Coping with the Stress of Caring for Someone with Dementia

Why Be Concerned?

Caring for someone with dementia can be one of the most stressful situations possible for an adult child or spouse. The process can typically last over 10-15 years and affects every aspect of life and function. The person requiring and receiving care generally can not appreciate the problems they are experiencing and does not understand why they are no longer able to live their lives as they have been doing without “interference” and “help” that they believe is not needed.  Caregiving for someone with dementia is also an ever changing process. The conditions of Alzheimer’s, Lewy Body dementia, vascular dementia, frontal-temporal lobe dementia among others are all progressive and are ultimately terminal with the gradual destruction of nerve cells in the brain. The ultimate result is that the brain can not longer guide and direct the person with the disease in how to think, talk, understand, behave, respond to sensation, move, and even fight infection, swallow, and breathe. Providing care to someone you have known as a vital and independent individual is incredibly stressful. You are losing the ‘person’ as you are caring for them AND they may very well resent and resist your efforts to help and protect them as the disease progresses. 

Caregivers of people with dementia are 80% more likely that other carergivers to perceive that they are very stressed in their caregiving role. They are 50% more likely than their peers to have depression.  They have a 63% higher mortality risk than their peers and are more likely to have less effective immune systems resulting in more illnesses, fatigue, a lowered stress threshold. Caregivers in combination with the person with dementia should be considered as both needing care, support, and intervention, BUT it rarely happens without a direct request for help on the caregivers part. Several studies have indicated that caregivers of people with dementia typically spend over 70 hours a week in care related activities while others spend only 62. Dementia care is the third most expensive disease category int eh US, and yet little of it is paid for by governmental programs, adding a financial burden to the caregiver. Approximately 70-80% of care is provided by caregivers in the community or in the home, representing one of the highest percents for any illness or condition. In over 40% of all cases of dementia caregiving there will be at least one caregiver unable to continue giving care before the person with dementia passes away, due to death or illness. 

The amount of burden or stress a caregiver of someone with dementia experiences is not so much related to the length of time they have given care, the amount of physical care provided, or the severity of the memory loss of the person. The severity of the stress is closely related to the behaviors that the person with dementia is having, the amount of support the caregiver feels that they have, the amount of depression or apathy the person with dementia has, and the knowledge and skill the caregiver has about the disease and the disease process.  Caregivers of people with dementia also routinely experience a significant worsening of feelings or distress and guilt, depression, burden, and illness AFTER placing the person in an institution. This is a unique and very troubling finding, indicating that the burden and stress of caregiving is much more than the physical demands of the job, and needs to be addressed even after placement has occurred.  
The purpose of this article is to provide caregivers with some basic information about dementia and common symptoms, the progression of the condition and how to provide support and help, and a resource list for caregivers.

What is Dementia? What are Common Symptoms?
Twenty years ago ‘dementia’ or ‘senility’ was a term commonly applied to anyone over the age of 65 who had some thinking problems or eccentric behaviors. It was ‘diagnosed’ by evidence of ‘forgetfulness’ or complaints of caregivers about wandering, confusion, or resistance to care. The primary method of managing problematic symptoms and behaviors involved institutional placement and the use of chemical and physical restraints. Even now only about 3% of all dementia cases are identified and diagnosed by general practitioners and diagnosis still routinely occurs in the mid-point of the disease (2-4 years in).There were no drugs available to help and little was known or understood about how to provide care and assistance during the disease progression. 
Times have changed. Our understanding of dementia has grown dramatically over the past five to ten years. New medical procedures and tests allow us to look inside living brains and determine structural abnormalities and changes in functional activity in various parts of the brain. A recent study has provided evidence that, for individuals with Alzheimer’s genes, changes in brain function actually begin the in the third decade of life, although tissue death does not happen until much later2. New findings in genetics and biochemical research are helping to determine the exact causes of various types of dementia, as well as identifying possible onset triggers and changes in protein production in brain tissue that might ultimately result in methods to prevent, slow or reverse the damage and resulting impairments. 

Diagnosis

Skilled clinicians can now recognize and diagnose over 60-70 forms or causes of dementia. Each one has some identifying characteristics. Some forms are reversible or possible to slow or stabilize, while others are irreversible, progressive, and terminal. There are also two other conditions that can mimic dementia, yet are significantly different. Individuals with depression or delirium benefit greatly from interventions designed to treat those conditions. Key differences between these ‘pseudo-dementias’ and true dementia involve; onset, duration, level of alertness and arousal, and typical responses to orientation-type questions. Delirium has an onset of hours to days, can quickly progress and result in death if not treated, has variable levels in arousal and alertness over a short period of time with hallucinations or delusions being common, and responses vary from ‘on-target’ to ‘off-the-wall’ responses with a short period of time. Any sudden change in an older person’s functional abilities or level of confusion should be assessed carefully. These rapid changes are more typically indicative of delirium rather than dementia. Common causes of delirium include: urinary tract infections; dehydration; drug interactions or side-effects; TIAs or small strokes or other medical emergency. Acute confusion in older adults is like a high fever in small children and should be a ‘red flag’, even in the presence of dementia, that something is going wrong and should be thoroughly investigated. Depression has an onset of weeks to months, will typically only resolve with treatment, does not typically start with changes in alertness, and includes typical responses such as “I don’t know”, “I can’t tell you” to orientation questions. Depression can take two major forms. One is the typical ‘sad, slow, immobile’ version, while the second version is an atypical agitated depression with motoric agitation, hyper-arousal, angry affect and possibly physical aggression. Missed diagnosis can result in the use of drugs to sedate or control the agitation without an appreciation of the need for an evaluation for depression.   It is also important to note that over 50% of all individuals with dementia will also develop clinical depression which will benefit from treatment.    If untreated, both delirium and depression can result in serious medical situations, suicide, worsening of function, or death. 

Dementia, on the other hand, typically has an onset of months to years, a worsening of function and performance over this time without improvement, no changes in alertness, and inaccurate but categorically correct responses to orientation questions. Dementia is now considered a syndrome rather than a specific diagnosis. The current definition of dementia is that there is a chronic decline in cognitive functioning involving at least two areas of brain function. There are various ways of categorizing dementia. One classification is to consider whether the condition involves changes that begin in the nerve cells or the brain or are caused by damage to support systems such as blood supply, structural damage, or cerebrospinal fluid changes. A second classification system looks at the primary site of damage and sorts dementia into cortical (problems with memory, language, thinking and social behavior) versus sub-cortical (problems in emotions, movement, and memory) in nature. Progressive, primary conditions include such diseases as Alzheimer’s disease, Lewy Body dementia, Crutzfeld-Jakobs disease, Huntington disease,  frontal or temporal lobe dementias (including Pick’s Disease and Primary Progressive Aphasia), HIV-associated dementia, Dementia Pugilistica (Boxer’s syndrome), Corticobasal degeneration, other genetically related dementias, and alcohol-related dementia. Vascular dementias are the second most common type and tend to have more focal-type symptoms based on the location of the lesions. These dementias typically progress in a more ‘step-like’ manner and are less predictable in specific areas of loss. Some types of vascular dementia include: multi-infarct dementia, Binswanger’s disease, and some inherited vascular malformations that cause dementias. In vascular dementias, the brain cells are essentially healthy, but die or are damaged or inflamed as a result of lack of oxygen or nourishment. Secondary, progressive dementias usually have significant movement involvement and occur as the condition worsens such as, Parkinson’s related dementia (up to 40% of cases), MS dementia, Wilson’s disease, ALS dementia, and normal pressure hydrocephalus (NHP).  The ability to accurately diagnose a specific dementia is now approaching 85-90% for physicians experienced in investigating these conditions. When the person is in the early stages of the condition, it is important to identify the type of dementia they are experiencing. Areas of the brain that are impacted first vary markedly among the conditions and support and programming is needed to match retained skills and help with specific losses rather than the typical ‘one-size fits all’ approach. 

Each person deserves a complete and thorough evaluation on his or her condition since mis-diagnosis can and does result in significant life alteration. Although advancing age is the most significant risk factor in developing dementia it should not be assumed to be the cause of changes in cognitive function. The symptoms identified below are not ‘normal’ for individuals who are aging. Careful evaluation can frequently improve function, if not reverse some problems such as medication reactions, metabolic or endocrine problems, nutritional deficiencies, infections, subdural hematomas, poisoning, tumors, anoxia, and heart and lung problems.  A complete evaluation for dementia includes the following recommended procedures: complete history and physical; neurological evaluation; thorough lab and blood work to rule out reversible conditions and other medical conditions; medication review (including prescriptions, over-the-counter, and herbs); cognitive and neuropsychological screening, MRI or CAT scans; psychiatric evaluation; , and report of history by the person and by a significant other familiar with the person’s abilities and background. The evaluation should take place as soon as symptoms are noted. Early detection has significant benefits. It can ensure reversible and treatable causes are addressed in a timely manner. It can help families actively plan and decide about future decisions and self-determination while skills still exist. It can promote optimal and sustained function through supportive and structured environmental and social programming. It also allows the persona and their care partner to consider seeking research participation, use of existing medications, and implementation of treatment options that may well extend the length of independent performance or community-based life. 

Risk factors

There are a variety of risk factors that have been identified and hypothesized. Increasing age is a strong risk factor for dementia. Genetics are implicated for early onset Alzheimer’s and for selected other dementias. There are other risk factors that have an impact on the onset of Alzheimer’s disease and some forms of vascular dementia. Some of these factors are sedentary life style, high cholesterol levels, poorly controlled diabetes or hypertension, obesity, high homocysteine levels, high iron levels, hypothyroidism, untreated depression, social isolation, and lack of cognitive stimulation or limited education background. While genetics and age cannot be changed, but there other factors that can be modified. Bringing ‘your numbers down’ is a key risk reduction strategy. This means lowering homocysteine levels, lowering cholesterol levels, lowering blood pressure, lowering weight, and controlling glucose.  A second key strategy is to increase your activity. This involves increasing aerobic exercise on a regular basis, sustaining cognitive activities, engaging in social interactions, and increasing mental flexibility. A final strategy is to eat a heart smart diet, high in fruits and vegetables, omega-3-fatty acids, and foods with vitamin C, E, and B12 .
Alzheimer’s disease

 
The most common form of dementia is Alzheimer’s disease. It affects over 4½ million Americans and accounts for over 50% of all the dementias. There are two typical presentations and progressions of the disease. The more aggressive type affects younger people in their 40’s to 60’s. It progresses fairly rapidly with death occurring in an average of 2-5 years. It includes individuals who have a specific genotype in the ApoE gene on chromosome 21 as well as people with Down’s syndrome.  A second form of the disease typically affects older adults. It progresses more gradually and lasts an average of 8-12 years. The most concerning fact is that it is estimated that the incidence of Alzheimer’s will increase by over 300% by 2050, if nothing changes in the area of delaying onset, preventing the disease, or resolving the disease once it has started. 

Both forms of Alzheimer’s disease are progressive, irreversible, and terminal! This disease is the fourth leading cause of death for those over the age of 65. At this time we have NO drugs that can prevent it, slow it, stop it, or cure it. It is a difficult disease to live with and cope with because it ultimately steals the person’s entire life, but slowly!

Early symptoms and warning signs of Alzheimer’s disease include:

- word finding difficulty 


- mood swings

- difficulty with attention


- difficulty reasoning

- inability to problem solve


- personality changes

- sudden shifts in awareness of place and time

- episodes of confusion and memory loss for recent information or events

These changes typically start gradually and may not be acted upon for 1-2 years. As more and more nerve cells in the brain are damaged and cannot transmit messages effectively. Current research suggests that the damage is caused by beta-amyloid plaques and neurofibrillary tangles. Over time as more cells are affected, the symptoms get worse and more noticeable. Because cells are actually ‘sick’ and unpredictable in their chemical production, there is daily and moment by moment variability in performance. This inconsistency can result in more distress and uncertainty on the part of family members and care partners as they try to determine if the person is really having problems or simply “not trying”, “being stubborn”,  or ‘manipulative’. Due to the combined chemical and structural changes that are gradually taking place, abilities can not be assumed, but should be monitored through interactions and activity performance to try to minimize risks of over-estimation or under-estimation of abilities at any point in time. 

Medications that are currently available and used to help with symptoms do not affect the cells or active chemicals, but simply produce ‘decoy’ chemicals that trick the enzymes that break down the transmitter chemical (acetylcholine) and allow it to perform as well as it can. Approved drugs include Aricept, Exelon, and Razadyne. There is one additional drug that is being used at this time. It is called Namenda and it moderates glutamate absorption which helps cells function.  Commonly individuals will be placed on one of the acetylcholineserase inhibitors and then the glutamate moderator is added to the regimen. Other medication that might be used are those that treat depression agitation, paranoia, or seizures. 

Alzheimer’s disease has a fairly typical progression. Areas of loss and severity of loss can be predicted within a general range. In the early stages of the disease the person can still complete routine activities and tasks, having difficulty only in more complex, selective tasks that require a high degree of skill, attention, new learning, or language interpretation. In the middle stages of the disease the person will experience difficulty completing even familiar self-care routines and leisure activities. The ability to recognize people and understand their relationship to the person becomes impossible. Immediate memory is gone and recent life memories are disappearing as well. Speech gets non-specific and repetitive. The ability to understand what is being said fades away and instructions become meaningless sounds. Impulse control is not possible and mood swings can be rapid and extreme. It is important to note that swearing, singing, and automatic speech are often still some of the few methods the person has to talk to you. Toward the end of the disease process the person will become unable to focus on the world around them. They experience a return of primitive reflexes and tend to respond globally to any stimulation or interaction. Language is rarely used, but there is still a strong need to be touched, loved, and cared for. The person tends to drift in and out of awareness with greater frequency. Although the progression of the condition is fairly predictable, each individual’s experience will be unique and will require client-centered assessment, intervention, and outcome determination. 

Common Changes and Symptoms

All of the symptoms that the person experiences are based on the changes that take place in the person’s brain. It is also critical to note that although many abilities are lost, there are also preserved skills and functions. 

As part of the disease people with dementia ‘tend to’ develop typical patterns of speech, behavior, and routines. These people will also have skills and abilities that are lost while others are retained or preserved for a long period of time and late into the disease process.

Typically Lost – can’t use
Preserved – can or may use until late in the disease

   Memory skills




   Memory skills

- immediate recall




- long ago memories

- short term memory




- emotional memories

- clarity of time and place



- confabulation 

- depth of categorical information


- procedural memories

- relationships & specifics
- awareness of familiar versus unfamiliar

   Understanding skills



   Understanding skills


- interpretation of abstract meaning

- ‘gets’ the concrete meaning


- early - misses ¼ words


- picks out familiar or meaningful words


- later – misses ½ words


- covers well


- subtle emotions, ‘unspoken’ 

- facial expressions that are consistent

agreements




with the message being sent
-  at the end – most words


     
      

   Language use skills



   Language use skills

- specific word finding




- desire to communicate

- descriptive abilities




- ability to use hands or actions to describe

- reading for content




- reading aloud

- content of speech




- rhythm of speech

- spoken communication



- para-verbal communication (how you say it)

- words





- music and song

- meaningful ‘yes’ and ‘no’



- automatic speech

- socially acceptable expressions of emotion
- swearing, sex words, ‘socially unacceptable’ words

- verbal communication of needs and desires
- non-verbal communication of needs and 
desires

Emotional & Impulse control skills

   Emotional & Impulse control skills

- ability to ‘demand’ respect



- desire to be respected

- ability to limit or control emotions


- ability to feel emotions and have needs


- ability to control impulsive speech

- say what is on your mind – with errors


- ability to control impulsive actions

- do what you want to do


- don’t act out when ‘pushed’


- sometimes, feel badly after its done


- ability to keep private thoughts and 

- sometimes, behaving differently in

and actions in private places 


‘public’ if cues are strong
Motor Skills & Sensory Processing


Motor Skills & Sensory Processing 

- at first very little as far as skills go


- the movement patterns for pieces of tasks

- later – initiation or getting started


- gross motor movements last longer than 
fine motor

- later – parts of tasks get left out/skipped

- can often do the mechanics – 

- mis-interprets sensory information 


BUT not safely or well

- organized scanning is lost



- looks for stuff – seeks out things

- visual field is restricted



- mouth (lips, tongue), fingers and palms, 

- may become hypersensitive OR



soles of feet, & genitalia 


hyposensitive to touch, sound, light   
- recognize faces, voices – familiar from 
not familiar

Three common examples of resultant ‘challenging’ behaviors are as follows – 

The person will ask the same question over and over. Caregivers become frustrated and change their non-verbal behaviors or tone of voice, sometimes yelling “What did I tell you?!” The person with dementia may respond with “I don’t think you said anything about it.” looking puzzled or “Why are you getting angry? I just asked you a simple question?” or “I’m sorry, I don’t know what I did to bother you, but I know you are upset with me”. The behavior is the result of losing the ability to store and recall recently heard information. Caregivers would have better outcomes if they offered the information and then either used redirection or distraction in the form of conversation or a new activity that is of interest and has meaning for the person. 

The person has had three minor traffic incidents in the recent past. Following an evaluation the determination is made that he is no longer safe to drive a vehicle and his license is taken. Two days later he drives to the bank. When confronted with his lack of a license as evidence that he isn’t able to drive anymore. He insists he is still able to drive and that he simply put his license in his other billfold. This behavior is a combination of inability to retrieve recent factual information and confabulation, not lying. His brain is trying to help him come up with a rationale explanation for why he doesn’t have his license AND he does not remember the evaluation process and results. Rather than trying to convince the person he is wrong, plans and programming should be developed that provides alternative community mobility, reduces the presence and availability of the visual cues of the car and the keys, and alerts the care partner prior to the his leaving the home. 


A person in the later stage of the disease is sitting in her wheelchair in her room, patting loudly on her tray, rolling herself forward and back in the chair, and yelling out repeatedly “Come here, come here, come here!” When a staff member comes in a rubs her back and talks to her some asking her to be quiet because she is bothering other people, she gets quiet and stills. As soon as the staff member leaves she starts back up. Staff members tend to view her as manipulative and wanting attention. In fact, she is engaging in self-stimulating behavior that focuses on some of the key remaining sensitive areas, her lips tongue and mouth, her hands, and her soles of her feet. When the staff member interacted she received stimulation from her, but as soon as the staff member left she had to provide her own stimulation again. Using alternate activities that engage the sensitive areas might be more effective, such as singing, dancing, clapping to familiar music, or sitting in a glide rocker with music playing, meeting her sensory needs with more acceptable methods. She might also be more careful observed to note any indications of discomfort or care needs that are not being met. Typically pain medications are underutilized and something as simple as repositioning, acetaminophen, fluids, food, or toileting might be needed. 

The vast majority of ‘problematic’ behaviors that frustrate care partners or professional caregivers are frequently misunderstood. They typical represent the person’s attempts to deal with the world around them as they experience greater and greater skill and ability losses due to brain failure. It is critical for those who would help the person with dementia to understand that the person with dementia is ‘doing the best’ that he can. Those of us without this type of damage have the responsibility to recognize when our approach is not working, to stop the interaction, to step back and consider the situation, and then to try again with some modification in words, actions, task demands, cues, environmental features, or context.

After the condition begins to manifest itself, roles and responsibilities can be dramatically affected by these conditions. The person is struggling to perform the more complex tasks that are considered critical to be successful in ‘who they are’. If the person is still working, the first symptoms are generally seen ‘on the job’ when the person is attempting to complete executive functions or less familiar or more interpretative tasks. Others, such as co-workers or supervisors, may be more aware of the difficulty or errors than the person experiencing the losses. However, many people in the early stages of the disease do have some self-awareness of impairment or change and may express concerns that they are “losing their minds” or are “just not right”. For older individuals, who are coping with a new roles such as, retiree, widow/widower, or someone living with a chronic disease, there may be significant difficulty in learning new information or successfully integrating new behaviors into these unfamiliar roles. If the cause is dementia, the problems are not resolved with increased repetition or practice. 

As the condition progresses other life roles begin to be impacted. Life-long identifications are being affected. Productive roles such as; cook, driver, money manager, home owner, volunteer, and become more difficult and less achievable.   Family roles such as; caregiver, pet owner, spouse, parent, sibling, and friend are affected as well as the disease destroys more and more memory, language, impulse and emotional control, judgment, and sensory processing abilities. Ultimately, the person’s ability to engage in almost any activity or task is dramatically curtailed and limited. 

At the start of the disease, habits and routines are strengths that can allow the person to function with a sense of normalcy and control. Necessary changes in habits and routines, because of losses, can cause extensive dysfunction. Careful attention is needed to explore and analyze the proposed changes and determining how to minimize the alterations while supporting the person and their partners or family members in integrating the changes and minimizing the disruption. In some cases, helpers may take on the role of advocates and help communities or facilities determine whether old habits might be possible to use in the new care setting. Use of a thorough and complete personal history can aid in this effort. Knowledge of past work, leisure, social, and self-care histories and preferences can greatly inform and influence the understanding current behaviors that may not be logical or appropriate in the current situation, but may well be ‘on target’ with historic information.

All areas of life will ultimately be affected by this condition as will all of the person’s behaviors and abilities since brain failure results in failure within all areas.  The caregiver’s knowledge and skill in using selected assistance and cueing systems can reduce resistance to care and improve participation in tasks and care. Once the optimal visual, verbal, and tactile cueing methods and environmental features are identified for an individual, the primary caregiver can share these findings with other care providers and ensure continued programming that matches the person’s remaining abilities and needs with caregivers’ support and structure. 

Caregivers need to know that there are resources in the area that are knowledgeable about dementia and its symptoms are available as resources to provide training, guidance, assistance, or just listen. There are agencies and programs in the region that use the state of the art techniques and strategies to provide support and care. There are agencies and services available to help caregivers in their journey from the beginning to its end. Getting support and learning more about dementia will change the caregiving experience. Becoming more knowledgeable and skilled in the caregiver role, learning from others, and taking acre of yourself are key pieces of the puzzle to reduce your stress and improve interactions and outcomes. 
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Both people were the same age, same gender, same physical size. The person on the right has had Alzheimer’s for over 10 years. Dementia means brain failure NOT stubbornness or laziness.

Types of Help - Using Your Senses
Visual -
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Written Information - Schedules and Notes



Key Word Signs - locators & identifiers




Objects in View - familiar items to stimulate task performance





Gestures - pointing and movements






Demonstration - provide someone to imitate

Auditory - 


Talking and Telling - give information, ask questions, provide choices
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Breaking it Down  - Step-by-Step Task Instructions 

Using Simple Words and Phrases - Verbal Cues


Name Calling - Auditory Attention 



Positive Feedback - praise, "yes", encouragement

Tactile - Touch -


Greeting & Comforting - handshakes, hugs, 'hand-holding'

[image: image5.wmf]


 Touch for Attention during tasks




Tactile Guidance - lead through 'once' to get the feel





Hand-Under-Hand Guidance - palm to palm contact






Hand-Under-Hand Assistance - physical help







Dependent Care - doing for & to the person

A Positive Approach to Giving Care

· Come from the FRONT – let the person know you are coming
· Go SLOW – reaction times slow as we age – it takes longer for info to get in
· Get to the SIDE – be supportive NOT confrontational

· Get LOW – don’t use your height to intimidate
· Offer HAND – let the person start the interaction
· Call NAME – the name that person PREFERS!
· THEN wait…….

· Start Message
· Give basic information

“It’s time to…”

· Give simple choices

this or that (orange juice or milk) (eat or go to the bathroom first)

· Give single step directions

break down the task (to go to eat…. lean forward…,  pull your feet in…

· Ask the person to HELP you
it feels better to give than to receive!

· Ask the person if they will at least TRY??????

sometimes you’ll try even if you don’t think you can!

· DON’T Ask “Are you ready?…??? “or “Do you WANT to…?”

· DON’T have verbal diarrhea

· WAIT for a response (silently count to 10)

IF No response …  ask again

IF Responding ….

· Give positive STROKES - Feedback
· “Good job!”

· “ Yes!”

· “That’s it”

· smile, nod

· hug

· stroke or rub 

Communicating - Talking 

First - 

ALWAYS use the positive physical approach!

Then - 

· Pay attention to the THREE ways you communicate - 

1 - How you speak 

· Tone of voice (friendly not bossy or critical)

· Pitch of voice (deep is better)

· Speed of speech ( slow and easy not pressured or fast)

2 - What you say

THREE basic reasons to talk to someone

1 - 
To get the person to DO something (5 approaches to try)
1 - give a short, direct message about what is happening

2 - give simple choices about what the person can do

3 - ask the person to help you do something

4 - ask if the person will give it a try

5 - break down the task - give it one step at a time

** only ask “Are you ready to…” If you are willing to come back later **

2    - 
Just to have a friendly interaction - to talk to the person
· go slow - Go with Flow

· acknowledge emotions - "sounds like…, seems like…, I can see you are…"

· use familiar words or phrases (what the person uses)

· know who the person has been as a person what s/he values

· use familiar objects, pictures, actions to help & direct

· be prepared to have the same conversation over & over

· look interested & friendly

· be prepared for some emotional outbursts

· DON'T argue… - BUT don't let the person get into dangerous situations

REMEMBER - the person is doing the BEST that s/he can 

AND GO with the FLOW!

3 -
Deal with the person's distress or frustration/anger
· Try to figure out what the person really NEEDS or WANTS 

("It sounds like…" "It looks like…" "It seems like…" "You're feeling…")

· Use empathy not forced reality or lying

· Once the person is listening and responding to you THEN - 

· Redirect his attention and actions to something that is OK  
OR 

· Distract him with other things or activities you know he likes & values

Always BE CAREFUL about personal space and touch with the person especially when s/he is distressed or being forceful

3 - 
How you respond to the person

· use positive, friendly approval or praise (short, specific and sincere)

· offer your thanks and appreciation for his/her efforts

· laugh with him/her & appreciate attempts at humor & friendliness

· shake hands to start and end an interaction

· use touch - hugging, hand holding, comforting only IF the person wants it

If what you are doing is NOT working -

· STOP! 

· BACK OFF - give the person some space and time

· Decide on what to do differently…

· Try Again!

Key Points About 'Who' the person Is….

· preferred name

· introvert or extrovert

· a planner or a doer

· a follower or a leader

· a 'detail' or a 'big picture' person

· work history -  favorite and most hated jobs or parts of jobs

· family relationships and history - feelings about various family members

· social history - memberships and relationships to friends and groups

· leisure background - favorite activities & beliefs about fun, games, & free time

· previous daily routines and schedules

· personal care habits and preferences

· religious and spiritual needs and beliefs

· values and interests

· favorite topics, foods, places

· favorite music and songs - dislike of music or songs

· hot buttons & stressors

· behavior under stress

· what things help with stress?

· handedness

· level of cognitive impairment
· types of help that are useful
Resources

Alzheimer’s Association 

National office 

Information, free literature, links to other sites, new findings

www.alz.org
Alzheimer Foundation of America

National office

Information, free literature, links to other sites, local resources, educational opportunities, and support

www.alzfndn.org
Area Agency on Aging – Local Region Resources

Services, information, resources, support, education, referrals

Regional Ombudsmen (advocates for individuals in facilities)

Caregiver Specialists (skilled and knowledgeable resources and supports)

Aging services and resources in local regions

http://www.dhhs.state.nc.us/aging/aaa.htm
AARP

Resources, caregiver workshops, information

Free Caregiver Resource Kit (#D15267)

1-800-424-3410

Caregiving Online 

Online newsletters, information sources, and resources

www.caregiving.com
www.careguide.net
www.caregiverzone.com
www.fullcirclecare.org
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Websites used to develop this article:

www.aafp.org
www.alzheimers.org
www.alz.org
www.fullcirclecare.org
www.alzforum.org
www.aan.com
www.ninds.nih.gov
www.sciencentral.com
American Academy of Neurology – Dementia Encounter Kit – this interactive, downloadable multi-media resource can be used by clinicians working with individuals and their families who are concerned about cognitive changes and memory impairment – it provides evidence-based resources, information, and strategies for assessment and treatment options. It is primarily designed for physicians, but can also be very useful and helpful to other health professionals involved in caring for individuals in this population. 

http://aan.com/professionals/practice/dementia/  2/2005.

American Academy of Neurology – clinician evidence-based guidelines for diagnosis and treatment of dementia - (evidence based - developed in 5/2001)

http://www.aan.com/professionals/practice/pdfs/dementia_guideline.pdf  

American Academy of Neurology - Findings and recommendations related to driving and dementia – guidelines and risks based on degree of involvement - (evidence based - developed in 1/2000)

http://www.neurology.org/cgi/reprint/54/12/2205.pdf
AAN – Findings and recommendations related to MCI & dementia screening - (evidence based - developed in 5/2001)

http://www.neurology.org/cgi/reprint/56/9/1133.pdf
AAN – Findings and recommendations related to treatment options in dementia – (evidence based- developed in 5/2001) - http://www.neurology.org/cgi/reprint/56/9/1154.pdf
Alzheimer’s Association - resource site – provides articles, guidelines, and recommendations on a wide variety of topics related to dementia, assessment, treatment, and education - http://www.alz.org/Resources/Diversity/overview.asp 

Alzheimer’s Disease Education and Referral Center (ADEAR) – a service of the National Institute of Aging – highlights recent research articles and findings related to dementia and dementia caregiving as well as identifying possible research participation opportunities - http://www.alzheimers.org/nianews/nianews.html
Alzheimer’s Store - Product site with resources and information for professionals, family members and caregivers - http://www.agelessdesign.com/alz.htm 

MedLine Plus – this site provides articles of interest on recent findings and research – it is a service of the US National Library of Medicine and the National Institutes of Health  - http://www.nlm.nih.gov/medlineplus/dementia.html 

National Institute of Neurological Disorders and Stroke – provides basic and up-to-date information on dementia, diagnoses, treatment, research options, and resources - 

http://www.ninds.nih.gov/disorders/alzheimersdisease/detail_alzheimersdisease.htm#What%20Conditions%20Are%20Not%20Dementia? %20Dementia?
Books used in developing this article– 

There’s Still a Person in There – a Complete Guide to Treating and Coping with Alzheimer’s Disease. Castleman, M. et al. New York, NY: Penguin Putnam, 2000.

Alzheimer’s - A Broken Brain. Richard, M. Tuscaloosa, AL: Dementia Education and Training Program, 1999.

Best Friends Approach to Alzheimer’s Care. Bell, V & Troxel, D. Baltimore, MD: Health Professions Press, 2003.

Alzheimer’s Early Stages – First Steps for Family, Friends, and Caregivers. Kuhn, D. Alamenda, CA: Hunter House, 2003.

The Memory Workbook. Mason D. J. and Kohn, M.L.Oakland, CA: New Harbinger Publications, 2001.

Training DVD & CD ROMs:

Accepting the Challenge: Providing the Best Care for People with Dementia. Snow, T. (ed). RTP, NC: Horizon Video, 2003.

Bathing without a Battle: Creating a Better Bathing Experience for Persons with Alzheimer’s Disease and Related Disorders. Barrick, AL. et al. EO Studios, Inc., 2001.
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Below are three tools that can help you determine how stressed you are and if you have enough support for providing the care you are providing to someone with dementia.

	The Zarit Burden Interview
  

	Circle the response that best describes how you feel.
	 
	 
	 
	 
	 

	 
	Never
	Rarely
	Sometimes
	Quite 
frequently
	Nearly
always

	1. Do you feel that your relative asks for more help than he/she needs?
	0
	1
	2
	3
	4

	2. Do you feel that because of the time you spend with your relative that you don't have enough time for yourself?
	0
	1
	2
	3
	4

	3. Do you feel stressed between caring for your relative and trying to meet other responsibilities for your family or work?
	0
	1
	2
	3
	4

	4. Do you feel embarrassed over your relative's behavior?
	0
	1
	2
	3
	4

	5. Do you feel angry when you are around your relative?
	0
	1
	2
	3
	4

	6. Do you feel that your relative currently affects your relationships with other family members or friends in a negative way? 
	0
	1
	2
	3
	4

	7. Are you afraid what the future holds for your relative?
	0
	1
	2
	3
	4

	8. Do you feel your relative is dependent on you?
	0
	1
	2
	3
	4

	9. Do you feel strained when you are around your relative?
	0
	1
	2
	3
	4

	10. Do you feel your health has suffered because of your involvement with your relative?
	0
	1
	2
	3
	4

	11. Do you feel that you don't have as much privacy as you would like because of your relative? 
	0
	1
	2
	3
	4

	12. Do you feel that your social life has suffered because you are caring for your relative? 
	0
	1
	2
	3
	4

	13. Do you feel uncomfortable about having friends over because of your relative?
	0
	1
	2
	3
	4

	14. Do you feel that your relative seems to expect you to take care of him/her as if you were the only one he/she could depend on? 
	0
	1
	2
	3
	4

	15. Do you feel that you don't have enough money to take care of your relative in addition to the rest of your expenses?
	0
	1
	2
	3
	4

	16. Do you feel that you will be unable to take care of your relative much longer? 
	0
	1
	2
	3
	4

	17. Do you feel you have lost control of your life since your relative's illness? 
	0
	1
	2
	3
	4

	18. Do you wish you could leave the care of your relative to someone else? 
	0
	1
	2
	3
	4

	19. Do you feel uncertain about what to do about your relative? 
	0
	1
	2
	3
	4

	20. Do you feel you should be doing more for your relative? 
	0
	1
	2
	3
	4

	21. Do you feel you could do a better job in caring for your relative? 
	0
	1
	2
	3
	4

	22. Overall, how burdened do you feel in caring for your relative?
	0
	1
	2
	3
	4
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	Instructions for caregiver: The questions above reflect how persons sometimes feel when they are taking care of another person. After each statement, circle the word that best describes how often you feel that way. There are no right or wrong answers. 

	Scoring instructions: Add the scores for the 22 questions. The total score ranges from 0 to 88. A high score correlates with higher level of burden. 


.
Perceived Stress Scale- 10 Item 

 Instructions: The questions in this scale ask you about your feelings and thoughts during the last month.  In each case, please indicate with a check how often you felt or thought a certain way. 
 
1. In the last month, how often have you been upset because of something that happened unexpectedly?

 ___0=never ___1=almost never ___2=sometimes ___3=fairly often ___4=very often 

2. In the last month, how often have you felt that you were unable to control the important things in your life?

 ___0=never ___1=almost never ___2=sometimes ___3=fairly often ___4=very often 

3. In the last month, how often have you felt nervous and "stressed"?

___0=never ___1=almost never ___2=sometimes ___3=fairly often ___4=very often 

4. In the last month, how often have you felt confident about your ability to handle your personal problems?

___0=never ___1=almost never ___2=sometimes ___3=fairly often ___4=very often 

5. In the last month, how often have you felt that things were going your way?

___0=never ___1=almost never ___2=sometimes ___3=fairly often ___4=very often 

6. In the last month, how often have you found that you could not cope with all the things that you had to do?

___0=never ___1=almost never ___2=sometimes ___3=fairly often ___4=very often 

7. In the last month, how often have you been able to control irritations in your life?

___0=never ___1=almost never ___2=sometimes ___3=fairly often ___4=very often 

8. In the last month, how often have you felt that you were on top of things?

___0=never ___1=almost never ___2=sometimes ___3=fairly often ___4=very often 

9. In the last month, how often have you been angered because of things that were outside of your control?

___0=never ___1=almost never ___2=sometimes ___3=fairly often ___4=very often 

10. In the last month, how often have you felt difficulties wer piling up so high that you could not overcome them?

___0=never ___1=almost never ___2=sometimes ___3=fairly often ___4=very often 

This scale can be found in the following articles:

Cohen, S., Kamarck, T., Mermelstein, R. (1983). A global measure of perceived stress. Journal of Health and Social Behavior, 24, 385-396.

Cohen, S., & Williamson, G. (1988). Perceived stress in a probability sample of the United States. In S. Spacapam & S. Oskamp (Eds.), The social psychology of health: Claremont Symposium on applied social psychology. Newbury Park, CA: Sage.

Perceived Stress Scale Scoring 

PSS-10 scores are obtained by reversing the scores on the four positive items, e.g., 0=4, 1=3, 2=2, etc. and then summing across all 10 items.  Items 4,5, 7, and  8 are the positively stated items. 

Conditions of Scale Use
Permission for use of the scale is not necessary when use is for academic reseach or educational purposes.  

If you need written permission, please write the letter with a line for signature, along with a self addressed, stamped envelope,and send to:

Laurie Nelson
Department of Psychology
Carnegie Mellon University
5000 Forbes Avenue
Pittsburgh, PA  15213
or email your request with your complete address included:
lanelson@andrew.cmu.edu 

Interpersonal Support Evaluation List (ISEL) -- General Population
This scale is made up of a list of statements each of which may or may not be true about you.  For each statement check “definitely true” if you are sure it is true about you and “probably true” if you think it is true but are not absolutely certain.  Similarly, you should check “definitely false” if you are sure the statement is false and “probably false” is you think it is false but are not absolutely certain.

1.  There are several people that I trust to help solve my problems. 
 ____definitely true (3)  ____definitely false (0) 
 ____probably true (2)  ____probably false (1)

2.  If I needed help fixing an appliance or repairing my car, there is someone who would help me. 
 ____definitely true (3)  ____definitely false (0) 
 ____probably true (2)  ____probably false (1)

3.  Most of my friends are more interesting than I am. 
 ____definitely true (3)  ____definitely false (0) 
 ____probably true (2)  ____probably false (1)

4.  There is someone who takes pride in my accomplishments. 
 ____definitely true (3)  ____definitely false (0) 
 ____probably true (2)  ____probably false (1)

5.  When I feel lonely, there are several people I can talk to. 
 ____definitely true (3)  ____definitely false (0) 
 ____probably true (2)  ____probably false (1)

6.  There is no one that I feel comfortable to talking about intimate personal problems. 
 ____definitely true (3)  ____definitely false (0) 
 ____probably true (2)  ____probably false (1)

7.  I often meet or talk with family or friends. 
 ____definitely true (3)  ____definitely false (0) 
 ____probably true (2)  ____probably false (1)

8.  Most people I know think highly of me. 
 ____definitely true (3)  ____definitely false (0) 
 ____probably true (2)  ____probably false (1)

9.  If I needed a ride to the airport very early in the morning, I would have a hard time finding someone to take me. 
 ____definitely true (3)  ____definitely false (0) 
 ____probably true (2)  ____probably false (1)

10.  I feel like I’m not always included by my circle of friends. 
 ____definitely true (3)  ____definitely false (0) 
 ____probably true (2)  ____probably false (1)

11.  There really is no one who can give me an objective view of how I’m handling my problems. 
 ____definitely true (3)  ____definitely false (0) 
 ____probably true (2)  ____probably false (1)

12.  There are several different people I enjoy spending time with. 
 ____definitely true (3)  ____definitely false (0) 
 ____probably true (2)  ____probably false (1) 
 

13.  I think that my friends feel that I’m not very good at helping them solve their problems. 
 ____definitely true (3)  ____definitely false (0) 
 ____probably true (2)  ____probably false (1)

14.  If I were sick and needed someone (friend, family member, or acquaintance) to take me to the doctor, I would have trouble finding someone. 
 ____definitely true (3)  ____definitely false (0) 
 ____probably true (2)  ____probably false (1)

15.  If I wanted to go on a trip for a day (e.g., to the mountains, beach, or country), I would have a hard time finding someone to go with me. 
 ____definitely true (3)  ____definitely false (0) 
 ____probably true (2)  ____probably false (1)

16.  If I needed a place to stay for a week because of an emergency (for example, water or electricity out in my apartment or house), I could easily find someone who would put me up. 
 ____definitely true (3)  ____definitely false (0) 
 ____probably true (2)  ____probably false (1)

17.  I feel that there is no one I can share my most private worries and fears with. 
 ____definitely true (3)  ____definitely false (0) 
 ____probably true (2)  ____probably false (1)

18.  If I were sick, I could easily find someone to help me with my daily chores. 
 ____definitely true (3)  ____definitely false (0) 
 ____probably true (2)  ____probably false (1)

19.  There is someone I can turn to for advice about handling problems with my family. 
 ____definitely true (3)  ____definitely false (0) 
 ____probably true (2)  ____probably false (1)

20.  I am as good at doing things as most other people are. 
 ____definitely true (3)  ____definitely false (0) 
 ____probably true (2)  ____probably false (1)

21.  If I decide one afternoon that I would like to go to a movie that evening, I could easily find someone to go with me. 
 ____definitely true (3)  ____definitely false (0) 
 ____probably true (2)  ____probably false (1)

22.  When I need suggestions on how to deal with a personal problem, I know someone I can turn to. 
 ____definitely true (3)  ____definitely false (0) 
 ____probably true (2)  ____probably false (1)

23.  If I needed an emergency loan of $100, there is someone (friend, relative, or acquaintance) I could get it from. 
 ____definitely true (3)  ____definitely false (0) 
 ____probably true (2)  ____probably false (1)

24.  In general, people do not have much confidence in me. 
 ____definitely true (3)  ____definitely false (0) 
 ____probably true (2)  ____probably false (1)

25.  Most people I know do not enjoy the same things that I do. 
 ____definitely true (3)  ____definitely false (0) 
 ____probably true (2)  ____probably false (1)

26.  There is someone I could turn to for advice about making career plans or changing my job. 
 ____definitely true (3)  ____definitely false (0) 
 ____probably true (2)  ____probably false (1)

27.  I don’t often get invited to do things with others. 
 ____definitely true (3)  ____definitely false (0) 
 ____probably true (2)  ____probably false (1)

28.  Most of my friends are more successful at making changes in their lives than I am. 
 ____definitely true (3)  ____definitely false (0) 
 ____probably true (2)  ____probably false (1)

29.  If I had to go out of town for a few weeks, it would be difficult to find someone who would look after my house or apartment (the plants, pets, garden, etc.). 
 ____definitely true (3)  ____definitely false (0) 
 ____probably true (2)  ____probably false (1)

30.  There really is no one I can trust to give me good financial advice. 
 ____definitely true (3)  ____definitely false (0) 
 ____probably true (2)  ____probably false (1)

31.  If I wanted to have lunch with someone, I could easily find someone to join me. 
 ____definitely true (3)  ____definitely false (0) 
 ____probably true (2)  ____probably false (1)

32.  I am more satisfied with my life than most people are with theirs. 
 ____definitely true (3)  ____definitely false (0) 
 ____probably true (2)  ____probably false (1)

33.  If I was stranded 10 miles from home, there is someone I could call who would come and get me. 
 ____definitely true (3)  ____definitely false (0) 
 ____probably true (2)  ____probably false (1)

34.  No one I know would throw a birthday party for me. 
 ____definitely true (3)  ____definitely false (0) 
 ____probably true (2)  ____probably false (1)

35.  It would me difficult to find someone who would lend me their car for a few hours. 
 ____definitely true (3)  ____definitely false (0) 
 ____probably true (2)  ____probably false (1)

36.  If a family crisis arose, it would be difficult to find someone who could give me good advice about how to handle it. 
 ____definitely true (3)  ____definitely false (0) 
 ____probably true (2)  ____probably false (1)

37.  I am closer to my friends than most other people are to theirs. 
 ____definitely true (3)  ____definitely false (0) 
 ____probably true (2)  ____probably false (1)

38.  There is at least one person I know whose advice I really trust. 
 ____definitely true (3)  ____definitely false (0) 
 ____probably true (2)  ____probably false (1)

39.  If I needed some help in moving to a new house or apartment, I would have a hard time finding someone to help me. 
 ____definitely true (3)  ____definitely false (0) 
 ____probably true (2)  ____probably false (1)

40.  I have a hard time keeping pace with my friends. 
 ____definitely true (3)  ____definitely false (0) 
 ____probably true (2)  ____probably false (1) 
  
  
  This scale is from:

Cohen, S., & Hoberman, H. (1983). Positive events and social supports as buffers of life change stress. Journal of Applied Social Psychology, 13, 99-125. Link to full-text (pdf)
Cohen, S., Mermelstein, R., Kamarck, T., & Hoberman, H. (1985). Measuring the functional components of social support. In I. G. Sarason & B. R. Sarason (Eds.), Social support: Theory, research, and application. The Hague, Holland: Martinus Nijhoff. Link to full-text (pdf)
The ability to use words and language…





The ability to remember information…





The ability to control your impulses, temper, & moods…





Reprinted with permission from: A Broken Brain. Dementia Education & Training Program , University of Alabama, 1995.





The ability to understand what is being said…
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