What You Can Do To Be A Supportive Caregiver
Here are six steps you can take to be an effective caregiver: 
· Work and communicate effectively with the patient. 
· Support the patient’s spiritual concerns. 
· Help to resolve the patient’s unfinished business. 
· Work with health professionals. 
· Work with family and friends. 
· Take care of your own needs and feelings. 
This is your most important and challenging job. The person you are caring for must deal with the physical effects of the disease and medicine as well as the psychological and social challenges of living with advanced cancer. This may make it difficult for the patient to participate in the home care plan. Nonetheless, your job is to involve as much as possible the person you are caring for in making decisions and carrying out the plan. You should support the person’s efforts to deal with the reality of the prognosis emotionally, and this includes efforts to:
Help the person to accept that he or she has advanced cancer. 
Some people with advanced cancer deal with upsetting news by pretending that it simply did not happen. This can be healthy when it helps them to live as normal a life as possible. It can be harmful, however, if they do things that make the illness worse, such as avoiding medicine or engaging in activities that are physically harmful.
Sometimes, what looks like “denial” is the patient’s attempt to protect loved ones from what is really happening. If this is the case, reassure the person that you are willing to listen and talk about all aspects of the illness - even though it may be hard for both of you.
Support the patient’s efforts to live as normal a life as possible, but if he or she is pretending that nothing is wrong, you need to be clear in your own mind about what is really happening. This is when your own objectivity is important in making sure that the patient is benefiting from his or her pretending and not doing things that could be harmful.
Create a climate that encourages and supports sharing feelings. 
Talk about important or sensitive topics in a time and place that is calm and conducive to open communication - not in the midst of a crisis or family argument. If your family usually talks around the dinner table, that is the proper time. Think about when you have had important talks in the past, and try to recreate that setting. 
Communicate your availability. One of the most important messages you can give to the person you are caring for is this: “If you want to discuss this uncomfortable issue, I’m willing to do it.” Leave the timing up to the patient, however. To the greatest extent possible, leave decisions on what feelings to share as well as when, how, and with whom to share them up to the patient. By not pressing the issue, you allow the person with advanced cancer to retain control over part of his or her life at a time when many issues and decisions are no longer under his or her control..
Understand that men and women often communicate in different ways, and make allowances for those differences. 
Although there are many exceptions, women often express their feelings more openly than men in our society. If you are a male caregiver and the person you are caring for is a woman, be aware that when she shares her feelings, you may find yourself giving advice when she wants support and understanding instead. If you are a female caregiver and the person you are caring for is male, be aware that he may express his feelings differently than you would, and pay special attention when he talks about things that are important to him.
Be realistic and flexible about what you hope to agree on or communicate. 
People with advanced cancer want to share many things, but they may not share them all with just one person. Let the patient talk about whatever he or she wants with whomever he or she wants. If the patient isn’t telling you everything, this is fine as long as he or she is telling somebody the rest. Also, remember that a person may have spent a lifetime developing a particular style of communication, and this will not change overnight. Some people, both men and women, have never talked about their feelings. Try to accept that this pattern most likely will not change even now. 
Sharing does not always mean talking, either. The person with advanced cancer may feel more comfortable writing about feelings or expressing them through an activity. He or she may express feelings in other nonverbal ways as well, such as through gestures or expressions, touching, or just asking that you be present.
Help the patient to deal with anxiety and depression. 
People with advanced cancer may become anxious because of worries about medical procedures, their cancer, or the future. Their anxiety also may be a side effect of medicine they are taking or even of the cancer itself. 
Many people feel depressed at some time during their illness. Seek advice on how to control depressed thoughts and feelings, especially when they are just beginning. 
When you and the patient disagree on important issues: Remember that you and the person you are caring for do not always have to agree. You may disagree on issues such as when, how, and what to share, but remember that this is one of the patterns of life and cannot always be resolved. When this is the case, the following suggestions may prove useful: 

Explain your needs openly. 
Sometimes, you may need to ask the patient to do something that will make your own life easier or your caregiving responsibilities more manageable; for example, you will want to know when any pain begins rather than when it becomes very severe. These situations can create conflict, and you should understand that conflict resolution does not always mean that everybody is happy. On some issues, you will have to give in. On others, you will have to ask the person you are caring for to give in.
Suggest a trial run or time limit. If you want the person you are caring for to try something, such as a new bed or a certain medication schedule, and he or she is resisting, ask the person to try it for a limited time, such as a week, and then evaluate the situation. This avoids making the patient feel locked into a decision. If the person resists writing a will or power of attorney, ask if he or she will at least read one and discuss it.
Choose your battles carefully. 
Ask yourself what is really important. Are you being stubborn on an issue because you need to win an argument or be in control? You can save both time and energy by skipping the minor conflicts and using your influence on issues that really count.
Let the patient make as many of his or her decisions as possible. 
A good example of letting a patient make his or her own decisions is when adult children living some distance away from the person with cancer want to move him or her into a nursing home. Although moving to a nursing home may make the adult children feel better, it may not be what the person with cancer wants. If the patient understands the consequences, such as that no one may be around to help if he or she falls, then the caregiver should accept the patient’s right to make that decision. Taking away someone’s ability to make decisions can undermine his or her feelings of control, which in turn interferes with the person’s ability to deal with other aspects of this stressful illness. 

Support the patient’s spiritual concerns.
Spiritual concerns raise fundamental questions about life. Why are we here? What is a good life? What happens after death? These profound questions become especially important as life nears its end. As a caregiver, you can support the patient in thinking about his or her own answers to these questions.
Spiritual questions are not answered easily, of course. For those people whose faith gives answers and comfort, your support of that faith will be both helpful and appreciated. For those who are troubled by uncertainty, you can help by sharing your own questions and uncertainties - showing that their concerns are normal and reasonable. If you can admit to the possibility, it may be helpful to say that not all spiritual questions can be answered. It also may useful to ask about beliefs that were helpful to the patient before this illness and if they can be helpful again now. 
Professionals such as clergy or counselors who have experience helping people with spiritual problems near the end of life can be very comforting to the person you are caring for,  provided that he or she wants their help. Spiritual questions are very personal; therefore, the person with these concerns is the one who knows best who can help. Bringing in someone who is not wanted can backfire and cause rather than resolve problems. Let the person you are caring for know that you will be happy to arrange visits by clergy or others who could help, but that this decision is entirely up to him or her. Do not expect all clergy to be equally skilled in working with people during the last stage of life, however. If one is not helpful, keep looking until you find one who is. Hospice or palliative care staff can help you locate someone with the necessary skills, and hospital chaplains usually are experienced in working with people near the end of their lives and may be able to help. 

If the patient is seriously depressed because of spiritual concerns, seek help from a mental health professional or clergy with training in mental health care. Also, be available to listen. Speaking with another person who is understanding helps to put one’s thoughts in perspective and also to see that others appreciate and understand them. The person with advanced cancer may want to make sense of his or her life experiences, to reminisce, talk about the past, and look for meaning in what has happened. As a caregiver, listening is the most important thing you can do to help. Let the person you are caring for know about your willingness and availability for these discussions when and if he or she wants them. If you find it very difficult to listen to the patient’s concerns, then find someone, such as a member of the clergy, family member, or friend, who can.
For people whose religion is very important and gives meaning to both their lives and their dying, you can help by asking questions that allow them to tell you, if they wish, what about their faith has helped them through life and is helping them now. You must be careful to accept and respect views that are different from your own, however. Let them tell you if there are ways you can encourage and support them in their faith. Would they like to listen to a tape of hymns or other religious music? Is there a religious symbol that would bring them comfort? Would they like to share with clergy from their faith one of their traditions, such as a bedside prayer service? 
Share your views and feelings when you are asked or think that he or she would like to ask. Hearing another person’s thoughts and feelings can be helpful to someone who is troubled by spiritual problems, but always let the person you are caring for be your guide - never impose. Sometimes, reading together from spiritual writings can be comforting and may help to resolve unanswered or unresolved questions. These readings also can provide an opportunity to share how you feel about these issues as well.
You may be worried yourself about spiritual questions. Watching and helping someone who is dying sometimes can bring up very difficult issues. These may be about the unfairness of the situation, fear about what will happen to the person you are caring for after his or her death, fears about your own death, and general confusion and anxiety about what life is about. Talking with clergy, counselors, hospice staff, or health professionals who work with the family and friends of dying people can be very helpful. They have experience helping those like yourself. They will listen and help you to think through these issues. You may find it easier to talk to some people more than others, and you also may find that some are more helpful than others. If the first people you talk to cannot help you, keep looking until you find the person who can. 
Help to resolve the patient’s unfinished business. 
People near the end of their life commonly to want to take certain actions or have certain experiences before they die. Sometimes, it is to do or see something important or pleasant again, such as being with friends or visiting an especially meaningful place. Sometimes, it is to say things to someone that have been unsaid in the past or to resolve some old misunderstanding or conflict. Arranging for these experiences can be substantial undertakings, involving contacting other people and organizing long-distance travel. 
Do not expect that the experiences you arrange will always be successful. Even with the best of intentions, things may not happen as you or the person you are caring for would like. The weather may be less than ideal for the trip. The people you work hard to bring together may not say helpful things once they arrive. When it is over, both of you may be disappointed. The fact that you tried, however, can be very important - and this may make all of the effort worthwhile. 
Before committing to such a major undertaking, ask yourself how you and the person being cared for would feel if the experience is less than you hope. Would it still be worth the time and resources? If your answer is no, ask what you could do that would be less costly or stressful. If your answer is yes, then move ahead (with realistic expectations). 
Working with Health Professionals
Here are some practical suggestions to keep in mind when you need information and help from health professionals:
Be clear about what you want, and get to the point as soon as possible. 
Make lists of questions and concerns, and have them in front of you when you talk with health professionals. 
Have all the information that health professionals may need ready when you call.
Many of the individual plans in this guide have lists of information you should have when you call for professional help. Try to think ahead about what information medical staff may need, and try to have it ready when you call. 
Write down the answers. 
This will ensure that you have the information correct and do not forget it. Have paper and a pencil ready when you call. It is good to keep your questions and answers together in a file or drawer where you can easily find and review them. 
Be firm and straightforward about getting the information and the help that you need. 
Health professionals are there to help you be a good caregiver, so make your requests with confidence that you will get the help you need. Feel free to tell them when you do not understand. Remain calm, and speak in a pleasant, polite voice. Being angry usually is not helpful. Being pleasant, firm, persistent, and showing your appreciation usually are the best strategies. 
Working with Family and Friends
Do not try to do everything yourself. Ask for help. 
Family members, friends, clergy, and people who belong to community organizations all can help you. Some can help with planning, and others can help with carrying out those plans and giving support. 
People who live in the same household or are going to be very involved in carrying out a plan should help in developing it, and they should read and understand this guide. Then, they will be able to work with you and the patient as a team. If they have had a hand in its development, they will be more committed to carrying out the plan. 
Others may want to help but need to be told how. It is important to be clear with these people about what you would like them to do as well as the limits of what is expected of them. 
Taking care of your own needs and feelings
You need to be at your best if you are to provide the best care. Therefore, pay attention to your own needs as well as those of the person you are helping. Set limits on what you can reasonably expect yourself to do. Take time off to care for yourself, and ask for help before stress builds.
It is natural to have strong feelings when you are helping someone with a serious illness. Some common feelings that caregivers have as well as strategies for dealing with them if they become severe are:
Feeling overwhelmed
Caregivers as well as the person being cared for can feel overwhelmed and confused when they learn that the disease is not responding to treatment or is progressing. Here are some ways to deal with feeling overwhelmed:
Try not to make important decisions while you are upset. Sometimes, you must make decisions immediately, but you often do not have to. Ask the doctor, nurse, or social worker how long before a decision needs to be made. Take time to sort things out.
Talk over important problems with others who are feeling more levelheaded and rational. 
If you are feeling very upset or discouraged, ask a friend, neighbor, or family member to help. They can bring a calmer perspective to the situation as well as new ideas, and they can help you in dealing with the problems that you face.
Anger 
There are plenty of reasons for you to become angry while caring for a person with advanced cancer. For example, the person you are caring for may be demanding or irritating at times. Friends, family members, or professionals may not be as helpful or understanding as you would like. Some people grow angry because they feel their religion has let them down. It is natural to be angry when your life has been turned inside out, which often happens with a serious illness like cancer.
These feelings are normal. What is important is what you do with them, not that you feel them in the first place. The best way to deal with angry feelings is to recognize them, accept them, and find some way to express them appropriately. If you do not deal with your anger, it can get in the way of almost everything you do. Here are some ways to deal with your anger: 

Try to see the situation from the other person’s point of view, and understand why he or she acted that way.
Recognize that other people are under stress as well, and that some people deal with stressful situations better than others.
Express your anger in an appropriate way before it becomes too severe. 
If you wait until your anger is severe, it will impair your judgment, and you are likely to make other people angry in return. 
Get away from the situation for awhile.
Try to cool off before you go back and deal with what made you angry.
Find safe ways to express your anger.
This can include beating on a pillow, yelling out loud in a car or closed room, or doing some hard and vigorous exercise. Sometimes, it helps to vent anger with someone who is “safe” - someone who will not be offended or strike back, like a friend or member of the clergy.
Talk to someone about why you feel angry. 
Explaining to another person why you feel angry often helps you to understand why you reacted as you did, allowing you to see your reactions in perspective. 
Fear 
You may become afraid when someone you care for deeply has a serious illness. You do not know what is in store for this person or for yourself, and you may fear that you will not be able to handle what happens. Here are some ways to deal with your fears:
Learn as much as possible about what is happening and what may happen in the future. 
Knowledge can help to reduce fear of the unknown, and it can help you to be realistic so that you can prepare for the future. Talk with health professionals and other people who have cared for someone with cancer to see if you are exaggerating the risks. 
Talk with someone about your fears. 
It often helps to explain to an understanding person why you feel afraid. This allows you to think through the reasons for your feelings. Also, talking with an understanding person will show you that other people realize and appreciate how you feel.
Loss and sorrow: 
A serious, life-threatening illness can bring on a great sense of loss and sorrow. You may feel sad that plans you had for the future might not be fulfilled. You may feel the loss of the “normal” person and the “normal” things you did together before the illness. Memories of how he or she used to be may make you sad, and you may feel burdened by more responsibilities that you must handle alone. Here is a way to deal with feelings of loss and sorrow:
Talk about your feelings of loss with other people who have had similar experiences.
People who have been caregivers for persons with a serious illness usually will understand how you feel. Support groups are one way to find people with similar experiences.
Guilt 
Many people who care for someone with advanced cancer feel guilt at some time during the illness. They may believe they did something to cause the cancer or that they should have recognized the disease sooner. They may feel guilt about not doing a better job of caring for the person with cancer or because they are angry or upset with him or her. They also may feel guilt because they are well and a person they care for deeply is sick. Some people even feel guilt almost out of habit, having learned from childhood to feel that way whenever something goes wrong. 
Although feelings of guilt are understandable, they can interfere with doing the best possible job of caregiving. Guilt makes you think only about what you did wrong. Most problems have many causes, and what you did most likely is only part of the reason (assuming it even has anything to do with the problem at all). To solve a problem, you must look objectively at all of the causes and then develop a plan to deal with the entire situation. For example, if you feel anger toward the person you are caring for, this is partly because of what he or she did as well as what you did. To deal with the cause of that anger, you need to talk openly with the person you are caring for about what both of you did - not just feel guilt about what you did or feeling angry. 
Your goal here is to work toward forgiveness, both for yourself and for the other person. Dwelling on feelings of guilt about the past will rob you of the precious energy you need to cope with the present. Here are some ways to deal with feelings of guilt: 
Do not expect yourself to be perfect. 
Remember that you are human and will make mistakes from time to time.
Do not dwell on mistakes.
Accept your mistakes, and get beyond them as best you can. Repetitive, negative thoughts such as guilt can be controlled by pushing them aside with positive, constructive thoughts.
Possible Obstacles
Think about what could prevent you from carrying out your plan for being an effective caregiver. Here are some obstacles that other caregivers have faced:
1. “He doesn’t want to talk about feelings.” 
Response: He is the best judge of that. Your job is to make sure the opportunities to listen are there when and if he decides to talk about his feelings.
2. “What if she talks about things that I don’t want to hear?” 

Response: Even if what are hearing hurts you, consider it in the larger picture of what it means for the patient to be able to express it. Remember that you do not have to resolve everything. You are helping even if you only listen. 
3. “She won’t follow my advice.”
Response: If you are feel frustrated because the person you are caring for will not follow your advice, try to understand how important it is for the patient to retain some control over her life. You may know what is best for her, but realize that your job is to support, not to make decisions for her. If you have a dominant personality or usually have been the one to make decisions in your family, be prepared to practice letting go. 
4. “I don’t have time to take care of my own needs.”
Response: This is the most common reason that caregivers become exhausted. They become preoccupied with problems and do not pay attention to themselves. You will be a better caregiver in the long run if you take the time (especially when stress is high) to get help so that you can do things that you enjoy and relax you. 
5. “If I don’t do it, it won’t get done.” 
Response: Yes, it will. No one is indispensable. You also should sort out things that really need to be done versus those you would like to see done. It is perfectly acceptable to let some things, such as housework, slide a bit when you take on new responsibilities. 
6. “I hate asking other people to help me.”
Response: There are two ways around this problem. First, you can get together socially with people who could help and let them volunteer. Second, you could have someone else ask for help for you. Try to make the times when others visit both pleasant and rewarding, then they will want to visit and help. 
7. “The person I’m helping doesn’t want anyone else to help.”
Response: Suggest trying to get help for just a short time, after which you can talk over how it worked. Also, explain to the person you are caring for that you need the help, not him or her. 
Think of other obstacles that could interfere with carrying out your plan.
What additional roadblocks could get in the way of your being a successful caregiver? For example, will the person with advanced cancer cooperate? Will other people help? How will you explain your needs to other people? Do you have the time and energy to carry out these responsibilities?
Carrying Out and Adjusting Your Plan
Carrying out your plan
Start using the ideas in this guide immediately. Do not wait until you feel overwhelmed. It is easier to develop good caregiving habits and attitudes early, before problems get out of hand. 
Checking on results
Every week or so, take the time to think about how you are doing as a caregiver. Look through this plan, and ask yourself how closely you are matching the “successful caregiver” that is described.
If your plan does not work
Be realistic about what you expect from yourself. Do not expect to be perfect. Everyone makes mistakes, and learning to be a caregiver for someone with cancer takes time. If there are some parts of caregiving that are especially difficult for you, ask others for help. 

Be realistic in your expectations about feelings being shared. Most people do not change their styles of communicating quickly. 
If you cannot do the things that are essential for the person you are helping, talk with the doctor, nurse, or social worker about getting the help that you need. 
If you become so upset that it interferes with your ability to do what needs to be done, or you are experiencing severe depression or anxiety, talk with the doctor, nurse, or social worker about getting help.
Preparing for Approaching Death
When a person enters the final stage of the dying process, two different dynamics are at work which are closely interrelated and interdependent. On the physical plane, the body begins the final process of shutting down, which will end when all the physical systems cease to function. Usually this is an orderly and undramatic progressive series of physical changes which are not medical emergencies requiring invasive interventions. These physical changes are a normal, natural way in which the body prepares itself to stop, and the most appropriate kinds of responses are comfort enhancing measures.
The other dynamic of the dying process at work is on the emotional-spiritual-mental plane, and is a different kind of process. The spirit of the dying person begins the final process of release from the body, its immediate environment, and all attachments. This release also tends to follow its own priorities, which may include the resolution of whatever is unfinished of a practical nature and reception of permission to “let go” from family members. These events are the normal, natural way in which the spirit prepares to move from this existence into the next dimension of life. The most appropriate kinds of responses to the emotional-spiritual-mental changes are those which support and encourage this release and transition.
When a person’s body is ready and wanting to stop, but the person is still unresolved or unreconciled over some important issue or with some significant relationship, he or she may tend to linger in order to finish whatever needs finishing even though he or she may be uncomfortable or debilitated. On the other hand, when a person is emotionally-spiritually-mentally resolved and ready for this release, but his or her body has not completed its final physical shut down, the person will continue to live until that shut down process ceases.
The experience we call death occurs when the body completes its natural process of shutting down, and when the spirit completes its natural process of reconciling and finishing. These two processes need to happen in a way appropriate and unique to the values, beliefs, and lifestyle of the dying person.
Therefore, as you seek to prepare yourself as this event approaches, the members of your Hospice care team want you to know what to expect and how to respond in ways that will help your loved one accomplish this transition with support, understanding, and ease. This is the great gift of love you have to offer your loved one as this moment approaches.
The emotional-spiritual-mental and physical signs and symptoms of impending death which follow are offered to help you understand the natural kinds of things which may happen and how you can respond appropriately. Not all these signs and symptoms will occur with every person, nor will they occur in this particular sequence. Each person is unique and needs to do things in his or her own way. This is not the time to try to change your loved one, but the time to give full acceptance, support, and comfort.

The following signs and symptoms described are indicative of how the body prepares itself for the final stage of life.
Coolness
The person´s hands and arms, feet and then legs may be increasingly cool to the touch, and at the same time the color of the skin may change. This a normal indication that the circulation of blood is decreasing to the body’s extremities and being reserved for the most vital organs. Keep the person warm with a blanket, but do not use one that is electric.
Sleeping
The person may spend an increasing amount of time sleeping, and appear to be uncommunicative or unresponsive and at times be difficult to arouse. This normal change is due in part to changes in the metabolism of the body. Sit with your loved one, hold his or her hand, but do not shake it or speak loudly. Speak softly and naturally. Plan to spend time with your loved one during those times when he or she seems most alert or awake. Do not talk about the person in the person’s presence. Speak to him or her directly as you normally would, even though there may be no response. Never assume the person cannot hear; hearing is the last of the senses to be lost. 

Disorientation
The person may seem to be confused about the time, place, and identity of people surrounding him or her including close and familiar people. This is also due in part to the metabolism changes. Identify yourself by name before you speak rather than to ask the person to guess who you are. Speak softly, clearly, and truthfully when you need to communicate something important for the patient’s comfort, such as, It is time to take your medication, and explain the reason for the communication, such as, so you won’t begin to hurt. Do not use this method to try to manipulate the patient to meet your needs.
Incontinence
The person may lose control of urine and/or bowel matter as the muscles in that area begin to relax. Discuss with your Hospice nurse what can be done to protect the bed and keep your loved one clean and comfortable.
Congestion
The person may have gurgling sounds coming from his or her chest as though marbles were rolling around inside these sounds may become very loud. This normal change is due to the decrease of fluid intake and an inability to cough up normal secretions. Suctioning usually only increases the secretions and causes sharp discomfort. Gently turn the person s head to the side and allow gravity to drain the secretions. You may also gently wipe the mouth with a moist cloth. The sound of the congestion does not indicate the onset of severe or new pain.
Restlessness
The person may make restless and repetitive motions such as pulling at bed linen or clothing. This often happens and is due in part to the decrease in oxygen circulation to the brain and to metabolism changes. Do not interfere with or try to restrain such motions. To have a calming effect, speak in a quiet, natural way, lightly massage the forehead, read to the person, or play some soothing music.
Urine Decrease
The person´s urine output normally decreases and may become tea colored referred to as concentrated urine. This is due to the decreased fluid intake as well as decrease in circulation through the kidneys. Consult with your Hospice nurse to determine whether there may be a need to insert or irrigate a catheter.

Fluid and Food Decrease
The person may have a decrease in appetite and thirst, wanting little or no food or fluid. The body will naturally begin to conserve energy which is expended on these tasks. Do not try to force food or drink into the person, or try to use guilt to manipulate them into eating or drinking something. To do this only makes the person much more uncomfortable. Small chips of ice, frozen Gatorade or juice may be refreshing in the mouth. If the person is able to swallow, fluids may be given in small amounts by syringe (ask the Hospice nurse for guidance). Glycerin swabs may help keep the mouth and lips moist and comfortable. A cool, moist washcloth on the forehead may also increase physical comfort.
Breathing Pattern Change
The person s regular breathing pattern may change with the onset of a different breathing pace. A particular pattern consists of breathing irregularly, i.e., shallow breaths with periods of no breathing of five to thirty seconds and up to a full minute. This is called Cheyne-Stokes breathing. The person may also experience periods of rapid shallow pant-like breathing. These patterns are very common and indicate decrease in circulation in the internal organs. Elevating the head, and/or turning the person onto his or her side may bring comfort. Hold your loved one’s hand. Speak gently.
Normal Emotional, Spiritual, and Mental Signs and Symptoms with Appropriate Responses
Withdrawal
The person may seem unresponsive, withdrawn, or in a comatose-like state. This indicates preparation for release, a detaching from surroundings and relationships, and a beginning of letting go. Since hearing remains all the way to the end, speak to your loved one in your normal tone of voice, identifying yourself by name when you speak, hold his or her hand, and say whatever you need to say that will help the person let go. 

Vision-like experiences
The person may speak or claim to have spoken to persons who have already died, or to see or have seen places not presently accessible or visible to you. This does not indicate an hallucination or a drug reaction. The person is beginning to detach from this life and is being prepared for the transition so it will not be frightening. Do not contradict, explain away, belittle or argue about what the person claims to have seen or heard. Just because you cannot see or hear it does not mean it is not real to your loved one. Affirm his or her experience. They are normal and common. If they frighten your loved one, explain that they are normal occurrences.
Restlessness
The person may perform repetitive and restless tasks. This may in part indicate that something still unresolved or unfinished is disturbing him or her, and prevents him or her from letting go. Your Hospice team members will assist you in identifying what may be happening, and help you find ways to help the person find release from the tension or fear. Other things which may be helpful in calming the person are to recall a favorite place the person enjoyed, a favorite experience, read something comforting, play music, and give assurance that it is OK to let go.
Fluid and Food Decrease
When the person may want little or no fluid or food, this may indicate readiness for the final shut down. Do not try to force food or fluid. You may help your loved one by giving permission to let go whenever he or she is ready. At the same time affirm the person s ongoing value to you and the good you will carry forward into your life that you received from him or her.
Decreased Socialization
The person may only want to be with a very few or even just one person. This is a sign of preparation for release and affirms from whom the support is most needed in order to make the appropriate transition. If you are not part of this inner circle at the end, it does not mean you are not loved or are unimportant. It means you have already fulfilled your task with your loved one, and it is the time for you to say Good-bye. If you are part of the final inner circle of support, the person needs your affirmation, support, and permission.
Unusual communication
The person may make a seemingly out of character or non sequitur statement, gesture, or request. This indicates that he or she is ready to say Good-bye and is testing you to see if you are ready to let him or her go. Accept the moment as a beautiful gift when it is offered. Kiss, hug, hold, cry, and say whatever you most need to say.
Giving Permission
Giving permission to your loved one to let go, without making him or her guilty for leaving or trying to keep him or her with you to meet your own needs, can be difficult. A dying person will normally try to hold on, even though it brings prolonged discomfort, in order to be sure those who are going to be left behind will be all right. Therefore, your ability to release the dying person from this concern and give him or her assurance that it is all right to let go whenever he or she is ready is one of the greatest gifts you have to give your loved one at this time.
Saying Good-bye
When the person is ready to die and you are able to let go, then is the time to say, Good-bye. Saying Good-bye is your final gift of love to your loved one, for it achieves closure and makes the final release possible. It may be helpful to lay in bed and hold the person, or to take his or her hand and then say everything you need to say.
It may be as simple as saying, I love you. It may include recounting favorite memories, places, and activities you shared. It may include saying, I ’m sorry for whatever I contributed to any tension or difficulties in our relationship. It may also include saying, Thank you for...
Tears are a normal and natural part of saying, Good-bye. Tears do not need to be hidden from your loved one or apologized for. Tears express your love and help you to let go.
How Will You Know When Death Has Occurred?
Although you may be prepared for the death process, you may not be prepared for the actual death moment. It may be helpful for you and your family to think about and discuss what you would do if you were the one present at the death moment. The death of a hospice patient is not an emergency. Nothing must be done immediately.
The signs of death include such things as no breathing, no heartbeat, release of bowel and bladder, no response, eyelids slightly open, pupils enlarged, eyes fixed on a certain spot, no blinking, jaw relaxed and mouth slightly open. A hospice nurse will come to assist you if needed or desired. If not, phone support is available.
The body does not have to be moved until you are ready. If the family wants to assist in preparing the body by bathing or dressing, that may be done. Call the funeral home when you are ready to have the body moved, and identify the person as a Hospice patient. The police do not need to be called. The Hospice nurse will notify the physician.

Thank you
We of Hospice thank you for the privilege of assisting you with the care of your loved one. We salute you for all you have done to surround your loved one with understanding care, to provide your loved one with comfort and calm, and to enable your loved one to leave this world with a special sense of peace and love.
You have given your loved one one of the most wonderful, beautiful, and sensitive gifts we humans have to offer, and in giving that gift have given yourself a wonderful gift as well.
Helping A Friend Who Is Dying
Your friend is dying. This is an extremely difficult time not only for you, but for your friend and all who care about him. This brochure will guide you in ways to help your friend - and yourself - during the last days of his life.
When a Friend is Dying
Someone you care deeply about is dying. Confronting this difficult reality for yourself is the first step you can take to help your dying friend.
You will probably come to accept the fact of your friend’s impending death over time, and it may not be until he actually dies that you fully and finally acknowledge the reality. This is normal.
For now, though, try to accept the reality of your friend’s medical condition, if only with your head. You will later come to accept it with your heart.
Give the Gift of Presence
Perhaps the greatest gift you can give your dying friend is the gift of your presence. Particularly if you live nearby, you have the opportunity to demonstrate your support by being there, literally, when your friend needs you most. Visit your friend at the hospital or at home - not just once, but throughout the remainder of her days. Rent a movie and bring popcorn. Play cards or Monopoly. Sit with her and watch the snow fall. Your simple presence will say to your friend, “I am willing to walk this difficult road with you and face with you whatever comes.”
Do respect your friend’s need for alone time, though, and realize that her deteriorating physical condition may leave her with little energy. She may not be up for company all the time.
Be a Good Listener
Your friend may want to openly discuss her illness and impending death, or he may avoid discussing it. The key is to follow your friend’s lead. Keep in mind that your friend will experience this illness in his own unique way. 

Allow your friend to talk about his illness at his own pace. And while you can be a “safe harbor” for your friend to explain his thoughts and feelings, don’t force the situation if he resists.
If you can listen well, you can help your friend cope during this difficult time. Your physical presence and desire to listen without judging are critical helping tools. Don’t worry so much about what you will say. Just concentrate on listening to the words your friend is sharing with you.

Learn About Your Friend’s Illness
“People can cope with what they know, but they cannot cope with what they don’t know,” I often say. You will be better equipped to help your friend if you take it upon yourself to learn about his illness. Consult medical reference books at your local library. Request information from educational associations, such as the National Cancer Institute or the American Heart Association. With your friend’s consent, you might also talk to his physician.
If you educate yourself about the illness and its probable course, you will be a more understanding listener when he wants to talk. You will also be more prepared for the reality of the illness’ last stages.
Be Compassionate
Give your friend permission to express his or her feelings about the illness without fear of criticism. Learn from your friend; don’t instruct or set expectations about how he or she should respond. Think of yourself as someone who “walks with” not “behind” or “in front of” the dying person.
Never say “I know just how you feel.” You don’t. Comments like, “This is God’s will” or “Just be happy you have had a good life” are not constructive. Instead, they hurt and make your friend’s experience with terminal illness more difficult. If you feel the need to console your friend, simply tell him he is loved.
Offer Practical Help
Your dying friend will probably need help with the activities of daily living. Preparing food, washing clothes, cleaning the house or driving your friend to and from the hospital for treatment are just a few of the practical ways of showing you care.
Stay in Touch
If you are unable to visit your sick friend due to distance or other circumstances, write a note. What do you say? Tell your friend how much she means to you. Reminisce about some of the fun times you’ve shared. Promise you’ll write to her again soon - and then follow through on that promise. Avoid sending a generic greeting card unless you’ve personalized it with a heartfelt message.
If you’re not comfortable writing, consider sending video or audio taped “notes” to your friend. Or simpler yet, pick up the phone.
Get Support for Yourself
Someone you care deeply about is dying and will soon be gone. Odds are you will need support, too, as you explore your own feelings about this illness and the changes you see in your friend. Find someone who will listen to you without judgment as you talk out your own feelings. And don’t forget to take good care of yourself. Eat nutritious meals. Get ample rest. Continue to exercise. Spend time doing things that make you happy. 

Many hospices offer support groups for friends and family of the dying - both before and after the death itself. Take advantage of these compassionate resources.
Realize Your Own Limitations
Not everyone can offer ongoing, supportive friendship to someone who is dying. If you feel you simply can’t cope with the situation, try to understand your reticence and learn from it. Ask yourself, “Why am I so uncomfortable with this?” and “What can I do to become a more open, compassionate friend in times of need?”

Do not, however, avoid your friend altogether. People with terminal illnesses are often abandoned by friends and family, leaving them lonely and depressed. Phone rather than visit. Write if you can’t bring yourself to phone. Let your friend know that this situation is difficult for you while at the same time acknowledging that your friend’s fears and needs come first.
On the other end of the helping spectrum, don’t become obsessed with your friend’s illness or feel that you must be her only means of support. Do not emotionally overburden yourself.
Embrace Your Own Spirituality
If faith is part of your life, express it in ways that seem appropriate to you during this difficult time. Pray for your friend and your friend’s family if prayer is meaningful to you. Allow yourself to be around people who understand and support your religious beliefs. If you are angry at God because of your friend’s illness, that’s OK. Find someone to talk with who won’t be critical of whatever thoughts and feelings you need to explore.
Seek Hope and Healing
After your friend dies, you must mourn if you are to love and live wholly again. You cannot heal unless you openly express your grief. Denying your grief, before and after the death, will only make it more confusing and overwhelming. Embrace your grief and heal.
Reconciling your grief will not happen quickly. Remember, grief is a process, not an event. Be patient and tolerant with yourself. Never forget that the death of someone loved changes your life forever
From “Hard Choices for Loving People” 
by Hank Dunn 

Changing the Treatment Plan 
One of my goals in writing this booklet was to introduce those who are making medical care decisions for a patient to the wide range of what is acceptable from legal, ethical, moral and medical points of view. I have seen CPR used on some very frail, dying patients, though the overwhelming majority refuse such treatment. I have seen some patients kept alive on feeding tubes for years and other patients or families withhold or withdraw them. I have seen failing patients rushed to the hospital for more aggressive treatments. After a few of these trips, most people choose to treat only in the nursing home. A “comfort measures only” order or entering a hospice program is chosen by some and adds great support to the patient and families. What makes the difference in choosing one treatment plan over another? 
In more than a decade as a full-time chaplain at a nursing home, I have thought much about medical interventions on behalf of the frail elderly. I have considered CPR, artificial feeding, IV therapy on the dying patient, hospitalization and even the use of antibiotics and diagnostic work on failing patients. Often, in the eyes of my colleagues on the medical team and in my own opinion, these treatments are not medically indicated, marginal in their benefit (if there is any benefit at all), increase the burden of living, possibly prolong the dying process and are not required by ethics, medicine, law, morality or faith. 

Why are they done? I am convinced that ethics, medical appropriateness, legal requirements, morality or religious faith is only a small part of the decision-making process for using these therapies. Perhaps 90% of the reasons these treatments are pursued is that the family has not been able to let go (and the physician has also not let go nor informed the decision makers of the marginal benefit of such treatment plans). Those who choose such life-prolonging treatments for the frail elderly do so primarily out of an inability to let go and not out of ethical necessity or medical appropriateness. How else can you explain such a wide range of treatment choices for similarly afflicted patients? 
Care givers who share cultural and religious backgrounds will still choose different treatment plans because one care giver is having a harder time letting go. This is especially obvious when brothers and sisters choose different treatments. I have heard often, “The rest of us had made the decision to let Mom go, but our brother wasn’t ready yet.” Another reason I know that decisions are mostly based on the emotional and spiritual struggle of letting go is because I have seen so many family members change from an aggressive treatment plan to withdrawal of treatment. Decision makers do not usually have a change of mind about ethics, law, morality or religion. They have a change of heart. They finally come to the point of being able to let go. 
The Emotional Nature of the Struggle - Treating the Wrong Patient 
A friend came to me on a Monday and was fighting back tears when she said, "I have to make a life-and-death decision about my mother by Thursday." My friend was about a three hour drive from the town where her mother was hospitalized. Her 82 year old mother’s health had been failing for two years. In that time she had had two strokes, was in kidney failure and at the time was in the hospital on dialysis. My friend and her family were facing the decision of whether or not to withdraw the dialysis.
Thinking of the questions to help make a decision, I asked, “How effectively is the dialysis working?” “Oh. The doctors say it isn’t doing any good.” 
I asked, “Did your mother ever give any indication of what she would have wanted?” 
“Yes. She said she never wanted to be on dialysis.” 
I couldn’t believe what I was hearing. I said, “I am going to be straight with you because you are a friend. This is not a hard decision. There is no question that you stop treatment. What is going on here that makes this so difficult?” 
She began to choke up again, fighting back tears, “I guess I am feeling guilty for not having visited my mother enough these last couple of years.” At least she was honest enough with herself to know the real issue. A patient was being treated miles away in order to take care of a daughter’s guilt. This happens more often than we would like to admit. 
Once a physician wrote an order to start an IV to hydrate a dying patient, and he said to the nurse, “We’re doing this for the family.” He knew that this treatment probably would not add to the patient’s comfort and might even contribute to her discomfort. But he was doing something for an emotionally distraught family. I wish he had said to the family, “I know you are struggling with the fact that your mother is dying. None of us wants to lose our mother. But starting an IV will not help her nor stop her eventual death. But I am concerned about you and want the nurse to call the chaplain or social worker so you can talk about what you are struggling with. We will keep your mother comfortable and as free from pain as possible.” 

Sometimes it seems easier to aggressively treat patients, perhaps even for years, than to help families confront the emotional and spiritual issues that are driving the treatment choices. Indeed, physicians are trained to order medical treatments and not necessarily to help patients and families with the more difficult struggles in their souls. Is it any wonder they would address a family’s emotional struggle by ordering aggressive treatment of a patient? The problem is, they are treating the wrong patient.
Can I Let Go? 
Once a daughter told me as her father was very close to death, “I know a ‘no CPR’ order is the best thing, but I just can’t let go.” She wasn’t talking about medical or even ethical decisions. She was in the midst of an emotional struggle to let go. 
Her holding on was just an illusion. Perhaps she felt CPR attempts would allow her to hold on to her father for just a little longer, but in actuality that treatment could not accomplish that goal. She finally requested the “no CPR” order only days before his death. 
We had another patient in his eighties fed by an artificial feeding tube. In four years at our nursing home, he rarely made any response to those around him. His wife could answer the questions I asked her to help her make a decision whether or not to withdraw the artificial feeding and let her husband die. She said, “I know he would never have wanted to be kept alive like this. I know it would be best if he just died. I know he will never get better. But I just can’t let go.” She struggled with the withdrawal of treatment decision for more than two years. It finally came down to a meeting with myself, an administrator, a daughter, the wife and her pastor. We reviewed the patient’s condition and what his wishes would have been. The minister asked if the administrator and I would leave the room for a minute. When he called us back in, the wife said she had decided to withdraw the treatment and let her husband die. I will never forget her next words, “I feel like a great burden has been lifted from my shoulders.” She had let go. 
Can you let go? Of course you can, though some people never do. As a pastoral care giver, I wonder how I can help families and patients come to the place of letting go. Years after the event, I even called three family members of two patients who died after the withdrawal of artificial feeding. I asked each, “Did you have any regrets in your decision to withdraw treatment?” Without knowing what the others had said, they each immediately responded, “Yes. I regret that we did not withdraw treatment sooner.” Then I asked, “Was there anything either I or the nursing center could have done to help you come to this decision sooner?” Again, they all responded, “No. It just takes time.” 
It is because of this element of time that I have seen the families of dementia patients tend to more readily accept letting go of the patient in the end. Because of the slow progression of the disease, the family has been having to let go of parts of this person for years. They have already been grieving and letting go, and therefore they find saying “no CPR” or no artificial feeding tube is the next step in releasing this person. I do not mean to imply that this decision is “easy” for anyone. Yet, because of the emotional nature of these decisions, families of patients with dementia have already been going through much of this letting go. 
Some Religious Questions 
Often a family member says to me, “When God calls a person home, then they will go, no matter what we do.” That comment usually comes from a family choosing aggressive treatment like CPR or a mechanical respirator. But I believe some things we do can stop people from being “called home.” What greater message could a body be giving us that it is “time to go” than the heart stopping? When a body can no longer take in food in the natural way, we might be “playing God” by inserting a feeding tube. Then again, we might be playing God by not using all the technology “He has given us.” There are no easy answers. 

I would rather not make assumptions about what God is trying to tell us through someone’s medical condition. Not that we should approach these decisions without prayer and the counsel of our spiritual guides. But we cannot presume that God is trying to tell us something one way or the other. Just because we have been “blessed” with certain technology does not mean we are obliged to use it. 
The Spiritual Nature of the Struggle 
Though a few may have these questions about God or religion, we all ask the deeper spiritual questions as we contemplate the end of life. When I say “spiritual,” try not to think of religion, a place of worship or an organized way of thinking about God. I am using the word in the broader sense of “that which gives life ultimate meaning.” Spiritual, in this sense, denotes that essence of ourselves that is greater than the flesh and bones where we happen to reside. We are confronted most profoundly with our spiritual nature when someone we love is dying or does die. Now that the breath of life has gone out and the blood no longer gives vitality to the flesh, what is the meaning of this person’s life? 
Sadly, most people spend much of their life avoiding this most ultimate of questions. Sogyal Rinpoche says we are trying to avoid what he calls “impermanence” - the fact that we are not going to live forever. Daniel Callahan says the struggle is accepting our mortality. Scott Peck writes, “And when I asked what is most important about our human existence, the first answer that came to my mind was that it is limited. We are all going to die.” The Psalmist wrote, “For he knows how we were made; he remembers that we are dust. As for mortals, their days are like grass; they flourish like a flower of the field; for the wind passes over it, and it is gone, and its place knows it no more.” Sogyal Rinpoche writes: 
One of the chief reasons we have so much anguish and difficulty facing death is that we ignore the truth of impermanence. We so desperately want everything to continue as it is that we have to believe that things will always stay the same. . . . Reflect on this: The realization of impermanence is paradoxically the only thing we can hold onto, perhaps our only lasting possession. . . . It is only when we believe things to be permanent that we shut off the possibility of learning from change. If we shut off this possibility, we become closed, and we become grasping. Grasping is the source of all our problems. Since impermanence to us spells anguish, we grasp on to things desperately, even though all things change. We are terrified of letting go, terrified, in fact, of living at all, since learning to live is learning to let go. And this is the tragedy and the irony of our struggle to hold on: not only is it impossible, but it brings us the very pain we are seeking to avoid. 
This teaching of the impermanence of life can be found in all cultures, religions and ages. Yet it seems in our current American culture, we make every effort to deny its existence and fight “to the very end,” to say “it ain’t so.” It is at this point—whether or not we accept the certainty of our own death and the deaths of those we love—where making end-of-life decisions for frail elderly patients becomes, at bottom, a spiritual issue. To let go, we must have the sense that this person will be upheld. 
Giving Up and Letting Go 
A psychotherapist told me a man who was struggling with AIDS once said, “I have finally learned the difference between giving up and letting go.” I have reflected often on his thoughts and see them as a struggle we all go through. This is especially true as we wrestle with end-of-life decisions. Giving up implies a struggle-Letting go implies a partnership. Giving up lives out of fear-Letting go lives out of grace and trust. Giving up believes that God is to be feared-Letting go trusts in God to care for me. The truth is that we will die whether we give up or let go. We are making a choice about the nature of our dying or the dying of one we love. We die in trust and grace or in fear and struggle. Perhaps I titled my booklet improperly. We are not faced with many hard choices. We are faced with one hard choice. Can we let go and live life out of grace or must we hold on out of fear? 

Viktor Frankl is a psychiatrist and a Jew who was imprisoned for several years in Nazi concentration camps. As he observed the behavior of the inmates, of the guards and of himself, he asked the question, “Can life have meaning in such horrible conditions?” Of the many stories he relates, I have been most moved by the reflections of a young woman as she lay dying. In this story is the essence of letting go and the assurance that, at bottom, the universe is a caring place: 
This young woman knew that she would die in the next few days. But when I talked to her she was cheerful in spite of this knowledge. “I am grateful that fate has hit me so hard,” she told me. “In my former life I was spoiled and did not take spiritual accomplishments seriously.” Pointing through the window of the hut, she said, “This tree here is the only friend I have in my loneliness.” Through that window she could see just one branch of a chestnut tree, and on the branch were two blossoms. “I often talk to this tree,” she said to me. I was startled and didn’t quite know how to take her words. Was she delirious? Did she have occasional hallucinations? Anxiously I asked her if the tree replied. “Yes.” What did it say to her? She answered, “It said to me, ‘I am here-I am here-I am life, eternal life.’”
If a woman dying in a concentration camp can see that there is goodness, that there is life, then what is wrong with my vision? 
Fatal Isn’t the Worst Outcome 
Often we gain the greatest insights on how to live from those closest to death. Many who have a near-death experience in which they were considered dead and are brought back to life report that the “other side” is a wonderful place and their fear of death is gone. Their lives are changed for the better after that experience. Sandol Stoddard reports conversations with hospice patients:
“Let me tell you, doctor,” said an eighty-three-year-old Hospice of Marin patient, “dying is the experience of a lifetime.” What she meant by these splendid words remains, like the fabric of life itself, a mystery. “I think I was meant to come here,” says Lillian Preston’s final letter from St. Christopher’s Hospice, “so that at last, I could experience joy.” . . . “I never knew how to live until I came here to die,” said an elderly, blind gentleman of St. Joseph’s Hospice in London. 
Certainly, families, friends and the larger community are saddened and grieve the loss of someone we love. Yet we still have to incorporate this loss into our larger understanding of the meaning of life. 
The timeless Serenity Prayer can be a comfort in all of life but especially at the end of life: “God, grant me the serenity to accept the things I cannot change; the courage to change the things I can; and the wisdom to know the difference.” 
My wish would be that elderly patients, their families and physicians would have the grace to accept that there comes a time when certain medical treatments only prolong the dying process. May they also have the wisdom to know when that time comes. And in those moments of letting go may they have a sense of being upheld by a loving God in the midst of a caring universe. 
Philosophers, sages and saints through the ages often show a profound appreciation that the essence of life is to live each day fully and that a life is not negated by death. My hope would be that patients and families will concentrate on living each day fully while accepting modern medicine’s inability to extend the length of life indefinitely. 
As conservationist Edward Abbey thought about the ending of his short sixty-two years, he commented, “It is not death or dying which is tragic, but rather to have existed without fully participating in life is the deepest personal tragedy.”
Dr. Bernie Siegel works with people who are living with cancer. He has formed groups for patients called ECAP groups, for Exceptional Cancer Patients. A group member said one day, “Fatal isn’t the worst outcome.” And Siegel adds, “Not living is the worst outcome.”
My message to those who are taking this journey to letting go is one of hope. We can live each day fully even as we accept the certainty of our own death and that of those we love. To accept medicine’s inability to put off death indefinitely is not a defeat. On the one hand, it is accepting the world as it was created, while at the same time having a profound sense that the Creator has granted life as a gift. For me to hold on and grasp out of fear is to deny the gift and the Giver. Having walked this journey to letting go with hundreds of patients and families, I only have a greater sense of the wonderfulness of life. 
Your Rights Under the Family and Medical Leave Act of 1993
 FMLA requires covered employers to provide up to 12 weeks of unpaid, job-protected leave to “eligible” employees for certain family and medical reasons. Employees are eligible if they have worked for a covered employer for at least one year, and for 1,250 hours over the previous 12 months, and if there are at least 50 employees within 75 miles. 
Reasons For Taking Leave: Unpaid leave must be granted for any of the following reasons: 
· to care for the employee’s child after birth, or placement for adoption or foster care; 
· to care for the employee’s spouse, son or daughter, or parent, who has a serious health condition; 
· or for a serious health condition that make the employee unable to perform the employee’s job. 
At the employee’s or employer’s option, certain kinds of paid leave may be substituted for unpaid leave. 
Advance Notice and Medical Certification: The employee may be required to provide advance leave notice and medical certification. Taking of leave may be denied if requirements are not met. 
· The employee ordinarily must provide 30 days advance notice when the leave is “foreseeable.” 
· An employer may require medical certification to support a request for leave because of a serious health condition, 
· and may require second or third opinions (at the employer’s expense) and a fitness for duty report to return to work. 
Job Benefits and Protection: 
· For the duration of FMLA leave, the employer must maintain the employee’s health coverage under any “group health plan.” 
· Upon return form FMLA leave, most employees must be restored to their original or equivalent positions with equivalent pay, benefits, and other employment terms 
· The use of FMLA leave cannot result in the loss of any employment benefit that accrued prior to the start of an employee’s leave. 
Unlawful Acts by Employers: FMLA makes it unlawful for any employer to: 
· interfere with, restrain, or deny the exercise of rights provided under FMLA; 
· discharge or discriminate against any person for opposing any practice made unlawful by FMLA or for involvement in any proceeding under or relating to FMLA. 
Enforcement: 
· The U.S. Department of Labor is authorized to investigate and resolve complaints of violations. 
· An eligible employee may bring a civil action against an employer for violations. 
FMLA does not affect any Federal or State law prohibiting discrimination, or supersede any State or local law or collective bargaining agreement which provides greater family or medical leave rights.
For Additional Information: Contact the nearest office of the Wage and Hour Division, listed in most telephone directories under U.S. Government, Department of Labor. 
U.S. Department of Labor, Employment Standards Administration
Hiring In-Home Help
Most caregivers of persons with cognitive disorders reach a point when they need help at home. Telltale signs include recognizing that the impaired person requires constant supervision and/or assistance with activities of daily living. Caregivers also find that certain housekeeping routines and regular errands are accomplished with great difficulty or are left undone. It may become apparent that in order to take care of any business outside the home, a substitute care provider is needed.
Exploring Home-Care Options
A number of options are available to caregivers for finding help at home. It is possible to hire a helper from a home health agency (listed in the yellow pages of local telephone directories). Many caregivers, however, find it is more affordable to hire an in-home helper privately. With some foresight and careful planning, it is possible for the caregiver to locate the right person for the job.
For caregivers in California, the local Caregiver Resource Center is available to assist in determining what kind of help would be most useful and what types of resources are available in each community.
Writing a Job Description
An important first step in hiring in-home help is to determine what help is needed and to prepare a list of duties the caregiver would like carried out. This job description should be designed as a work contract which can be signed by both the caregiver and the in-home helper.
Typical duties for an in-home helper include companionship and supervision of the impaired person and direct assistance with personal care such as bathing, dressing and feeding. The in-home helper may also do light housekeeping and home maintenance tasks which pertain directly to the care of the impaired person or which the caregiver can no longer manage without assistance.
A good work contract should include the following: 
· Name of employer and “household employee” 
· Wages and benefits (e.g., mileage, meals, etc.) 
· When and how payment will be made 
· Hours of work 
· Employee’s Social Security number 
· Duties to be performed 
· Unacceptable behavior (e.g., smoking, abusive language, etc.) 
· Termination (how much notice, reasons for termination without notice, etc.) 
· Dated signatures of employee and employer 
Looking for Help at Home
The next step is to find the appropriate person to fit the job description. One of the best ways of finding a helper is to get a personal recommendation from a trusted relative or friend. Churches, synagogues, senior centers, Independent Living Centers and local college career centers, especially those which have nursing or social work programs, are good places to advertise for in-home help.
Most communities have attendant registries which are an excellent resource for finding in-home help because they typically provide some initial screening of applicants. When calling an attendant registry, it is important to inquire about their particular screening process and/or training requirements as well as about any fees charged. While some are free, fees for using a registry can vary greatly. There are also nonprofit community agencies that maintain lists of individuals available to perform all kinds of household tasks, from cleaning and laundry to repairs and gardening. It is a good idea to shop around and obtain the best service for the lowest fee.
If all of the above sources fail to produce an in-home helper, the caregiver may choose to advertise in the “Help Wanted” classified section of a community college or local newspaper or newsletter. The advertisement, at the minimum, should include hours, a brief description of duties, telephone number and best time to call.
Interviewing the Applicant 
The caregiver does not have to personally interview every person who applies for the job. Some screening over the telephone is appropriate. In screening applicants over the telephone, caregivers should describe the job in detail and state specific expectations listed in the work contract as well as information about the hours and wages. At this time it is also important to ask about the applicant’s past experience and whether he/she has references. Then if the applicant sounds acceptable, an interview should be scheduled.
In preparation for the interview, the caregiver should have a list of questions pertinent to the job description and a sample work contract ready for the applicant to read. The following are some suggested questions for the interview: 
· Where have you worked before? 
· What were your duties? 
· How do you feel about caring for an elderly/disabled person? Or a person with memory problems? 
· Have you had experience cooking for other people? 
· How do you handle people who are angry, stubborn, fearful? 
· Do you have a car? Would you be able to transfer someone from a wheelchair into a car or onto a bed? 
· Is there anything in the job description that you are uncomfortable doing? 
· What time commitment are you willing to make to stay on the job? 
· Can you give me two work related and one personal reference? 
Immediately after the interview, it is important for the caregiver to write down first impressions, and if possible, discuss these with another family member or friend. Consider the person most qualified for the job and with whom you feel most comfortable. Always check the references of at least two final applicants. Don’t wait too long to make the offer, as good applicants may find another job. If the offer is accepted, the caregiver and the in-home helper should set a date to sign the contract and begin work. Both employer and employee should keep a copy of the contract. 

Investigating Legal Issues
As an employer of a “household employee,” there are several legal considerations. First, household employers should verify that their household insurance (renter’s or homeowner’s) covers household employees in case of an accident. It is also imperative that the employer be fully informed of the legal responsibility of paying taxes for household employees.
As of this writing (1996), if the caregiver pays more than $1,000 to a household employee in a calendar year, he/she is required to withhold Social Security taxes of 7.65 percent and file them with the Internal Revenue Service annually. The employee is required to pay an additional 7.65 percent. Employers may report the worker’s wages and tax liabilities on their annual 1040 form. For information on paying federal taxes for household employees, call (800) TAX-FORM and ask for Publication 926 which explains specifically about household employees. The employer will need a W-2 form to file at the end of the year and a copy of the form should also go to the employee. A W-3 form is also required if an employer has more than one household employee and is filing more than one W-2 form.
If the caregiver pays at least $750 to household employee(s) in one calendar quarter (January to March, April to June, July to September, October to December), he/she is required to register with the California Employment Development Department (EDD) by calling (888) 745-3886 and obtaining a DE 1HW form. Employers must also withhold State Disability Insurance from employees and file quarterly wage reports. State income tax does not have to be withheld from household employees but can be withheld if both the employee and employer agree. If more than $999.99 is paid to the employee(s) in one calendar quarter, the employer must pay unemployment taxes. If wages paid total $20,000 or less annually, the employer may elect to file an annual tax return instead of filing quarterly. For more information, see EDD's Household Employer's Guide (DE 8829).
There is one other requirement which every employer should know. Each employee is required to fill out an Employment Eligibility Verification form I-9 and a record of this should be kept on file. The penalties for not paying taxes on household employees include paying the back taxes, plus interest and penalty fines. FCA advises both household employers and employees to be informed and comply with state and federal tax laws. There are often local services available to seniors who need assistance in filing tax statements for household employees. The Caregiver Resource Center or Senior Information and Referral in your community would be able to identify these organizations.
Making Your Home Care Situation Work
The relationships between the caregiver, the impaired person who requires assistance and the in-home helper are very important. Consequently, it is imperative that the caregiver take the time to go carefully through the selection process. In California, the Caregiver Resource Centers are available to assist caregivers in locating community resources and finding the in-home helper that fits each individual’s needs. Lists of interview questions, employer’s and employee’s rights and responsibilities, and more detailed information on types of assistance available to caregivers can be obtained from the Caregiver Resource Center in each community. For more information, call (800) 445-8106 (California only) or (415) 434-3388.
When a Coworker Is Sick or Dying
Serious illness and death can shock us in a workplace. When a coworker becomes seriously ill or even dies, your productivity and the dynamics of your workplace are affected. You may have spent many hours with the person, and consider her a friend, not just a coworker. Illness and death touch peoples’ feelings about their work and workplace, their own lives, and their fears about death and dying.
Dealing with illness and death can be difficult. What can you do if someone you work with is seriously ill, or dies?
If Someone Is Seriously Ill
Respect the sick person’s desire for privacy. 
How much or how little of a sick person’s illness is disclosed is for the individual and his supervisor to decide. Rather than speculate, ask your supervisor if you have questions.
A coworker who is ill may frequently be absent from work. You or others may have to fill in. You want to be a good person but it’s also OK to feel some resentment at the extra work you have to do.
Discuss the situation privately with your supervisor.
Your supervisor may not be aware of the level of effort others are undertaking to “cover” for the person who is ill.
Remember: anything that affects your performance has the potential to affect not only your work and career, but your supervisor’s. Your boss can help you share the burden and possibly offer additional resources.
Maintaining office connections.
A coworker’s serious illness reminds us of our own mortality. Sometimes we shy away from a sick person as though the condition were catching. Make sure the sick person is included in key meetings or invited to office social gatherings. He or she may decline, but the gesture is important.
Keeping contact with an absent coworker.
For a seriously ill or dying person, the connection to work life can be vitally important. Sharing office business and staff news keeps the person from feeling isolated.
The difficulty is to maintain this connection while balancing the desire for privacy and the effects of the disease on the sick person’s energy.
Stay in touch.
Your presence in the person’s life is more important than the specific steps you take. Some companies “pitch in” and offer shopping, visiting, or vacation time to coworkers who are ill. 

Designate one person to be the office liaison, responsible for passing along information on how the sick person is doing, what he or she needs, and how much contact he or she feels up to.

Encourage your supervisor to call and/or visit. 
Encourage cards, letters, or food deliveries that don’t require the sick person to actively interact. An informal office video in which everyone says hello or gives their own messages can work wonders.
These activities not only maintain a connection with the sick person, but help office morale and create a sense of community in the face of a crisis.
When a Coworker Dies
People who work together are like extended families, and when a person dies, friends and coworkers grieve. When the death is unexpected, as from violence or an accident, it can be particularly traumatic.
The Grieving Process
Feelings and symptoms of grief can take weeks, months, and even years to manifest and evolve. People don’t heal on a timetable, but over time the emotions do ease. The brief time given to attend the funeral only touches the beginning stages of grief. Experts describe the feelings, symptoms and outcomes of grief in various ways.
Broadly speaking, the feelings and symptoms of grief may include: shock, denial, anger, guilt, anxiety, sleep disorders, exhaustion, overwhelming sadness, and concentration difficulties.
Some outcomes of grief may include: finding a new balance (which doesn’t necessarily mean that things will be the same) and growth (readiness to move ahead with one’s life.)
Most of the time a person feels several of these emotions at the same time, perhaps in different degrees. Eventually, each phase is completed and the person moves ahead. The extent, depth, and duration of the process will also depend on how close people were to the deceased, the circumstances of the death and their own situation.
Take Time To Grieve
You and your coworkers will need time to grieve. Some things to do:
Create a memorial board. A photo, card, or special item the person kept on her desk can be a way to remember.
Hold or participate in a fundraiser for a special cause or for the family of the deceased.
Create a book of memories to give to the family. Many people are not aware of the work life of people they love. These will be unique memories for the family and a way for you to privately express feelings and memories.
Conduct a workplace-only event. A luncheon or office only memorial is a chance for coworkers to acknowledge their unique relationship with the deceased.
Attend the funeral or memorial service. 

What To Expect:
People experience grief differently. You or a coworker who was particularly close to a person who died may feel depressed, absentminded, short tempered, or exhausted. These are all normal feelings.
Creating healthy memories is part of healing. Some people find talking about the deceased helps them manage their grief. Others keep to themselves. Respect the fact that others may feel the loss more or less strongly than you, or cope differently.
A death generates questions and fears about our own mortality. If a coworker dies, you may feel guilty or angry at the person, at life, or at the medical profession. It may cause you to question your own life. These are normal emotions.
Be aware of how you react to a deceased coworker’s replacement. Your anger or disappointment at her performance, personality or work style may be less a function of the individual than your grief about the person they are replacing.
Get help if you have trouble coping with the loss of your coworker or if you find that your work is suffering. A lag in your performance could be a signal that this loss is affecting you more profoundly than you thought.
Resources and Readings
Your employment assistance program (EAP) may have suggestions on bereavement support groups. Many organizations in your community offer bereavement support services. Area hospices work with individuals and families before and after a death, and are experienced in helping with workplace grief issues. Most hospices’ bereavement support services are available to anyone in the community who has suffered a loss. Hospice bereavement counselors are also available to come to your place of business to talk about grief issues. 

The Caregiver’s Journey
The caregiver has given time and love in ways that people see and respect, even if they do not fully understand. But the caregiver has received "gifts" from the dying person: trust and love of a kind rarely experienced, and the dying experience itself.  It is all of this and something more that the caregiver receives. In trying to explain what it is about, one man offered the following analogy that he referred to as "The Journey."

Imagine helping a friend on a journey to a remote monastery perched on top of a mountain.  As you begin your trip, the path is fairly clearly marked and the goal easily seen in the distance. But as you approach, the monastery is often obscured by the tops of trees in the forests through which you pass.  And you say " if only we could get out of this woods, we would be able to see the monastery again and see where we're going."  And as you continue the climb, the path fades and much is accomplished by guesswork. You call on your friend for help. After all, this is his trip and he should know what he's doing. But he becomes older and weaker and relies more on you moment by moment. 

Things get worse.  You lose the path and you are tired and hungry. But, he can not proceed alone and you can't leave him on the mountain while you return to the warmth and safety of home.  So, you find a new reserve of strength, enough for both of you, and you continue up the mountain, for now it is your journey, as well. You look at yourself anew and find that you have gown older, become more mature like your friend, and you accept this as part of the mutual trip. And in accepting your role as guide you find that you are guided, that your friend, whose legs have crumpled beneath him by now, offers you wellsprings of courage and hope.  You drink deeply, for you realize that if either of you are to make it to the top, it will need both of you guiding and supporting the other in ways constantly changing and unimaginable. 

One day when you least expect it, the heavy cedar gates of the monastery are suddenly dead ahead. The trip had become the whole purpose, it seemed, and the monastery forgotten. But there it stands: Your friend's objective has been reached The door opens to admit your friend and, as if you had performed the ritual many times before, you hand your friend over the threshold. The door closes, and you stand there numb, alone, bewildered.

Out of habit you continue walking. It doesn't seem to matter in what direction, for each of the possible paths lead back down from the mountain.

The trip down seems easier than the trip up was. The mountain holds few surprises, now, and there is ample time to sit and ponder before reaching the valley below.  And somehow in reviewing the trip with your friend, its moments of desperation and fear are overshadowed by the times of giving and accepting, of sharing and journeying together. Memory of the monastery fades and in its place stand crystal images of points along the upward trek.  There was the time you picked him up and carried him across the rocks when his strength failed. And there was the time when you slipped and lost your grasp, but he held you up and supported you with the power of his mind.  There was something special in those moments, something, which if you could string all of those images together in just the right order, that then, maybe then, you would understand. 

As it is, you return to the valley a different person, quieter and stronger, knowing only that you have been a part of something .... holy.  This friend shared with you his most personal possession, his death. And though you can't quite comprehend its true value, you find yourself hoping that you will have the ability to fully experience and share your final journey with another wayfarer to whom you can pass on crystal images.

Deep gratitude and celebration are the order of the day for those of us who are called to assist in this challenge. The suffering, remember, is found only in our refusal to let go, only when we refuse to go through the pain and move to the other side. We get through by going through.  The rewards are wonderful: the joy and blessings that come from extending the self beyond its own comfort zone; the knowledge we gain of life and death; the love that is lost and found again on a higher plane; and the areas of awareness that are opened.  Grief is a healing process to be welcomed and not feared, for when it is allowed to go its own course unobstructed, it will fill with wonder the void that the loss created. 

From Your Hands to God’s Arms —
Saying Good-bye
There comes a time to say good-bye. Letting go is one of the most powerful expressions of faith and greatest parting gifts you can offer your dying loved one. The words uttered allow you to give up control (and many hours of care giving), trusting instead in God's love. Your words also offer your loved one the comfort of knowing that you trust in God so that he can draw strength from your faith and assurance.

Saying good-bye can be painful, but the pain is intensified if the process is entered with the illusion that moments after saying good-bye, your loved one will immediately die. Sometimes, the words first spoken do invite a relaxation response, but the final breath may be hours or even days later. More often, the act of saying good-bye is repeated in part, in different forms and by different people over and over. The repetition itself reminds your loved one of God's steadfastness and the promise that God neither slumbers nor sleeps but keeps constant watch over us until the moment of death.


Helping your loved one move from your hands to God's arms might include the following:
· Touch your loved one in a way that is comforting to your loved one (hold hands, rub her head, snuggle...). Let your physical presence be part of what nurtures a place of trust. 

· Tell your loved one you love him. If he is unable to respond then answer for him. "And I believe you love me too." 

· Tell her that you feel God's love in this place surrounding you and her. Let her know your trust is now in God. If you can express your experience of God's love/presence then describe it to her. If it feels natural to you, you could use a scriptural image (i.e. God has the hairs on your head numbered, so I believe that God knows where you are and knows your name). Tell her that God will continue to support you after she is gone and that you will make it in the future with your faith in God and your belief that she is at peace with God. 

· Forgive your loved one of any past estrangement/ behavior/words. If he is unable to respond then answer for him, "And I believe you forgive me too." 

· Give your loved one permission to let go. Again assure her that you trust the move from your loving hands into God's loving arms. Offer words such as "God is here with me and you, let's hold on to God now," "God's arms are open to you," "I am here for you, and so is God."
Remember you will likely repeat these acts in different forms many times. Hearing the words over and over creates a foundation of trust so that your loved one can feel secure in letting go. If visitors come and do not know what to say, suggest reading this page for guidance. Hearing permission from different people is reassuring to your dying loved one.
Caregiving and Cognitive Impairments
An estimated 16-23% of families across the U.S. may be caring for an adult with a cognitive impairment. Cognitive impairments include a variety of diseases and disorders such as Alzheimer’s disease, Parkinson’s disease, stroke, head injury or AIDS dementia. Although each disorder has its own unique features, family members and caregivers often share common problems, situations and strategies, regardless of the diagnosis.
Cognitively impaired persons typically require special care, including (often 24-hour) supervision, specialized communication techniques, management of bizarre or difficult behaviors, incontinence, and help with activities of daily living (ADLs), e.g. bathing, eating, transferring from bed to a chair or wheelchair, toileting and/or other personal care.
While each caregiving situation is different, caregivers are likely to experience enormous stress from their responsibilities in caring for a loved one. Many individuals become depressed or anxious and others report physical ailments associated with the stress of caregiving. For this reason, finding practical ways to cope and get help are especially important.
Caring at Home
Caregivers often learn through trial and error the best ways to help an impaired relative maintain routines for eating, hygiene and other activities at home. Special training in the use of assistive equipment and managing difficult behaviors may be needed. It is also important to follow a safety checklist.
Be aware of potential dangers from: 
· Fire hazards such as stoves, other appliances, cigarettes, lighters and matches; 
· Sharp objects such as knives, razors and sewing needles; 
· Poisons, medicines, hazardous household products; 
· Loose rugs, furniture and cluttered pathways; Inadequate lighting; 
· Water heater temperature—adjust setting to avoid burns from hot water; 
· Car keys and/or spark plugs—do not allow an impaired person to drive; 
· Outside environment including hoses, tools, gates. 
Be sure to provide: 
· Emergency exits, locks to secure house, and, if necessary, door alarms or an identification bracelet and a current photo; 
· Bathroom grab bars, nonskid rugs, paper cups; 
· Supervision of food and alcohol consumption to ensure proper nutrition and to monitor intake of too much or too little food; 
· Emergency phone numbers and information. 
Managing Problem Behaviors
Brain-impaired individuals may experience a range of behavioral problems including communication difficulties, perseveration (fixation on/repetition of an idea or activity), aggressive or impulsive behaviors, lack of motivation, memory problems, incontinence, poor judgment and wandering.
Helpful suggestions for managing these problems include keeping language simple and asking one question at a time. Break down tasks and questions. For example, instead of asking, "would you like to come in and sit down and have a snack?", use simple commands such as, "come here," "sit down," and "here’s a snack."
Wandering and poor judgment may signify the need for 24-hour supervision. Be sure to run through the home safety checklist. In addition, learn whom to contact in your community in case of an emergency. You may wish to consult with friends, family, church groups, social service agencies, senior centers and support groups. If wandering or aggressive behaviors are problems, contact with emergency police, fire and medical systems may be necessary.
Taking Care Of Yourself
Some caregivers are reluctant to acknowledge the strain associated with the many tasks, responsibilities and long hours devoted to the caregiving role. Many feel overwhelmed or burned out. It is important not only to give yourself credit for the work you are doing as a caregiver, but also to arrange for some support and an occasional break from daily duties. While extended vacations may not be realistic, it is critical for everyone to schedule some relaxation time for themselves. This may be a short outing, quiet time at home, a visit with a friend, etc. In order to get time off, the caregiver may require respite care/assistance from others to stay with the patient.
Monitor your own health; stress may contribute to a variety of health problems. Balanced meals, adequate sleep, and attention to persistent ailments are essential ways to take care of yourself. They will also enhance your physical ability, coping skills and stamina to provide care. By taking care of yourself, you will be better able, both physically and emotionally, to provide care for your loved one.
The isolation often felt while caring for an impaired loved one at home can be devastating in itself. For many, this is eased by attending support group meetings with other persons in similar situations. Support groups provide emotional support and caregiving tips, as well as information on community resources from others who have learned from experience. Therapeutic counseling may also be beneficial for further problem solving. A professional counselor can help you cope with feelings of anger, frustration, guilt, loss, or competing personal, work and family demands.
Defining Needs and Planning for the Future
Financial and legal planning are important to consider. Issues such as financing long-term care, protecting your assets, obtaining the authority for surrogate decision-making, and other matters often need attention. Make an appointment with an attorney knowledgeable in estate planning, probate, and, if possible, public benefits planning.
Other areas often requiring planning include coordination between community services and other involved friends and family members. Decisions about placement in a nursing home or other care options can often be facilitated by a professional familiar with brain impairments, caregiving and community resources.
It is a good idea to take some time to evaluate, in writing, both short and long-term needs. This can be done by first listing the things you may need help with, now or in the future. Next, list all your informal supports (e.g., family, friends, neighbors) and decide how each person might help meet the needs. List any advantages and disadvantages which might be involved in asking these people to help. Write down ideas for overcoming the disadvantages. Repeat the list for formal supports (e.g., community services, home care workers, day programs). It is important to set a time frame for any action or activities planned.
Recommended Readings
Helping Yourself Help Others: A Book for Caregivers, 1994, Rosalyn Carter, Times Books, 201 East 50th St., New York, NY 10022.
The 36-Hour Day, Nancy Mace and Peter Rabbins, 1991 edition, The Johns Hopkins University Press, Baltimore, MD, available also from the Alzheimer’s Association (800) 621-0379.
Home Safety Guide for Older People, Jon Pynoos & Evelyn Cohen, 1990, Serif Press, Inc., 1331 "H" Street NW, Washington, DC 20005.
Long-distance Caregiving, Angela Heath, 1993, American Source Books, P.O. Box 280353, Lakewood, CO 80228. 

How to Care for Aging Parents, Virginia Morris, 1996, Workman Publishing Co., 708 Broadway, New York, NY 10003-9555.
Taking Care of Caregivers, D. Jeanne Roberts, 1991, Bull Publishing Company, 148 E. Third Ave., #200, San Mateo, CA 94401.
The Caregiver Survival Series, James R. Sherman, 1994, Pathway Books, 700 Parkview Terr., Golden Valley, MN 55416-1521.
Head-Injury: A Guide for Families, Dana Deboskey and Karen Morin, 1989, HDI Publishers, 10131 Alfred Lane, Houston, TX 77041. 

Caring for Your Aging Parents: A Planning and Action Guide, Donna Cohen and Carl Eisdorfer, 1993, Jeremy P. Tarcher/Putnam Book, 200 Madison Ave., New York, NY 10016.
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Resources
The number of services for brain-impaired adults, their families and caregivers is growing, although in some communities, agencies may be difficult to locate. Caregivers should consider contacting senior centers, independent living centers, Area Agencies on Aging, local chapters of national organizations and foundations such as the Alzheimer’s Association, Brain Injury Association, Multiple Sclerosis Society and others. Nursing home ombudsman programs, community mental health centers, social service or case management agencies, schools of nursing, and church groups may be other sources of assistance. The following listings also offer information, publications, and referrals.
Family Caregiver Alliance
690 Market St., Ste. 600 
San Francisco, CA 94104 
(415) 434-3388
(800) 445-8106 (in CA)
Website: http://www.caregiver.org
E-mail: info@caregiver.org
Family Caregiver Alliance supports and assists caregivers of brain-impaired adults through education, research, services and advocacy.
FCA’s Information Clearinghouse covers current medical, social, public policy and caregiving issues related to brain impairments.
For residents of the greater San Francisco Bay Area, FCA provides direct family support services for caregivers of those with Alzheimer’s disease, stroke, head injury, Parkinson’s and other debilitating brain disorders that strike adults.
American Association of Retired Persons (AARP)
601 "E" Street NW
Washington, DC 20049
(202) 434-2277 (publications on caregiving)
Children of Aging Parents
Woodburn Office Campus
1609 Woodburn Rd., Ste. 302A
Levittown, PA 19057
(215) 945-6900
(800) 227-7294
National Association of Area Agencies on Aging
1112 - 16th Street NW, Ste. 100
Washington, DC 20036
(202) 296-8130 (nationwide AAA listings)
(800) 677-1116 (national Eldercare locator)
National Federation of Interfaith Volunteer Caregivers 
Kingston Medical Arts Bldg.
368 Broadway, Suite 103
Kingston, NY 12401
(914) 331-1358 (nationwide volunteer affiliates)
Well Spouse Foundation
610 Lexington Ave., Suite 814
New York, NY 10022-6005
(212) 644-1241
(800) 838-0879
Toll-Free Hotlines
Alzheimers Association
(800) 272-3900
Brain Injury Association
(800) 444-6443
National Parkinson Foundation
(800) 522-8855
Stroke Connection
(800) 553-6321
Choosing How to End
by Lynn Woodland
Our last days are an opportunity to learn life’s last and most powerful lesson: That there is nothing to fear.
It’s the time of year when statistics show that more people die than any other time. For many of us, this is a depressing thought. In my own life, the deaths of the people most significant to me occurred in the fall—both of my parents, a beloved grandfather, a best friend. So fall always brings with it for me a memory of grieving, an anniversary of loss. Even for those of us who have not lost anyone dear at this time of year, the very cycles of nature suggest death. The fall holiday, Halloween, was once celebrated as a time when the veil between this world and that of the dead is most permeable. Now it has become a way to make the awesome mystery of death into something sweet and domestic with skeletons in windows and children dressed as ghosts.

But, of course, death can’t be contained that way. Sooner or later it will burst into our lives again with it’s terrible power to make us feel small and out of control. Many of us fear terrible painful deaths over which we will have no control. This is perhaps one of the most fearsome aspects of death—that it can plunge us into pain or disability beyond our capacity to bear.
But, the more acquainted I become with people at the end of their lives, the more I believe that we tend to die in much the same way as we have lived, according to our temperament, according to our beliefs, and much more in control of the process than we may know. Perhaps the suffering of death is more the result of our fear and struggle against the ultimate loss of control than a random cruel blow of fate.
In my years of working as Director of a Center for Attitudinal Healing for people dealing with life-challenging illnesses, I witnessed many people’s final months of life. I noticed that the people who experienced the most pain and suffering were those who were filled with fear and bitterness. These were people who had been stuck between not wanting to live and not wanting to die before their illness took hold of them, and their dying process reflected the same dilemma. I remember a woman who was filled with anger at her life, cancer being just one more reason for deep disappointment. Her ending months were spent in the hospital, in pain and rage. Her rage became so difficult to be around that her family could barely tend her. Her illness stretched out longer and longer, past her doctor’s prognosis. She just wouldn’t die, until finally, in her very last days, she reached a place of peace. Her anger left her, she was no longer afraid or in pain, she was able to say good-bye to her family with love, and soon she peacefully died.
I have come to believe that death, far from being just the necessary end to life, is a powerful learning time during which we have opportunity to resolve and complete the deepest lessons of our lives. A close friend of mine who died in her thirties from a lifelong degenerative disease, feared dying for most of her life because the course of her illness left people progressively more disabled and in pain. For many years she held a suicide plan in which she could take her own life before she became too disabled to do so. She never resorted to this plan, however, even though her disease did cause increasing pain and disability, because she had stopped fighting the pain. Instead of trying to control death from a place of fear, she allowed its mystery to unfold, trusting herself, trusting death. Toward the end she had many experiences of leaving her body and meeting with spiritual beings who gave her encouragement and instruction. She had many deepening experiences of love with the people in her life. She found that in spite of the pain and the disability of her illness, she loved life more with every passing day. She once reflected in horror that her fear of the unknown almost compelled her to end her life prematurely, denying her this rich time of life. 

The more we fear being out of control, the more we enter into death as a victim. The push for the “right to die” saddens me. It says, Yes, dying is a terrible senseless thing so it’s better to beat death to the punch and never have to look into our darkest fears. The more we tidy up death by making suicide an acceptable and readily available option, the less opportunity we will have to learn life’s last and most powerful lesson: that there is nothing to fear.
Perhaps there is a perfect order and rightness to the endings we “choose” even when they are long and disabling. Like a man I knew who worked hard throughout his life supporting five children and devoting himself to a company that did not reciprocate his loyalty, firing him when he was nearing retirement age and had been “used up.” Shortly into retirement, this man developed Alzheimer’s disease and became incapacitated to the point that one of his middle aged sons had to take care of him like a child. His son, who often spent days taking his father along with him wherever he went, said that it was the first time he had ever felt close to the man. He described a time he had even taken his father to his weekly therapy session, and was amazed by his father having a sudden and unusual moment of lucidity. When asked by the therapist if he understood why he had come he responded, “To show my son that I love him,” then he lapsed back into forgetfulness. This was a man who had never been demonstrative, who put his energy into what he thought was his duty: working hard to support his children and his company. Perhaps Alzheimer’s was his way of finally allowing some softness in his life, of receiving support and nurturing for a change, instead of always being the provider. Perhaps in his “right mind” he could never have accepted such a different role.
I knew a woman named Maria, who lived with Alzheimer’s well into her nineties. Her last two years were spent in a hospice where she was sent because everyone believed she had less than six months to live. She had no memory at all in the way we think of memory. She couldn’t remember what happened the day before, five minutes before, or the last sentence she just finished speaking. She had only fuzzy recognition of family members and others, and she was bedridden. She lived many people’s worst nightmare.
Yet there was something magical about her. The hospice attendants found themselves gravitating to her room when they felt bad because they always felt better in her presence, and family members of another hospice resident continued to visit her even after their own relative had died. She chattered happily in conversation that was cryptic—delusion, nonsensical, many would say—describing trips she had made up through the ceiling and into fantastic dream realms. Just when one was ready to write off her ramblings as meaningless she would say something startlingly mysterious, referring casually to specific details of something that was troubling one of her visitors, details she had no explainable way of knowing. She seemed to know when someone was upset, and had comforting words that went right to the heart.
Maria was my close friend’s aunt. I’ve known her since I was a teenager. I sometimes went to visit her in the hospice with my friend. Though she was friendly and personable in her early years, there was something different about her in these last years, a newfound ability to reach people. I will never forget a day I went to see her, feeling slightly down and not really in the mood to visit a hospice. As we walked in the door her face lit up and she talked on and on about how beautiful we both were, how wonderful the day was, and how “romantic” life is. Little by little I found myself drawn into her world, where each moment is fresh and new. The magic fully hit me as I watched my friend talking to Maria, a light transforming her face from the competent, pragmatic woman she has grown into over the years to the fresh innocence I haven’t seen in her since we were teenagers. I wondered if my face reflected the same.
Her son says that witnessing his mother during this time of her life has changed his whole concept of death. He no longer looks upon death as frightening and unknown. It is as though Maria has taken little peeks into the next world and come back to reassure those around her that it’s all right—there’s nothing to fear.
Toward the end she became more tired, less talkative, less understandable, but, in a most lucid moment she said, “My life now is about reconciliation and love. I am so glad I stayed to do this post-work.”
How do you imagine doing your own “post work”? As we are reminded of death in this fall season of growing darkness, let there be an opportunity to look at death: past the tragedy, the awesome darkness of it, to see the wonder. Truly it is a final lesson in trust, surrender, and deep peace. In the end, there is nothing to fear.
Lynn Woodland offers workshops on many topics related to empowerment, transformation, and healing. For information on these, call 1-800-666-0872.
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