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How to Cope - For Caregivers:

• Can the caregiver prepare for crisis?
There are small crises and big ones.  Don’t make the small ones bigger-most molehills do not become mountains.  But, get help from another person when you need it.

• What if the caregiver is taking care of the relative out of duty alone?

There comes a point when your emotional bank account becomes exhausted.  You cannot give endlessly, and AD people are not fooled by your attempts to disguise your real feelings.  Such situations are not workable and it is important to enlist other people who have a genuine affection for the person to care for him/her.
• What if the caregiver feels guilty or doesn’t feel comfortable dealing with a person with AD?

If it interferes with your normal functions such as sleep, appetite, interest in sex, interest in your normal hobbies, your capacity to relate with others----then bring in outside people as resources (with or without the AD individuals approval.) People too often give one another a blank check, and that is a strong inducement to developing a hostile, dependent relationship.  People are not as fragile as we think they are.

• How can the caregiver cope with looking after a relative every day?


Primarily you must look after yourself too.  Then the going gets rough and you feel you are really stretched to the limit and you are trying too hard, you have to be able to back off and take a mental health day or mental health hour for yourself and look after your own interests.

Distancing yourself allows you to put the whole situation into perspective and to recoup your losses---to renew your ties outside the relationship with the person and to add to your emotional bank account.  Bring in a second person to help you ----a friend, a neighbor, a priest or minister, or anybody who can be objective.

Everybody must have his own private space within his own head as well as within the geographical space he lives in.  You have to make a decision about that and put up “no trespassing” signs; otherwise you can become emotionally exhausted.

Put a professional person between yourself and the AD individual.

• What if the caregiver has trouble making decisions?


Procrastination is a real problem-saying “Oh, wait until tomorrow or next week.”  So give yourself a period of time in which to make a decision, because decisions are made for you sooner or later if you don’t make them yourself.  If decisions are made by events or by people around you, you lose control of the situation.  Be realistic.  You may be wrong 30-40% of the time, but at least it is your decision, and as an adult you can take responsibility for it.  If the decision is made for you, it’s hard to accept responsibility for the mistake and to change the situation.  Once you take the responsibility, you can indeed feel in control of your life and you can feel good about your successes.

• Who can the caregiver turn to for emotional support?  


People should find support among their peers.  It is not one generation’s responsibility to meet the needs of another for affection and support indefinitely.  If you care for an elderly adult, bring in some people his/her own age to be part of the support system.
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A Caregiver’s Bill of Rights
I have the right
· To take care of myself.  This not as an act of selfishness.  It will give me the capacity of taking better care of my relative.
· To seek help from others even though my relative may object.  I recognize the limits of my endurance and strength.
· To maintain facets of my own life that do not include the person I care for, just as I would if he or she were healthy.  I know that I do everything that I reasonably can for this person, and I have the right to do some things just for myself.
· To get angry, be depressed and express other difficult feelings occasionally.
· To reject any attempt by my relative (either conscious or unconscious) to manipulate me through guilt, anger or depression
· To receive consideration, affection, forgiveness and acceptance for what I do from my loved one for as long as I offer these qualities in return.
· To take pride in what I am accomplishing and to applaud the courage it has sometimes taken to meet the needs of my relative.
· To protect my individuality and my right to make a life for myself that will sustain me in the time when my relative no longer needs my full-time help.
· To expect and demand that as new strides are made in finding resources to aid physically and mentally impaired older persons in our country, similar strides will be made toward aiding and supporting caregivers.
· To __________________________________________________________________

Add your own statements of right to this life.  Read the list to yourself every day.
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Twelve Steps for Caregivers
1. Although I cannot control the disease process, I need to remember I can control many aspects of how it affects me and my relative.
2. I need to take care of myself so that I can continue doing the things that are most important.
3. I need to simplify my lifestyle so that my time and energy are available for things that are really important at this time.
4. I need to cultivate the gift of allowing others to help me, because caring for my relative is too big a job to be done by one person.
5. I need to take one day at a time rather than worry about what may or may not happen in the future.
6. I need to structure my day because a consistent schedule makes life easier for me and my relative.
7. I need to have a sense of humor because laughter helps to put things in a more positive perspective.
8. I need to remember that my relative is not being “difficult” on purpose; rather that his /her behavior and emotions are distorted by the illness.
9. I need to focus on and enjoy what my relative can still do rather than constantly lament over what is gone.
10. I need to increasingly depend upon other relationships for love and support.
11. I need to frequently remind myself that I am doing the best that I can at this moment.
12. I need to draw upon the Higher Power which I believe is available to me

Courtesy: The American Journal of Alzheimer’s Care and Related Disorders & Research
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Caregivers, watch your back

Caregiver Tips
· When lifting, use a belt around the waist of the AD patient and use the belt as a “handle.”  It is easiest on the caregiver and the shoulder joints of the patient.  It also reduces stress on and under the patient’s arms.
· If the patient has a difficult time coming to a standing position, try to assist the patient by having him/her bend forward prior to standing up.  Gentle pressure behind the head can sometimes help the Alzheimer’s patient in leaning forward.
· A sheet or blanket on the chair or bed can be used to pull the patient into the desired position.
· After bending to lift the AD patient, try a “lean back.”  This is done by placing the hands in the small of the back and gently leaning backwards.
· A low backache is a common complaint of those who care for an AD patient.  As the disease progresses, the patient requires increased physical assistance and may need help to stand up, roll in bed or walk.
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Caring for Your Patient and Yourself
The care for the AD patient falls to others very early in the disease.  This need for care, described by Mace and Rabins in their book, “The 36-Hour Day” places many demands on the family caregiver.  Most families want to provide the best care for their patient and have both the desire and the need to do it themselves.

Day care is one excellent solution to this caregiving dilemma.  Day Care centers care for the patient, keeping them as intact as possible and celebrating their remaining capacities.  They provide a day filled with opportunities for activity.
Caregivers often report that their patient is easier to care for in the evening after a day at day care.

Day care also provides a much needed respite for the caregiver.  The professional literature on caregiving stress is replete with evidence that the successful caregiver is one who finds time for him or herself.  Day care is one way to make that possible.

We are extremely fortunate in the Bay Area to have many excellent day care programs.  Some programs are full day, five days a week.  Others are more limited respite programs.  Some can take advanced AD patients; others can only manage patients in the early stages.  Fees vary, but most can offer a sliding fee scale, and day care is almost always less expensive than in-home respite.  Additionally, day care allows the caregiver to relax in their own home without the demands of caregiving.

Caregivers will sometimes respond that, “He wouldn’t like it.”   It is important to remember that the patient is no longer a good decision maker.  Alzheimer’s patients will often say “no” to suggestions, fearing the unknown and the confusion that comes with travel or change.  Unfortunately, the Caregiver must make the decision in the best interest of both patient and caregiver.

People sometimes think their patient isn’t ready for day care “yet.”  The first visit to a center may make us uncomfortable as we see patients in a more advanced stage than our own.  However, there is more than a bit of denial in this logic.  It is often the caregiver who is not ready to let go, to admit that others will do a good job and that their patient will be fine.

Remember, caregiving is more like a long-distance run than a sprint.  We must pace ourselves.  By using respite services early, we will still be there in the end.
Call us at 1800-272-3900 or visit www.alznorcal.org and click on the community resources link to find a list of day care services in your area.  Call them.  Remember, most of these programs are very familiar with dementia care and will understand your concerns and your patient’s behaviors and anxieties.  Talk with them.  They can help you plan for smooth transitions from home to day care and back again.  It is also important to give it enough time for all concerned to adjust.  Wait at least two weeks before you decide how it’s going.  For most caregivers, day care can be an important source of support.


