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Knowledge often depends on how we define what we want to know. Before Galileo, 

Western astronomers claimed the sun revolved around the Earth, which 

conveniently defined Earth, and man, as the center of the cosmos.  
 

Galileo Redux 

 

Until recently, it could be said that the life of the person with Alzheimer’s disease 

was defined as revolving entirely around inevitable loss—sun around Earth. 

This shortsightedness permeates several common, broad “definitions” of 

Alzheimer’s disease. It has led not only to different response to the disease, but to 

dramatically different approaches to care. 

The first view is essentially no definition at all. Memory loss, confusion, and 

disorientation occurring later in life are considered just facets of normal aging. And 

because these symptoms are “normal,” no specific approach to care is needed. Few state 

or federal programs, for example, recognize the need or provide funds for specialized 

dementia-care programs in either community or long-term care settings. 

A second, and equally disturbing, definition tends to see Alzheimer care as a 

backwater, a low-technology area of medicine and professional caregiving with minimal 

challenges and scant rewards. The emphasis here is on palliative care—that is, providing 

basic comfort as patients wait to die. 

The third definition emphasizes that Alzheimer’s disease is a disease for which 

there is no cure and no treatment. Hence, our only hope to alleviate the pain and 

suffering associated with the disease process is to devote all of our resources to 

biomedical research. The violable quest for the “magic pill” obscures the need for new 

ways to better manage symptoms of the disease in those who are presently afflicted. 

Although a cure is nowhere in sight, the paradigm holds enormous power among 

professionals and the public at large. 
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A New Starscape  

 

In contrast, another view of Alzheimer’s disease and related disorders has emerged, in 

which these diseases are defined more as disabilities, albeit caused by progressive and 

fatal neurological illness. In this view, individuals respond to their disease according to 

how supportive their environments are. Here, the emphasis is on active treatment of the 

symptoms of the dementia through a careful focus on the utilization of those capacities 

that remain, particularly the person’s psychological capacity. Developing a better 

understanding of the psychology of dementia—how a person thinks, feels, 

communicates, compensates, and responds to change, to emotion, to love—may bring 

some of the biggest breakthroughs in treatment. 

This new paradigm has led to a racially different orientation to dementia care—a 

model I, and my colleague Joanne Koenig-Coste, called habilitation, in 1996. Drawn for 

the most part from the common experiences of professional and family caregivers, 

habilitation is more a disposition, or a way of thinking, than a complete therapeutic 

model. It reflects the humanistic perspective of psychologist Abraham Maslow (1968), 

meaning that habilitation starts with premise that there is an innate drive in all people to 

maximize their potential, even, as we would apply it, if the person is afflicted with a 

dementing illness. 

The aim of what we now call “habilitation therapy” is not to restore people with 

a dementia such as Alzheimer’s disease to what they once were (i.e. rehabilitation), but 

to maximize their functional independence and morale. This approach also allows 

minimization or elimination of many difficult symptoms of the dementia in spite of the 

person’s progressive physical, cognitive, and emotional illness. 

For caregivers, the primary learning task becomes how to value what is still there 

and not dwell on functions the person has lost. To borrow from the philosopher Erich 

Fromm (1976), family and professional caregivers need to emphasize “being” rather than 

“having.” This model is no cure. But it is a systematic behavioral method of treating 

symptoms that can benefit both the person with Alzheimer’s disease and the caregiver. 
 

Realigning the Planets  
 

The goal of habilitation therapy is deceptively simple—to bring about a positive 

emotion and to maintain that emotional state over the course of the day. Clinically, 

however, it presents a challenge. If cognitive capacities involving memory, logic reason, 

decision making, judgment, language, attention, perception, and motor control all are 

being gradually lost to the disease, what remains? What cognitive capacity can we then 

use as a channel into the brain? 

The collective experience of caregivers tells us that the capacities to feel and 

exhibit emotions; to perceive emotions in others; and most importantly, to respond to 

emotion persist far into the disease process. Today there is clear brain imaging evidence 

to support this observation. What is lost is the insight into what may have triggered a 

particular emotion, or how to control it. The ability to feel emotions, then, may be our 

best inroad to the mind of the person with Alzheimer's disease. 
That said, habilitation therapy can be defined as a proactive behavioral/milieu 

therapy characterized by what we refer to as “domains,” five critical areas in which 
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positive emotions can be created and maintained. Stated another way, a domain is an 

opportunity to bring about a positive emotion or, at least, not to cause a negative one. 

This therapeutic intervention supports the person’s remaining cognitive capacities, 

respects his or her adult needs, and emphasizes meaningful activity. It can be established 

in the home, day center, assisted-living, or long-term care setting. 

The challenge, of course, is for family and professional caregivers to recognize, 

within the five domain construct, what will evoke—and what will inhibit—positive 

emotions, and then to address those positive emotions over the course of the day. 

 

The Domains  

 

The Physical Domain 

 

Even a once-familiar environment can become frightening and confusing to someone 

with Alzheimer's disease. Within the physical domain, the habilitation therapy model 

attempts to reduce the potential for fear and disorientation by “directing” cognition, often 

without the person’s awareness. In this way, the manipulated environment becomes a 

prosthetic for the brain, enabling the person to function with limited frustration. 

A well-designed prosthetic environment, like all the other domains in this model, has as a 

goal to bring about a positive emotion and to maintain that emotion. 

Case Example: I was asked to consult on a case in which a 73-year old woman 

with Alzheimer's disease, living at home with her husband, was having difficulty 

dressing herself in the morning. When I arrived at the home I asked the husband to show 

me how he assisted her in the morning. He took me to the bedroom, where there was an 

enormous walk-in closet. He indicated that he simply would say to his wife that it was 

time to get dressed and he would leave. When he would return 20 minutes later he would 

find his wife still standing in the closet in her nightgown.  
Because it is well known that Alzheimer's patients have problems making 

decisions, the environment had to be altered in such a way as to reduce the number of 

choices. I instructed the husband to remove all but two or three outfits from the closet 

and being the morning by taking two outfits from the closet. I suggested that he say 

something like: “We have two very pretty outfits here, a blue one and a red one. I like 

the blue one because it matches your eyes. Which one would you like to wear today?” 

Once we limited the number of choices, she was able to get dressed on her own. With 

her environment structured so that she can use her remaining skills, chances are that 

she will hold on to these skills longer. It also serves to bring about a positive emotion 

because she feels more independent. 

Perhaps the single most important adaptation to an environment is enhanced 

lighting. Experience indicates that by increasing artificial light from approximately 30-

foot-candle power (typical lighting in a home) to 60 to 70-foot-candle power and 

controlling the glare and shadows from outside, ambient light we can improve 

independence, reduce late afternoon and early evening agitation, promote better sleep 

patterns and stabilize mood. 

Another principle of habilitative design is that we use color and textural contrast 

to draw attention to important features of the environment, and we camouflage or hide 

dangerous or distracting elements of the environment. 
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Case Example: I was called to a caregiver’s apartment because her husband, a midstage 

Alzheimer's patient, was urinating in a closet. The problem as I saw it was that the 

couple had recently moved to a new apartment and he more often than not chose the 

wrong door when he felt he needed to use the bathroom. In fact, the bathroom and closet 

doors were adjacent to one another. By painting the bathroom door red, the color 

automatically drew the gentlemen’s attention and he reliably chose the correct door. 

However, once in the bathroom he was confronted by white walls and floor, a white 

sink, toilet, and bathtub. He often would urinate in the bathtub. I instructed the caregiver 

to purchase a dark colored toilet seat and paint the wall behind the toilet a bright color 

for visual contrast, and the problem was solved.  
These are just some of the physical enhancements that can reduce the 

environmental demands on the person’s already challenged perception. They, in 

combination with the other domains of this model, can increase dramatically levels of 

functioning. More importantly, they lessen the frustration, which often results in 

behavioral outbursts, and promote feelings of accomplishment, security, and belonging. 
 

The Social Domain 

 

Structured activities are the engine that drives the social domain. Understandably, people 

with Alzheimer's disease who spend significant amounts of time doing nothing 

experience more psychiatric symptoms, such as depression, anxiety, paranoia, delusions, 

and hallucinations, than people who are occupied by a meaningful activity; however, the 

increased amounts of leisure time with which these people find themselves can be 

addressed successfully through enriching activities that promote feelings of purpose and 

accomplishment. 

By developing a failure -free activities plan, we can avoid cognitive skill areas 

that have been lost. This plan may require that the person’s cognitive strengths and 

weaknesses be assessed through a battery of neuropsychological tests. A cautionary note 

should be mentioned here: For some patients, these tests can cause frustration and bring 

about negative emotions. In these instances our knowledge of the patient and observation 

of his or her skill level are better indicators of how to design failure-free activities. 

Practice with remaining skills with these failure-free activities can help slow the rate of 

decline of those skills. 

In the social domain, time is filled with opportunities for reminiscence (e.g., 

cooking classes, word games, and holiday reflections), for fun (dancing, sing-a-longs), 

and for creativity (herb gardening, jigsaw puzzles, and art projects). However, these 

activities are not “time fillers”; rather, they are carefully and individually selected 

cognitive enhancers that maintain healthy neural connections and promote branching or 

arborization of neurons. Branching of neuronal axons allows an electrical impulse in the 

brain to bypass damaged areas of the brain and make connections with healthy cells. So, 

failure-free activities help individuals hold on the capacities longer and maintain positive 

emotions. Another benefit of activities, especially musical activities, is that they very 

quickly change emotions. Thus, activities can be used prophylactically to avoid 

anticipated swings in mood or increased confusion. An activity cannot be introduced 

once the person is already agitated. At the same time, therapeutic activities facilitate 

orientation, maintain interests and strengths, and minimize isolation. 
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Again, activities should be commensurate with the person’s cognitive level. They 

should offer opportunities for success and interaction and be based on previous interests 

expressed throughout the person’s lifetime. If the person is especially uncooperative in a 

particular activity, one can try it again later on or forget it for that day. One should avoid 

jeopardizing a positive emotion in order to adhere to a schedule. 

Activities also should have an adult focus and not be childish. In this way they 

can provide a medium for caregivers to interact with the person in new ways, or to 

connect with aspects of that person’s character, personality, and experience that appear to 

have been lost to the disease. One caregiver, for example, to address his wife’s 

“sundowning” behavior (late-day confusion), began ballroom dancing with her late every 

afternoon. She enjoys it, she does not experience sundowning, and they are able to relive 

some previously inaccessible intimate emotions of their youth. 

There is an unfortunate but persistent myth that people with Alzheimer's disease, 

because they may not remember friends or be able to contribute to a relationship, no 

longer have a need for social experience and interaction. In fact, they have an increasing 

need for all of the social benefits that derive from relationships. Victims of Alzheimer's 

disease may lose the ability to initiate social interaction, but not their need for it. 

In the social domain, the caregiver’s aim should be to build the person’s social 

competence by fostering opportunities for mutual support. One way to do that is to create 

social groupings in which the person’s feelings of alienation and isolation can be 

countered by feelings of belonging, mutual respect, and purpose. Groups can be formed 

for people in the early through the middle stages of the disease and may focus on the 

general activities or on very specific therapeutic goals. 
 

 

The Functional Domain 

 

All too frequently in Alzheimer's care we note an inability to perform routine tasks even 

before the person has reached the point in the downward trajectory of the disease process 

at which that degree of dysfunction would be expected. Dysfunction caused by the 

person’s emotional reaction to the disease (e.g. depression) or to physical or care factors 

in the environment is said to be an “excess disability.” But depression, like many other 

psychiatric symptoms seen in Alzheimer's disease, usually can be treated by the judicious 

use of medication. 

Excess disabilities with environmental causes can be avoided by creating supports 

that encourage independence in the person’s activities of daily living, such as eating, 

walking, toileting, dressing, grooming, and bathing. As in the activity domain, previous 

routines become the cornerstones here, as caregivers struggle to keep one step ahead of 

dependence. 

The key is to continue for as long as possible with the person’s normal, customary 

routines. From which side of the bed does she get up in the morning? This information 

becomes significant, for example, if she were to move to a new setting in which the side 

of the bed she arose from for the past 50 years now abuts a wall. When he dresses, in 

what order does he like to put on the articles of clothing? They should be laid out for him 

accordingly. Did she usually shower, or bathe in a tub? Use a face cloth or sponge? 
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Is the fact that he has so much difficulty removing his pants the real cause of 

his apparent incontinence? If she fails at more complicated chores, can she instead help 

by shredding lettuce or setting the table? No matter how simple the task, we must 

sustain the person at an appropriate functional level for as long as possible. 

Caregivers also can change the task to fit the person and prioritize which activities 

for daily living (or parts of an activity) are important and which are not. Bathing, for 

example, may be the most difficult activity asked of the person. Once should begin by 

spending at least 5 minutes just talking and building rapport. This is called the “spend 5 

and save 20” rule. Proposing an activity as a question (“Would you like to take a bath?”) 

too often leads to a resounding “no.” Assist the person with verbal cues, using a 

technique called “chunking,” which involves a serious of short, simple, calmly stated 

commands, such as “come with me,” “unbutton your shirt,” “take out your arm,” 

“unbuckle your belt,” and so on. Schedule bathing when the person is in the best frame of 

mind, most alert and cooperative. If necessary, provide hands-on assistance, mindful not 

to let water pour over the person’s face and eyes, which can be frightening. Wash the hair 

and the face at a different time. Showering for a patient with Alzheimer's disease is best 

done from the feet, stopping at the neck, rather than the standard practice of working 

from the head down. 

Remember, the goal of habilitation is to bring about a positive emotion and to 

maintain that emotion over the course of the day. If we start the say, say, with a negative 

emotion caused by a bad experience with bathing or showering, the person will forget the 

context for that negative emotion but will be left with the emotion without any idea about 

how it was established. The patient will carry that negative emotion to his or her next 

interaction, causing it to result in a more intense emotion. By the end of the day the 

person is agitated, confused, and disruptive. So it is important not to start the day on a 

slippery slope of escalation negative emotion. As illustration of this point, Tom, a 53-

year old patient with Alzheimer's disease had great difficulty with his morning shower. 

Not only was he combative during the ordeal of the shower, but his behaviors 

dramatically worsened in the afternoon. Under habilitation therapy it is imperative to 

intervene and prevent the development of the negative emotion. The first step is triage. If 

showering is so difficult for him, how many times per week are willing to risk starting off 

the day with a negative emotion? In this case we said four times per week. We then 

determined after talking with this man’s family that there were four things that calmed 

him—backrubs, blue sports cars, women in short skirts, and the music of the Beach 

Boys. So, we developed an intervention that employed these calming agents. To begin 

with, only one nursing assistant was involved with assisting with this man’s shower 

rather than three aides, as was used before. The aide would come into the man’s room 

and just chat with him for a few minutes—the spend 5 to save 20 rule. She then gave the 

man a backrub to create a relaxed mood. Once he was relaxed she simply said, “Come 

with me,” and led him down the hall to the shower. On the walls between the “young” 

patient’s room and the shower we had taped pictures of blue sports cars and tasteful 

pictures of women in short skirts to distract him and avoid any anticipatory anxiety. Once 

in the shower room the music of the Beach Boys was playing; the room was warm and 

well illuminated. While singing with the young man the aide undressed him. We had 

determined that it might be important to put a bathrobe on the man to reduce any 

modesty problems. Using a handheld shower nozzle, the aide started washing at the 
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man’s feet and quickly moved up the body, stopping at the neck. The actual washing 

took less than 3 minutes. He was not at all resistant or combative during this procedure, 

and he actually participated in the washing. It also was noted that this behavior did not 

worsen in the late afternoon as it had under the previous method of showering. Thus, 

great lengths are taken not to start off the day with a negative emotion, and to make the 

experience one that brings about a positive emotion. 

Habilitation is only successful if we are willing to capitalize on—and discover— 

remaining skills, to break tasks into simple, easily sequenced steps, to go slowly, and 

always to provide only the level of support that the person with Alzheimer's disease 

needs. Then the person derives meaning and purpose as he or she participates in the task 

as much as he or she is able. Perhaps the best illustration of these principles involves 

assisting patients with eating. Many factors can contribute to a patient not eating, and it 

is entirely too easy for caregivers to take over the task to ensure proper nutritional intake. 

Some patients can be overwhelmed by too many decisions involved in eating. Consider 

the typical tray of food in a nursing home. We might have a white tray with a white 

covered plate, a packet of utensils wrapped in a napkin, a small teapot, a teacup, a salad 

bowl wrapped in plastic, a dessert, and condiments. The patient, because of problems 

with executive functioning—planning and implementing a task—does not know where to 

begin. Some patients may be able to feed themselves if we just get them started; others 

may need to have only dish and one utensil presented to them in order to simplify the 

task. Still other patients may require finger foods to continue feeding themselves. It may 

take only 10 minutes to feed a patient and an hour if he or she feeds himself or herself, 

but if caregivers prematurely take over the task, the patient will lose the ability and thus 

fell more dependent. 
 

 

The Communication Domain 

 

Nowhere in the habilitation model is the process of eliciting positive emotions more 

critical than in the communication domain. As surely as our language system sets us 

apart from other animals, our loss of communication skills profoundly dismays and 

unnerves us. In our highly verbal world, expressive and receptive language deficits are 

catastrophic losses for someone with Alzheimer's disease. 

In the communication domain, habilitation calls for increased use of body 

language, encouraging the use of gestures, demonstrations, signs, and pictures. A 

drawing of a cup and saucer may better communicate what is in the kitchen cabinet 

than anything verbal or written. 

Habilitation underscores listening techniques related to emotions, directing us to 

listen not so much to the often misused words and muddled sentences, but to the 

driving emotion behind them. 

For example, if the person is experiencing symptoms of suspiciousness and 

accuses the caregiver of taking her pocketbook, the caregiver can say something like, “I 

know how you feel. When I lose my pocketbook [or wallet] I feel panicky. Let me help 

you find it.” Once this offer of assistance is communicated, the outcome is likely to be a 

change in the person’s emotional state. 
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Within the communication domain there are rules of communication, 

straightforward techniques, and the strategies of communication that are more abstract 

principles of interaction. The following are some of the basic rules of communication. 
 

• Always approach the patient from the front  
• Always indicate your name and say the patient’s name every time you have an 

exchange, even if it is several times in the course of a day.  
• Be aware of body language, making sure you are smiling and using a positive tone 

of voice.  
• Always say something positive about the person, such as, “I love your hat,” or, “That 

is a beautiful dress,” each time you interact with the patient.  
• Try to maintain eye contact with the patient even though the patient may be looking at 

your mouth. As patients lose the ability to understand language they become 

inadvertent lip readers. Female staff and family members can wear lipstick, which can 

be easily seen and facilitate lip reading.  
• If the patient is seated you should be at the same level. If the patient is standing you 

should be standing.  
• Never position patients so that a light source (a window or lamp) is behind you as 

you face them. They will not be able to see the details of your face with the light 

source in their eyes.  
• Always “chunk” information into short, explicit communications. For example, avoid 

saying, “please set the table,” because this may be too abstract. Try a series of short 

commands such as “come with me”; “take a dish from the shelf”; “put the dish on the 

table”; and so on.  
• Be careful about using metaphors or abstract phrases.  
• If the patient loses her or his train of thought, reorient her or him. If she or he is 

struggling to find a lost work, offer it. If the patient cannot remember something she or 

he wanted to say, often a reassuring pay on the hand and the comment, “It’s OK, it will 

come back to you later,” are helpful. 
 

The less people with Alzheimer's disease are frustrated by their verbal errors, 

the longer they will continue to interact with others, and the longer they will maintain 

feelings of personal value. 

The more abstract strategies of communication suggest how different 

habilitation therapy is from everyday methods of communication with cognitively intact 

elders. The first strategy of habilitative communication is that one can never change 

behavior with words, only by changing what one does, the approach to the patient, or 

the environment. The rationale for this strategy is obvious. Because the patient has no 

short -term memory and limited capacity to learn, we cannot tell the patient to do 

something or not to do something and expect him or her to do it the next time. 

This point can be illustrated in the following true story. The daughter of a patient 

with Alzheimer's disease had the custom of taking her mother to a restaurant every 

Thursday evening. This particular Thursday the daughter arrived at her mother’s home to 

find her mother standing on the porch wearing her mink coat, matching shoes, and 

pocketbooks, ready for an evening out. When they arrived at the restaurant, Mom took 

off her coat to reveal her slip. She had forgotten to put her dress on. The daughter, 
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realizing that the goal of all habilitative communication is to bring about a positive 

emotion and that pointing out to her mother forgot to put on her dress only would cause 

embarrassment, merely said to her mother, “It is a bit chilly. I’m going to put my coat 

back on.” Mom did the same, and they then were able to have a wonderful meal together. 

The second strategy is never to use the word no. If the patient wakes up at 4 am 

and wants to take a walk outside in a rainstorm, one should say, “Sure, let’s do it.” If one 

says no, muscles tense up, tone of voice changes, and the patient sees the caregiver as 

limiting his or her independence. Because of this the situation becomes highly 

emotional—and emotions are what the patient is good at. Even if the patient is given the 

most logical, eloquent argument why he or she should not go outside, there is nothing in 

his or her brain that can appreciate the reasoning. Rather than logic, one should use 

distraction. Two techniques, refocusing and redirecting, help distract the patient long 

enough so that his or her faulty memory will work to the caregiver’s advantage. For 

example, one might say, “Sure, let’s go, but before we go I need to have a cup of tea and 

a sandwich. My favorite kind of sandwich is turkey. What’s yours?” The caregiver is 

refocusing the person’s attention. He or she then might go on to say, “Help me make the 

sandwich.” Such dialogue redirects behavior. By using these techniques, enough time 

passes so that the person forgets his or her original intention. Saying no at the outset only 

makes the person more likely to leave. 
A third strategy, perhaps the hardest to learn and apply, is that one never brings a 

midstage patient back to our sense of reality; rather, the caregiver must go to where she or 

he is. Reality orientation as a therapeutic technique works just fine for cognitively intact 

elders, but it is not at all useful for midstage patients with Alzheimer's disease.  
Consider this: A 91-year old lady with Alzheimer's disease becomes increasingly 

confused in the late afternoon and early evening, a condition referred to as 

“sundowning.” During this period the lady might approach a caregiver and say that she 

just saw her mother. Using reality orientation, the caregiver would tell the lady that her 

mother is dead and that she did not really see her. This would propel the patient into 

mourning because it is the first time she has heard that her mother has died. Two minutes 

later the patient forgets that her mother is dead, but she is left the mourning with 

absolutely no context for it. She carries the negative emotion to her next interaction, and 

the emotion affects that interaction. And, again because she is feeling anxious and 

insecure, she says to the caregiver that she saw her mother, thus starting the cycle over. 

Within habilitation, rather than tell the patient that her mother is dead, we would 

say, “Tell me about your mother, I hear that she is a wonderful person.” Or, if this 

happens frequently and predictably, the caregiver could have a picture of the patient and 

her mother taken many years earlier and use the picture to create a story, which may or 

may not be true, to bring about a positive emotion. 

Still another example emphasizes the creativity required in habilitative 

communication. An 80-year old woman in midstage Alzheimer's disease was admitted to 

a nursing home, and for the first several days there she refused to eat anything. The 

nursing assistant, having read the patient’s social history, learned that she had been a fan 

of the Boston Pops Orchestra and that she had a crush on Arthur Fiedler, the renowned 

conductor of the Pops, for many years. Armed with this information, the aide went down 

into the kitchen and brought up a tray of food. The aide told the patient that while in the 

lobby she saw Arthur Fiedler and she mentioned to him that the patient was not eating. 
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The aide went on to say that when Mr. Fiedler heard that the patient was not eating, he 

went into the kitchen and prepared this meal especially for her (keep in mind that this 

took place many years after Arthur Fiedler had died). The patient then was given the 

tray of food and she ate every bite, and every meal thereafter Arthur Fiedler prepared. 

This sounds as if we are lying to our patients, but these are not lies, these are 

what I call “therapeutic fiblettes”—inroads into the patient’s reality. It is only if we 

become comfortable and creative in the use of fiblettes that we become effective 

practitioners of habilitation therapy. 

A fourth communication strategy emphasizes our roles in reducing fear for the 

patients and acknowledging underlying emotions. Patients with Alzheimer's disease 

experience fear throughout their disease course. As they decline and lose capacities, part 

of what is also lost is the ability to articulate their fears and cope with them. Essentially, 

what is lost is the person’s ability to self-soothe if fears become overwhelming. This is 

akin to the behavior seen in infants who do not have the neurological and cognitive 

capacities to overcome their unrealistic fears. The focus of our communications is to 

make the person feel loved and safe. They need to hear from us what it is that they 

should be doing, because they live with this nagging feeling that they are supposed to be 

doing something important but they do not know what it is. Our communications give 

them purpose and direction. We also need to attend to the underlying feelings behind the 

inarticulate communications, even if they are difficult emotions. 

In a previous example, a patient accused a caregiver of taking her pocketbook. 

The caregiver’s natural reaction was to indicate that she did not take it, and then to offer 

her assistance in finding the misplaced item. This, however, is only a partial intervention. 

First, telling the patient that one did not take the item will go nowhere. In fact, it may 

make things worse. Offering assistance to find the item is appropriate but it still leaves 

the underlying emotion, in this case panic, ignored and unresolved. It might be better to 

say, “I know you must be very upset. I get panicky when I lose my pocketbook because 

all my important stuff is in there. Let’s go look for it together.” One must look beneath 

the words to what the patient’s basic emotions are and try to address them in a simple, 

direct way. If these emotions are ignored, they fester and lead to catastrophic behavior. 
 

The Perceptual Domain 

 

It seems likely that part of the faulty communication system among people with 

Alzheimer's disease is the result of some sensory deprivation. We have long recognized 

the link between memory stimulation and odors, sights, and sounds. But how is the 

person with Alzheimer's to communicate if sensory messages to the brain are not fully 

captured or are no longer recognizable? 

Sensory modalities blend together, meaning that senses like sight and sound may 

not be completely separate experiences. As William James (1890) observed about infants: 

“Sensory input is a blooming, buzzing confusion.” In some cases, the person may lose 

what is called proprioceptive memory; that is, memory related to muscle function. A 

person in mid to late-stage Alzheimer's disease, for example, may forget how to open a 

door, or how to bend the knees in order to sit. If this loss occurs, caregivers can use hand 

gestures indicating that the person should sit or might even apply some gentle pressure 

behind the knees to initiate the sitting action. 
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Caregivers also need to heighten the person’s sensory experience, as well as 

their own reading of what messages the environment may be giving the person with 

Alzheimer's disease. Most importantly, we need to be aware of what the person may be 

connecting to (often the past) as a result of a current sensate interaction but may be 

unable to articulate. 

The rose’s thorny stem, for example, may signal discomfort to the person who is 

unable to perceive the blooming flower atop it. Or consider the person with Alzheimer's 

disease whose frustration approaches panic as he rummages for the keys in his pocket 

because he does not recognize their shape, their feel. When we provide a visual cue by 

removing the “lost” keys from his pocket and showing them to him, he simply says, “Oh, 

there they are.” 

Knowing that the disease process alters perception should prompt caregivers to 

supply the person with more visual, tactile, and auditory cues. One example of a 

therapeutic intervention that enhances perception is SNOEZELEN®-based therapy. This 

form of therapy is detailed in Chapter 10. 
 

The Behavioral Domain 

 

Although structured activities drive the social domain, properly focused behavior-

management techniques are what drive the behavioral domain. To manage problematic 

(i.e., reactive) behaviors successfully, the habilitation model requires that caregivers 

adopt a dementia-centered perspective. As stated previously, it accepts that we cannot 

change the person’s behavior directly, but only indirectly by changing either our 

approach technique or the person’s physical environment. Certainly, by the middle 

stages of the disease we must assume that patients have no short-term memory and only 

very limited capacity to learn. We cannot say to a patient, “Don’t do that,” and expect 

that the command will be remembered and followed in the future. For this reason, 

traditional forms of behavior modification, that is, new connections between rewards 

and behaviors, cannot be formed. Likewise, conventional reality-orientation methods 

have little chance of anchoring the patient to the present or of changing behavior. 

So how do family and professional caregivers insinuate themselves into this 

Alzheimer's reality in order to manage the person’s behavior? 

Difficult behaviors in people with Alzheimer's disease are most often defensive in 

nature—a compensation for the confoundedness of an increasingly unfamiliar world. 

Physical or verbal aggression, for example, is lass an arbitrary acting out than a reaction 

to fear caused by the person’s altered perceptions. An important point to stress here is 

that rarely is behavior a random act; all behavior has a cause or a triggering event. 

Sometimes these events are obvious because they are external, we can see them, and 

sometimes triggers are more difficult to see because they are internal, cause by delusions, 

hallucinations, paranoia, or misunderstood events and motives. Caregivers must assess 

several possible causes for each challenging behavior. In the habilitation model, these 

evaluations are ongoing, adjusted, and prophetic. 

Assessments should include the physical, medical, and emotional well-being of 

the person. Is the person hot, cold, hungry, thirsty, ill, in pain, emotionally distressed, in 

need of toileting? Through a behavioral log that records what happened, when it 

happened, where it happened, and who was around when it happened, in time patterns 
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begin to emerge. Once a pattern is observed, we can hypothesize about its origin and 

plan an intervention. Are there too many steps to a given project? Has the person 

forgotten the sequence of steps? Was this the cause of the outburst that resulted in his or 

her angrily tossing the project aside? 

Try simplifying the task. If setting the table is causing dismay, have the person 

first put down all of the placements, then only the plates, then just the glasses, allowing 

time to process each chore. Assess your communication techniques, carefully evaluating 

the person’s comprehension and your own body language. 

Most importantly, try to look at the environment through the person’s altered 

lens of perception. Has a shadow on the wall suddenly taken the shape of an intruder in 

the room? Are pools of light on a glossy floor perceived as spilled water, which might 

make the person slip? Has the aroma of baking cookies induced hunger pangs? 

Screaming is a good behavior with which to illustrate the last several points. 

There are at least three different types of screaming that we see with patients with 

Alzheimer's disease, each with different causes and different interventions.  
The first type is a rhythmic sound; it often takes the form of “help me, help me.” 

This is most likely caused by minimal brain stimulation. Too little information is coming 

into the brain from the senses, so the person creates a form of autostimulation. One can 

identify this form of screaming by the rhythmic nature and also by the fact that if one 

approaches the patient it generally does not stop. There are several interventions that 

work to reduce or eliminate this behavior. One intervention is to replace the stimulation 

and the rhythm with a more acceptable form. For example, for Catholic patients the 

rosary recorded on an audiotape creates a kind of rhythmic mantra; a rocking chair or a 

glider chair does the same. I used an electronic drum pad connected to earphones to 

reduce screaming in several patients. Music therapy is considered in Chapter 9. 

Another form of screaming is identified by its low-pitched and constant sound. 

When one approaches the patient it does not stop. Often this form is caused by pain. The 

intervention is to assess the patient for pain and address its source. 

Still another form is a loud, shrill, continuous sound that stops when one 

approaches the patient. This form is often a sign of panic in the patient and sometimes a 

sign of boredom. The interventions are to make the patient feel safe and secure, such as 

more one-on-one care, backrubs, or more stimulation. 

Family and professional caregivers must be aware of the ongoing need to 

modify things in the environment—lights, mirrors, plants, electronic equipment, and so 

many other objects we all take for granted. By manipulating the environment, and with 

education, patience and practice, caregivers can learn to mange reactive behaviors 

without, in some cases, resorting to psychoactive medications, or at least with lessened 

amounts of medication. 

Take, for example, the patient with Alzheimer's disease living in a nursing home 

who occasionally would calmly get up from his chair, walk across the room, and hit 

another resident. By keeping a log, we began to see that he would only hit someone if he 

was in the activities room, but not every time he was in that room. There did not appear 

to be any pattern to whom he hit. Later, we saw that he would only hit people on sunny 

days, but not on every sunny day on which he was in the activities room. Then, we saw 

that he only hit people on sunny days if he was sitting on one side of the room. With the 

log we were able to eventually determine that he would hit people if he sat in the 
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activities room and the sun was shining in his eyes. The intervention was simply to make 

sure that the blinds were closed on sunny days if this particular man was in the activities 

room. Thus, with patience and careful analysis of the situation we were able to avoid the 

use of a psychoactive medication. However, it may be dangerous to allow repeated 

episodes of assaults to occur in order to gather date to determine the cause of the 

triggering behavior. Judgment should be exercised to ensure a safe environment for all 

residents. 
 

Conclusion  
 

Through its multiple and interconnected domains, habilitation seeks to create a proactive 
therapeutic milieu for understanding the needs of people with Alzheimer's disease into 

the 21
st

 century. It is distinguished from rehabilitation, which seeks to restore external 

function, by its emphasis on the internal: emotion. It is as much a positive attitude about 
Alzheimer's disease and related disorders as it is a therapeutic method. 

Habilitation’s most poignant definition may have been the observation of 

neurologist A.R. Luria, which appears in a letter written some years ago to Dr. Oliver 

Sacks, which Sacks (1970) quotes in his book The Man Who Mistook His Wife for a 

Hat, and Other Clinical Tales. “Man,” Luria wrote, “does not consist of memory alone. 

He has feeling, will, sensibility, moral being. It is here you may touch him, and see a 

profound change.” If we choose to see symptoms associated with Alzheimer's disease as 

potentially treatable, rather than part of inevitable decline, a new starscape materializes 

before us, as it did for the ancient astronomers. 
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Disclaimer: 
 

As of September 2020 the Quality Campaign has been picked up by 
a concerned group of citizens, doctors, providers, researchers and 
consumers who want to see the good work of the past live on and 
help collect more info to shape the quality of healthcare in America. 
If you would like to join the effort, please call: 972-800-6670. 
 

https://nhqualitycampaign.org/resources-downloads/ 
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