children give so freely makes the person feel loved.

· Enjoying quiet time

· Starting a new tradition of afternoon “high tea” and cookies can build a daily ritual.

· Taking a daily walk focuses the person on a single task and can be equally enjoyed by the caregiver.

· Taking a drive down a country road is another chance to be outdoors.

· Watching hummingbirds can help the person connect with nature.

· Performing spiritual activities
· Reading aloud from the Bible or other religious texts can be reassuring.

· Listening to organ music or gospel music can evoke past memories of church activities.

· Praying remains a powerful, meaningful act for many people with dementia.

· Celebrating religious holidays and continuing to attend religious services can help a person feel connected.

· Seeing a beautiful sunrise or sunset can lift a person’s spirit and make him/her feel more attuned to the universe.

· Recognizing old skills might include the following:

· Whistling or singing

· Dancing or clogging

· Reciting a memorized speech or poem

· Playing marbles (with a child)

· Carving a corncob pipe

· Cooking a special dish

· Signing one’s name with a fountain pen
· Creating arts and crafts provides a wonderful opportunity for persons to utilize their remaining strengths and abilities:
· Drawing or painting a memory from childhood, such as a house, school, creek, or forest

· Recognizing familiar paintings in an oversized art book

· Using clay to sculpt an animal

· Assembling a mobile from objects gathered on an impromptu scavenger hunt (pinecones, leaves, feathers, etc.)

· Creating suncatchers for the windows

· Filling oranges with dried cloves to give as gifts

· Designing and/or making decorations for a holiday party

Additionally, exercise is good for everyone, whether you have Alzheimer’s or not.  (This would be a good place to stop and do a short exercise routine, with stretching, deep breathing, chair exercises, anything that gets everyone moving and gives them examples they can use with their residents or clients.)

Conclusion:  “Certainly, there are many more activities that can be done with almost no materials or money and on the spur of the moment.  The authors encourage the reader to take on the challenge of doing activities with knack…Remember that the Best Friends philosophy is that the secret is not necessarily in what you do – it is the doing.  Life is an activity!”

Developing an Activities Schedule (Participant’s Workbook, blank after bullets)

To help develop an activities schedule, it might be useful to keep a journal for a week: 

Based on the journal, set up a written schedule, which may include the following:

Morning activities:

· Wash face; brush teeth; get dressed

· Prepare and eat breakfast

· Enjoy coffee and conversation

· Discuss newspaper; make a craft; or reminisce about old photos

· Take a break, or have quiet time

· Do chores together

· Take a walk, or play a game 

Afternoon activities:

· Prepare and eat lunch

· Clear and wash dishes

· Read mail

· Listen to music, do a crossword puzzle, or watch television

· Do some gardening, or take a walk

· Take a short break or nap

Evening activities

· Prepare and eat dinner

· Clean up the kitchen

· Reminisce over coffee and dessert

· Play cards, watch a movie, or get a massage

· Take a bath, and get ready for bed

· Read a book, or look through a magazine

Skills Building Exercise

(Before beginning the following activity, hand out 101 Things To Do With the Person Who Has Alzheimer’s Disease and refer participants to the exercise earlier in this session on types of activities.)

Activity:  Planning for Socialization 
Ask participants to think of an individual with Alzheimer’s disease or related dementia, describe the person’s abilities and interests, and use the information in this session to plan one or more activities for that person.  Participants have this activity in their workbooks.  Steps 1-4 should be done individually.  Participants should then discuss Step 5 in small groups to help them complete Step 6.  Give them 10-15 minutes to complete the activity, and then ask for volunteers to talk about the process and what activities they chose.

Activity Steps (These are in participants’ workbooks)

1. Write the name of an individual with Alzheimer’s disease that you know.

2. Identify five things you know about this person.

3. Write down three needs of this person.

4. Write down three abilities of this person.

5. Discuss who this individual is, his or her strengths and needs, and some possible activities he or she would enjoy.

6. Write down your selection(s) below.
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Session V – Working with Families of Individuals with Alzheimer’s Disease or Related Dementias

The purpose of this session is to

· Better understand the series of losses experienced by family members of individuals with Alzheimer’s disease

· Explain the adjustment process families experience with Alzheimer’s

· Gain an understanding of measures families need to take to help them cope with the losses they experience throughout the course of the disease

· Offer ways health care professionals can help families cope with the losses they experience and the decisions they must make

Beginning Exercise

Prior to the training, tear out pages from magazines that you can cut up into puzzles.  The more the pages look alike, the better.  Determine the approximate number of people you will have at the training to figure out how many puzzles you will need. (Each magazine page should be cut into five or six pieces, different sizes and shapes.)  Mix them up, and give each participant one piece.  (If you have an extra piece or two, you may have to hold onto those and let participants know that you may have one of the pieces to their puzzle).  Tell participants that you want them to find the rest of their puzzle, and turn them loose to compare their piece to everyone else’s.  If you have a small prize for the winners, that’s fine.  (Sometimes you have to encourage them a little to get them moving and interacting with each other.))  

Points to make after they have completed their puzzles:

What did you know about the puzzle when you had just one piece? Not much.  
What did it take to complete your puzzle?  Teamwork or working together.
Providing quality care and programming for an individual with Alzheimer’s disease or a related dementia also requires working together, involving the individual, the family, and the health care professional.

Family Adjustment (Participant’s Workbook does not include bullets):

Since Alzheimer’s disease is a progressive, chronic disease, families who have a loved one with the disease experience a series of losses.  Depending on the family, some of the following losses in a loved one may hold more significance than others:

· She gets the diagnosis of Alzheimer’s disease

· Her ability to drive is impaired

· She can no longer live alone

· Incontinence is an every day occurrence

· She no longer recognizes family members

· She needs 24-hour care

· She seems near death but lives on indefinitely. 

Additionally, family members adjust to Alzheimer’s disease in unique and individual ways.

The process of adjustment involves grief and loss, also know as anticipatory grief (grieving before the death actually occurs).  

This adjustment process does not always occur in clearly defined stages and is influenced by the following (Participant’s Workbook, list only):

Age and health of the person with memory loss

· Younger individuals with Alzheimer’s disease pose different problems for family members

· Diagnosis is more of a surprise or shock

· Person may still be breadwinner

· There may be children at home

· Spouse may work, have other responsibilities – affects caregiving

· Disease generally progresses more quickly; family must adapt to changes in loved one more frequently

· Older person with Alzheimer’s disease

· Person may experience other unrelated physical problems

· Spouse may have health problems which limit caregiving ability

· Caregiver may be required to take on responsibilities he/she has never had to do before

Length of the illness

· This can be a very long journey

· It’s difficult to plan because of the unpredictability of the disease

· Financially

· Physically 

· Emotionally

Family relationships

· You’ve all probably seen it – the family that wants to do “what’s best for mom”.  They just can’t agree on what “best” is

· If there are already relationship problems among family members, this could make it worse.  Examples include

· Adult child who was mistreated by the individual with AD

· Siblings who don’t get along

· One or more brothers and sisters who feel that it is one sibling’s responsibility to provide the care because

· She’s better at it

· He’s the favorite

· She has time

· He lives the closest

Roles of family members

· Roles change, and this is especially difficult for adult children

· Who does what?  The more defined the responsibilities, the better

· Encourage family members to hold a family meeting

Who Are the Family Members, and How Do They Impact Care?

· Who are the family members who may provide care? (Let participants provide the list.  Add any they leave out.)

· Spouse

· Siblings

· Adult children

· Sons- and daughters-in-law

· Grandchildren

· Long distance caregivers

· Extended family

· Friends

Stages of Family Experience (Participant’s Workbook, page, list only),

Adapted from Alzheimer’s:  The Complete Guide for Families and Loved Ones, Howard Gruetzner, Chapter 8

Family members, in unique and individual ways, may experience any or all of the following:

1. Denial – The initial response that nothing is wrong and no assistance is needed

Denial

· Is a natural reaction

· Can prevent a family from seeking help

· Can create family conflict

Helpful Interventions

· Provide accurate information on dementia when appropriate

· Listen without judging

· Do not assume the person is in denial.  It may be lack of information

· Recognize that you can’t make someone accept the realities of the disease

2. Over-involvement – Trying to meet all the needs of the person with dementia and refusing help from everyone

Over-involvement

· Is a caregiver trying to be “superwoman”

· Can create a barrier to getting help

Helpful Interventions

· Encourage the family member to express feelings, such as guilt, loss, and anger.

· Keep the family member involved in care and care planning.

· Offer assurance that providing quality care is a priority

3. Anger – A result of the physical, emotional, financial, and social burden of providing care

Anger

· May be directed at the person with Alzheimer’s disease, at themselves, at health care professionals, at God

· Can stem from feelings of loss and abandonment

· May stem from embarrassment at the individual’s behavior

· May result from frustration and/or exhaustion

· Can cause guilt

Helpful interventions

· Discuss directing anger at the disease rather than the person

· Encourage interaction with other families going through the disease

· Listen without judging or taking sides

· Encourage the caregiver to take some time for himself/herself.

4. Guilt – A feeling which comes from a sense of wrongdoing in words, actions, or thoughts.  

Guilt may result from

· Old conflicts

· A wish for the individual to die

· Placement and other tough decisions

· Feeling like you haven’t done enough

· “Having a life”, when your perceive that the individual with AD doesn’t

Helpful Interventions

· Learn more about guilt and how it affects residents’ families

· If the guilt persists, recommend counseling

5. Acceptance – Full understanding of the process of Alzheimer’s disease and its effect on the individual and others.  (Family members may revert to earlier stages of adjustment during the course of the disease).

Helpful Interventions

· Encourage the caregiver to pursue personal interests and hobbies.

· Encourage involvement in care (if appropriate) and continue to ask his/her help and support on caregiving issues

· Enable the caregiver to see setbacks as temporary

Ten Signs of Caregiver Stress

Even with full understanding and acceptance of Alzheimer’s disease or a related dementia, caregivers still experience tremendous stress, which may manifest itself in any of the following ways:

1. Denial – about the effect the disease will have on a loved one.  Ex.:  I know Mom is going to get better.

2. Anger – at the person with Alzheimer’s or others, angry that few treatments are available and no cure exists, angry that people don’t understand what she’s going through.

3. Social withdrawal – from friends and activities that once brought pleasure.

4. Anxiety – about facing another day and what the future holds.  Ex.:  What happens when he needs more care than I can provide?

5. Depression – which begins to break the spirit and affect the caregiver’s ability to cope.  Caregivers of individuals with dementia are more likely to experience depression than non-caregivers.
6. Exhaustion – which makes it nearly impossible to complete necessary daily tasks and more difficult to think clearly and make tough decisions.
7. Sleeplessness – caused by a never-ending list of concerns.  Ex.:  What if she wanders out of the house or falls and hurts herself?
8. Irritability – which leads to moodiness and triggers negative responses and reactions. This may lead to arguments with the person who has Alzheimer’s, and we already know that nobody wins when that happens. 
9. Lack of concentration – which makes it difficult to get things done.
10. Health problems – begin to take their toll physically, mentally, and emotionally – headaches, stomach problems, depression, and many other conditions.
How do you handle stress?

Ask participants to share their answers to the following questions:

How does stress affect you?

What do you do to alleviate stress at work?

Or use Stress handout

Acknowledge and/or discuss their responses.  Relate their responses to the experiences of caregivers of individuals with Alzheimer’s or a related dementia.

Things families can do to cope – things health care professionals should encourage and reinforce (Participant’s Workbook, blank after bullets):

· Learn as much as possible about Alzheimer’s disease to understand what is happening to the person

· Develop realistic expectations for the future.  A person with Alzheimer’s disease is not going to get better and will gradually get worse and require more care.

· Accept past mistakes; learn from them; and go on.

· Become aware of mental and physical reactions to stress.  As examples of mental and physical reactions, you may ask participants how they react to stress.

· Accept and enjoy successes and breakthroughs, but understand that they are temporary.

· Accept that it’s normal to have feelings of frustration and anger at the person with Alzheimer’s.

· Realize that taking out these feelings on the person with Alzheimer’s disease is NOT acceptable.

· Take care of yourself.

Families feel particularly helpless and guilt-ridden when they turn over the care of a loved one to others, whether it’s in a daycare setting, at home, or in a long term care facility.  They don’t do it because they think you can provide better care!  

Why do families turn to others to provide care for a loved one? (Participant’s Workbook, blank after bullets)  

There are a number of reasons, but the two primary reasons are

· The deteriorating health of the caregiver

· There’s no one who can provide the ongoing care

Both the person with Alzheimer’s and the family struggle to adjust to new roles and/or adapt to new settings.  Some of the fears and concerns that may emerge include (give examples when you can)(Participant’s Workbook, list only)

· Becoming a “parent” to a parent

· Think how difficult it would be for you to change roles and make decisions for your parents, especially decisions they don’t agree with.  Have any of you experienced this?

· The community or other family members condemning the decision to place a family member, adding to the guilt the caregiver already feels

· The quality of care a loved one will receive

· Families hear stories about in-home care or long term care facilities, and they generalize those stories to apply to all nursing homes, assisted living, etc.

· Some may base their view of what long-term care is like on what it was thirty or forty years ago.

· The future

· It’s uncertain.

· It looks gloomy.

· Spouses, especially, mourn the “loss” of their mates

· The possibility of eventually getting Alzheimer’s
· As awareness grows, this fear is becoming more prevalent.

So, in the midst of all this turmoil, how can you get families to understand that you are part of the solution and not part of the problem? (Participant’s Workbook, page 5, blank after bullets))

1. Be yourself.

· Remember that you got into this to help people.

· Approach family members with a friendly and relaxed manner.

· Don’t tell them you are overworked or too busy.  They will think you don’t care.

· Listen to the family’s methods of providing care – you may learn some new tricks!

· Share the problems you are having with their loved one (within reason and within the guidelines set by your employer), and ask their advice.

2. Be a good listener.

· Pay attention to what families say and what they do.

· Repeat what they say back to them to be sure you are both clear on what was said.

· If you don’t understand something, ask them to clarify it.

· Ask questions, and listen to the answers.

· Don’t take complaints personally.

· Keep in mind that family members are stressed, and we all act inappropriately sometimes when we’re stressed.  Small problems seem much bigger.

3. Understand that the family is grieving.

· The anger, frustration, helplessness, complaints, suspiciousness, condescension and unrealistic expectations are part of the grieving process.

· If the complaints are legitimate, accept them, learn from them, move on, and try to do better.

4. Let the family know how special their loved one is to you.

· Ask the family to tell you about the person before the illness.

· Talk with the family about the good times.

· Have family/staff activities, such as potluck dinners

· Write notes to the family.

· Remember a spouse’s birthday and anniversary with a card.  

· If you get a gift from a family member, write a thank you note promptly.

· When the resident dies, send a sympathy card.

5. What more can you do?

· Empathize – “It’s very understandable to be upset in this situation…”

· Give family members the opportunity to help with care and offer suggestions

· Encourage them to attend a support group

· Talk about their loved one as if she/he were a part of your family

· When you take their advice, let them know what happened, how it turned out.

· Use the family as a consultant.

· If there is a problem, always approach the family first (with a smile).  Don’t wait for them to approach you.

· Ignore any condescending tone.  It may be directed at the situation and/or the illness.

· Don’t take it personally.

· Talk with your social worker, counselor, or director of nursing about the family’s concerns and the effect it’s having on you.

Understand that you are a special person in the lives of each family.

Skills Building Exercise:  Case Studies (Scenarios below are in the Participant’s Workbook) Please make the point, especially if there are family caregivers among the participants, that these are worst case scenarios and that certainly most family members do not fall into these categories.

Have participants break into four small groups.  Assign each group two of the following scenarios (one if time is short).  Ask the group to read the assigned case studies (study) and

· Discuss probable reasons for the behavior of the family members

· Suggest two or three ideas to help the family with the feelings they have toward the situation

· Note when the staff person can manage the situation and when he or she needs to get a supervisor involved

· Discuss several approaches to resolving the issues – there’s almost always more than one right answer

Scenario 1:  The Long-Distance Daughter

The 48-year-old daughter, Jolene, travels from California to visit her mother, Margaret, twice a year.  On each occasion, Jolene is full of criticism about the care.  She spends hours crying and fretting over her mother, who is in the late-middle stages of Alzheimer’s disease and doesn’t recognize her daughter at all.  At every opportunity, the daughter approaches the staff with, “why don’t you do this or that differently?”  All of this is upsetting to Margaret, who becomes more agitated during her daughter’s visits.  The daughter wants to know what you are doing that is upsetting her mother.

Scenario 2:  The Family That Really Likes You
This large family makes frequent visits to the personal care home to see their father and grandfather, Harry, who recognizes his own sons and daughters but gets confused about the identity of the grandchildren.  Family members visit in groups of three or four.  On this visit, they approach you with stories about another caregiver in the facility.  The stories suggest that another caregiver has not been as careful with Harry as the family would have liked.  They compliment you on the care you provide, and ask, “Since you do better with him, can you be assigned to take care of him every day?”

Scenario 3:  The Concerned Family

Thelma is in the late stage of Alzheimer’s disease and her husband, Ted, can no longer provide all of her care.  As the changes in Thelma become more evident, her son and daughter have gotten more and more concerned about their mother.  They demand that you spend more time with their mother, because clearly the care is not as good as it once was, or she would be doing better.  You overhear a conversation in which the son is advising his father to hire a lawyer “who will make these people do what’s right.”

Scenario 4:  The Family That Stays and Stays

George was recently admitted to a nursing home in the late middle stage of Alzheimer’s disease.  Alice, his wife, arrives early in the morning and stays until late at night every day.  She is very attentive to her husband, who recognizes her and begs her to stay with him.  She insists that she should feed him all his meals, and she brings only a sandwich and an apple for herself.  Alice helps with the bathing and dresses George and sits with him outside in good weather. The staff appreciates her help, but George has shown no interest in participating in activities.

Remember:  You and the family want the same thing – good care for the person with Alzheimer’s disease.

Build on each other’s strengths – you’re on the same team.

The end.

Thank you for coming today.

____________________________________________

Give out Certificates of Achievement to everyone who was there all day.

Make sure that social workers and registered nurses have all signed the appropriate sign-in sheets.

Social workers should also receive a special certificate for CEU credit.

Registered nurses can use the Certificate of Achievement for continuing education purposes.  The provider number is WV-2002-0406RN.  The WV Alzheimer’s Association office will send the sign-in list to the West Virginia Board of Examiners for Registered Professional Nurses.

Please turn in evaluations.  Trainer should mail copies of the evaluations to the WV Alzheimer’s Association, 1111 Lee St. E., Charleston, WV  25301.

All rights reserved, Alzheimer’s Association, West Virginia Chapter, 2003.  The Alzheimer’s Association, West Virginia Chapter, holds all rights to these materials.  Reproduction or sale of these materials is prohibited without written permission from the Alzheimer’s Association, West Virginia Chapter.
THE PERSON COMES FIRST: 

A PRACTICAL APPROACH TO ALZHEIMER CARE

Materials/Supplies List

Instructor’s manuals

Participants’ workbooks

Warning signs sheet or brochure

Stages of AD sheet

101 Things To Do

“Men at Work” sheet

Small baggies filled with popcorn kernels and cotton balls

Magazine puzzles

Registration list

Nursing sign-in sheet

Social work sign-in sheet

Directions to training location

Name tags

Certificates of Achievement

Easel

Flipchart

Markers

Pens

Sign – Nursing accreditation,  AOA funding

Refreshments – breakfast and breaks for those locations that don’t provide it

Blindfold or bandana

Copies of poem “Look At Me”

“Gossip” sentence typed on two separate pieces of paper

Mailing list sign-in sheet

Lined paper for note-taking to put on each table

Alzheimer’s Association materials

Receipt book

Evaluations

LOOK AT ME

My body may look wrinkled,

Spots are on my skin from age,

But I could tell you stories…

That would fill page upon page.

I no longer do a day’s work,

Though I’ve done more than my share,

I cannot walk a fast pace…

Or get easily from my chair.

My hands and fingers may be stiff,

My back a little bent,

My taste buds have diminished…

And it’s hard to smell a scent.

My eyes are poor, my hearing’s gone,

My hair has turned to gray,

I cannot do the things I’d like…

To occupy my day.

I do not want your pity,

Please don’t take away my pride,

All I need is understanding…

And a good friend by my side.

Some may think I’m worthless,

They may judge by what they see,

But they’re more blind than I am…

They’re not really seeing ME!

Inside this worn out body,

Is a child with many fears,

I stumble, fall, and hurt myself…

I even cry real tears!

I wish I could turn back the hands

Of time and start anew,

But that would be a miracle…

Not planned for me or you!

I still have many feelings, 

How I love a tender touch,

A hug…a smile…a kind word…

To me they mean so much!

The next time that you see me,

Please don’t turn the other way,

For you possess the power…

To give meaning to my day!

I may be old, my mind half gone,

It seems life is unfair, 

Is it too much to ask for…

Some Tender Loving Care?

Someday you’ll walk in my shoes,

There’ll be things, you too, can’t do,

Today you see these things in me…

But soon it will be YOU!

By: Pat VanWinke

      Social Worker, Ainsworth, NE

      February 22, 1994

“Men at Work”:  A Guide to Activities for Male Individuals with Alzheimer’s

Handyman

Sanding

· Unpainted furniture

· Antiques that need refinishing

Sorting

· Nuts, bolts, washers, tool box (not appropriate is swallowing and/or the person doesn’t understand the purpose of objects)

Painting

· Stain unpainted furniture (use non-toxic stain and/or paint)

· Models (ships, cars, planes, etc.)

Yard Work

· Raking

· Sweeping

· Painting

Music

Play instrument

· Piano (not important how well)

· Percussion instruments (tambourine, bongo’s, drums)

· Harmonica

Listening

· Music should be quiet, background music

· Music should be part of all activities throughout the day

· Classical Music (play his favorites)

· New Age (George Winston, Yanni, etc.)

· Encourage movement/dance

Occupation

Example:  Physician

· Provide the “tools of the trade” (stethoscope, prescription pad, blood pressure cuff, PDR, doctor’s bag, old files, reminisce about each item, make him the expert)

Aphasia

Expressive (difficulty finding words)

· Avoid verbal activities (in-depth conversation, discussion groups)

· Encourage activities that involve non-verbal communication (art, music, work with hands)

Agnosia

Difficulty understanding the purpose of objects

· Give answers

· Tell him what he is seeing

· Provide prompts

· Do not correct him if he uses the wrong word

Leisure

Golf

· Clean golf balls and clubs

· Play golf with son and friends

· Golf pictorials (“Great Golf Courses of the World”)

· Reminisce about past games, scores, achievements

Reading

· Large-print books

· History books

· Talking books

· Reading becomes more difficult as dementia progresses (can’t remember plot, can’t understand letters and words, difficulty concentrating)

Computer Games

· Encourage competition

· Golf games

· Card games

Reminiscence

Photo Albums

· Wedding pictures

· Children’s pictures

· Travel albums

· Favorite places

· Parent’s pictures

Food Preferences

· Deli

· Coffee (caution with hot items)

· Eggs

· Encourage participation in meal preparation, consumption, and clean-up

· Simplify meal choices on items on table

· Reduce distractions

Personality

· Make activities competitive
· Offer incentives
· Pleasant (use humor, ask for “help”, “advice”)
Other Activities

· Volunteerism (Alzheimer’s Association, local chapter)

· Memory Walk

· Early-onset Support Groups

· Exercise (walking, stretching, yoga, breathing, relaxation)

· Wall Street Journal

· Physician’s Journals

· Videos (golf, classical concerts, Lawrence Welk, historical features, History Channel)

· Excursions (Golfing, musical concerts, lunch, dinner, breakfast, social gatherings)

· Eden Alternative (always involve pets, plants, and children)

Remember

· Activities are trial and error; keep trying

· Be patient

· “Everything is an activity”

· Break everything down into steps

· Always evaluate the success of an activity

· Modify and/or simplify it based on effectiveness

· Sometimes people don’t want to do activities.  Approach again after twenty minutes

· Allow time for a rest

· Give yourself a break

· Make sure you are continuing to participate in your own activities

· Have a party for no reason

· And most importantly, 

HAVE FUN!
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101 Things to Do

with an individual who has Alzheimer’s disease

1. Clip coupons

2. Sort poker chips

3. Count tickets

4. Rake leaves

5. Vacuum

6. Look up names in a phone book

7. Bake cookies

8. Read the daily paper out loud

9. Ask a friend with a child to visit

10. Read out loud 

11. Listen to   

               relaxing music

12. Plant seeds

13. Look at family photos

14. Toss a ball

15. Color pictures

16. Make homemade lemonade

17. Wipe off the table

18. Weed the flowerbed

19. Make Cream Cheese Mints

2lbs Powdered Sugar,

8oz Cream Cheese,

2 Drops Peppermint Extract. Kneed together, press into mint molds.

20. Have a spelling bee

21. Read from Reader’s Digest

22. Fold clothes

23. Arrange a visit with a calm pet

24. Cut pictures from old greeting cards

25. Wash/dry silverware

26. Bake homemade bread

27. Sort objects, such as beads, by color

28. Sing Christmas carols

29. Say “Tell me more” when she/he talks about a memory

30. Put silverware away

31. Make a Valentine collage

32. Play favorite songs and sing together

33. Take a ride

34. Make a cherry pie

35. Read poetry aloud

36. Dye Easter eggs

37. Make a basket of socks

38. Take a walk

39. Reminisce about the first day of school

40. String cheerios to hang outside for the birds

41. Make a fresh fruit salad

42. Sweep the patio

43. Color paper shamrocks green

44. Fold towels

45. Have afternoon tea

46. Remember great inventions

47. Play Pictionary

48. Paint a sheet

49. Cut out paper dolls

50. Identify states and capitals

51. Make a family tree

52. Color a picture of our flag

53. Cook hot dogs outside

54. Grow magic rocks

55. Water houseplants

56. Reminisce about a first kiss

57. Play horseshoes

58. Dance

59. Sing favorite hymns

60. Make homemade ice cream

61. Force bulbs for winter blooming

62. Make Christmas cards

63. Sort cards by suit or color

64. Write a letter to a family member

65. Dress in team colors on football Saturday

66. Pop popcorn

67. Name the presidents

68. Give a manicure or a pedicure

69. Make paper butterflies

70. Plant a tree

71. Make a May basket

72. Make homemade apple sauce

73. Finish famous sayings

74. Feed ducks on a pond

75. Mold play dough

76. Look at pictures in a National Geographic

77. Put together a simple puzzle

78. Sand wood

79. Apply hand lotion

80. Decorate paper placemats

81. Arrange fresh flowers

82. Remember famous people

83. Straighten underwear drawer

84. Finish nursery rhymes

85. Make peanut butter sandwiches

86. Wipe off patio furniture

87. Cut up used paper for scratch paper

88. Take care of a fish tank

89. Trace and cut out leaves

90. Ask simple trivia questions

91. Finish bible quotes

92. Paint with string

93. Cut pictures from a magazine

94. Read classic short stories

95. Put coins in a jar or roll

96. Sew sewing cards

97. Put bird seed out for the birds

98. Clean out a pumpkin

99. Roll yarn into a ball

100. Reminisce about a favorite season

101. Make a birthday cake
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WV Chapter Office

111 Lee Street, East

Charleston, WV  25301
   Tel:  (304) 343-2717

   Toll Free: 1-800-491-2717
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