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"Confusion, Anxiety, Anger and Pain, Despair" these are some of the words that Kaunie Hagensen uses to describe her condition in the poem Lost. (Hagensen 1999)  These feelings are shared by many people today who suffer from, or have family members who suffer from Alzheimer's disease.  The Encyclopedia of Alzheimer's Disease describes it as being, "a progressive degenerative disease characterized by the death of nerve cells in several areas of the brain.  While the most obvious symptom is loss of memory, the disease also causes problems with emotional control, vision, and language." (Turkington 2003, 14)  "Alzheimer's disease" has previously been used to describe dementia arising in middle age, but because of the neuropathological differences that have been found, today it refers to a "common primary degenerative dementia occurring later in life" also known as senile dementia. (Evans 1990, 267)  The change in the meaning of Alzheimer’s disease occurred prior to the 1960’s.  This disease is a problem that primarily affects elderly persons age 85 and older, but recently it has also been associated with adults 65 years and older.  As life expectancy increases, so does the impact of the disease, especially in developed countries like the United States.  A study that estimated the prevalence of Alzheimer's disease in the United States used results from East Boston in 1980, and applied them, by age and sex, to population projections for the United States from 1990 to 2050.  The results of this study showed that in 1980, 11.3 percent of people 65 years of age or older had Alzheimer's disease.  By 2050, the number of persons 65 years of age or older that have Alzheimer's disease in the United States is expected to exceed 10 million. (Evans 1990, 273-275)

This study has a few sources of possible error.  It is possible that the prevalence estimates in East Boston could be flawed, or the population projections could be inaccurate.  In an effort to lessen the impact this has on the results of the study, the estimates from East Boston were applied to a high, middle, and low series interval of the population.  The high, middle, and low series intervals are given to buffer the results of the study.  The population may not grow at the rate at it is expected to so the high interval is given in case the population grows at a rate higher than expected, and the low interval in case the population grows at a slower rate than expected.  This gives a broader set of results that may be more accurate.  Though the results of this study are not exact, the trend that they show is correct and useful.  With the baby boomer generation steadily reaching post-retirement age, more people are being diagnosed with Alzheimer's disease and the issue of their care becomes a concern to them and their families. This raises many questions: What is Alzheimer's disease?  Is it different from senility or amnesia?  What causes it?  Does a person with Alzheimer's disease need special care?  Can that care be provided for in the home, by family members?  Is this a practical way to care for the patient
?

After Alzheimer's is diagnosed in a parent, or other elderly family member, the caregiver has the task of deciding what the best form of care for the patient is.  In order to do this they have to fully understand what the disease is, and what causes it.  Alzheimer's disease begins by destroying brain cells that control memory.  This diminishes the patient's ability to complete routine tasks.  Slowly the disease attacks the cerebral cortex, which is responsible for reasoning and language skills. (Turkington 2003, 14, 15)  This causes symptoms such as wandering and agitation to surface.  Many symptoms associated with Alzheimer's disease are also common to normal memory lapses in the elderly.  That commonality makes it hard to decipher the similarities is such diseases.

Scientists have not been able to find one single cause for Alzheimer's disease, but they have identified a number of risk factors that contribute to it.  Brain cells degenerate to the point where they can no longer communicate, and then they die.  Scientists are unsure of what causes brain cells to begin to degenerate, but there are five major theories that attribute it to either chemical, genetic, environmental, autoimmune, or viral problems.  Scientists in the mid 1970s found an acetylcholine deficiency in Alzheimer's patients.  This is significant because acetylcholine is a neurotransmitter that is important to memory formation.  This chemical imbalance is thought to be a chemical cause of Alzheimer's disease. (Turkington 2003, 48)  Genetic research has found a link between Alzheimer's and genes on several chromosomes, but the inheritance of these genes are only a risk factor of developing Alzheimer's, it is not guaranteed. (Turkington 2003, 50)  Environmental factors can also contribute to the development of Alzheimer's.  One very controversial theory is that aluminum deposits in the brain contribute to the onset of Alzheimer's.  The autoimmune theory suggests that as persons' age, their immune systems break down and begin to attack healthy brain tissue.  Some scientists also believe that people genetically predisposed to have Alzheimer's are susceptible to certain neurological viruses.  Evidence has been found that links Alzheimer's with Chlamydia pneumoniae. (Turkington 2003, 53)  In a study published in the June 1998, issue of Medical Microbiology and Immunology, two associate professors found a relationship between Alzheimer's disease and C. pneumoniae.  They identified the virus as either a cause or risk factor for the disease. (Alzheimer's 1999, A14)  Although a cure for Alzheimer’s disease has not yet been found, these developments in understanding what causes the disease are a big step in the right direction.

Alzheimer's disease, in most cases, does not surface until after the age of 65.  It is considered an infirmity of the elderly.  Because of this, care of the patient is usually left in the hands of their adult children, who may have families and lives of their own.   Children of people with Alzheimer's disease often find themselves at a point where they have to decide how to best provide for their parents, whether it is in their own home or in a long-term care facility.  When considering whether or not to take care of the patient in the home, some factors have to be taken into consideration.  Personally caring for a person with Alzheimer's disease, especially a family member or loved one is a great responsibility.  It takes a lot of patience, time, care, and effort on the part of the caregiver. 

Alzheimer's is a degenerative disease, so the patient slowly loses their short-term memory, their ability to complete small tasks, and possibly even their ability to speak coherently.  The patient may even be aware of their impairment and feel distressed.  Many patients also desire to be in constant motion, whether it be going somewhere specific, or simply touching things in sight.  Thus wandering becomes a problem.  To prevent wandering from becoming a problem, continuous physical activity should be encouraged.  Patients may become aggressive without understanding the implications of their actions.  Often their behavior and their intensions are misinterpreted because they do not know how to convey them in socially acceptable ways. (Hayter 1974)  They might even cause damage to property or other people if the issue is not addressed promptly.  Caregivers often find it frustrating that patients do not benefit from being taught an activity.  Even activities they are accustomed to doing may have to be broken down into small steps, and repeated over and over again for them to accomplish the task.  Caregivers also often have to be repetitive; patterns are easier for the patient to recognize and familiar things help to orient them.  That is why, even when patients in care facilities show no sign of recognizing their families, they are encouraged to visit often.

Many factors affect the family's decision about how long they can care for the patient at home... his family will need considerable psychological support and help in learning how they can assist him to use his abilities to their limits... their own psychological stress is lessened by the opportunity to express their feelings periodically to a non-critical, non-judgmental person. (Hayter 1974, 1463)

Alzheimer's disease places heavy demands on the family and friends of the patient, making them "an essential part of the health-care system." (Dellasega 1991, 197)  

Usually in cases where a patient is cared for by family members the bulk of the burden is shouldered by their closest female family member, whether they be a daughter, daughter-in-law, or spouse.  This often leaves the woman with family and career demands to juggle along with the task of being primary caregiver.  Stresses on caregivers are both physical and emotional.  There is a strain on their time, energy, and their sanity at times.  When a caregiver first comes into a situation like this, it can be overwhelming to them.  They may view it as an impossible feat.  In her article, The Journey of Alzheimer's Disease, Arlene Huhn discusses the effects that caring for an Alzheimer's patient has on the caregiver using the analogy of a journey taken by the caregiver and the patient.  She says that this journey begins with the diagnosis of Alzheimer's disease, and is unique to each person.  She found that an accurate diagnosis of the disease is often hard for the caregiver to get because of the Health Information Act, which came into effect in 2001.  This act prevents the families of a patient from having discussions about the patient's medical status with a healthcare professional without the patient's consent.  This could make it very hard to have the patient diagnosed, which could lead to the caregiver missing out on assistance opportunities.  The next stop in the journey, after diagnosis, is having important documentation in place early.  Having documents like the Durable Power of Attorney, Personal Directives, and the Will in place early on helps to ease the pain usually associated with these end-of-life documents.  Driving is another issue that might have to be considered early on.  Patients may resent having to give up driving and the independence that goes with it.  Medication administration may become a problem if the patient forgets when and what amount of medicine to take on their own.  Caregivers must take it upon themselves to take charge of administration of medication, even giving it themselves at appropriate times when needed.

Huhn mentions that usually at some point on the journey the patient will begin to lose recognition of familiar things, which often times leads to wandering. (Huhn 2005)  Eventually the patient looses their ability to recognize family members.  This stage can be especially hard for the family to deal with.  Depending on the situation, some journeys lead to a time when the patient has to be moved into some type of long-term care facility. This may lead to more stress on the part of the caregiver.  Often they are continually burdened with questions about the facility and its standard of care.  "For caregivers, placement often signifies failure rather than relief.  As one spouse-caregiver stated: 'It was harder to put my wife in a nursing home than it was to bury her.'" (Dellasega 1991, 198)  Results of a study done to investigate whether caregivers who actively cared for patients in home had more stress than caregivers who had their patients institutionalized, established that placing the patient in a care facility would simply cause more emotional stress.  While institutionalization does relieve physical stress and time constraints placed on the caregiver, the amount of guilt they feel immediately preceding and for some time after becomes an issue.  The study’s findings state that:

The benefits obtained from cessation of caregiving are difficult to identify.  Whereas entry into a nursing home is believed to decrease the physical tasks and demands of caregiving, guilt, and common emotion experienced by caregivers, seems to intensify post-institutionalization. (Dellasega 1991, 198-9)

The final part of this journey is death.  Everyone deals with mourning a loss in different ways.  There is no single answer to how to deal with the death of a loved one.  Some say that with Alzheimer's disease, death is expected from the time of diagnosis, and once the patient looses their faculties they die long before their body expires.  "It is a long goodbye." (Huhn 2005)

In their article Effects of Stress on Family Caregivers: Recognition and Management, Peter Vitaliano, PhD, and Wayne Katon, MD, also discuss the costs and pressures placed on family caregivers of patients with various types of dementia.  They discuss this using the findings of various studies that compare the effects of burdens on caregivers and the detrimental effect on their health versus that of non-caregivers.  Their comparisons showed that the stresses and other pressures placed on the caregivers make them more likely to develop serious medical problems such as clinical depression, diabetes, and reoccurrences of certain types of cancer.  In order to lower these risks, Vitaliano and Katon showed how interventions proved helpful in supporting caregivers.  Interventions are sessions that are provided for caregivers in order to inform them of the possibly detrimental affects that caregiving is having on them, and make an effort to prevent these from becoming a problem.  Interventions are in place to support all aspects of a caregivers life, including physical, mental, and emotional help if necessary.  These can include active therapy treatments to help treat perceived psychological problems, dietary adjustments, and even fitness programs.

Many other resources are also available now for people caring for their family members in the home.  Societies like the Alzheimer's Society and the Alzheimer's Association
 take the responsibility of providing accurate up-to-date information on Alzheimer's disease.  Their web sites provide information about the disease ranging from recent developments about its causes and steps toward a cure to resources that those caring for Alzheimer's patients may find to be of help to them.  There are support groups, workshops, educational meetings, and even wandering registries to support caregivers.

Caring for a family member with Alzheimer's disease can be extremely taxing on the caregiver, but knowing that they are not alone and that there are resources out there to help them often helps them cope with their situation.  I have seen firsthand the strain that care giving can have on families and people individually.  When I was seven years old my grandmother, my father's mother, was diagnosed with Alzheimer's disease.  She had lived as a part of my immediate family for four years by then, so there was no question as to whether or not we would care for her in our home.  In the early stages of the disease I was very young, so I did not think much of her forgetfulness.  I really began to notice her memory becoming a problem when my parents stopped letting her drive.  She was not happy with their decision, because she did not see her own forgetfulness, but she complied with their request.  As I got older her condition worsened, and it eventually got to the point where my sisters and I were taking turns to watch her, instead of her watching us.  Although my family tried to equally divide up the responsibility of caring for my grandmother, most if the burden remained on my mother's shoulders.  We found an adult day care center to care for my grandmother during the day when my parents were at work, and my sisters and I were in school.  This worked out really well for us because the center had a bus that would pick her up from our house before my mother left for work, and drop her off right after I got home from school.  Eventually my grandmother lost the ability to cook for herself without help, which was difficult to deal with because she was used to getting up early in the mornings and fixing herself breakfast before everyone else was awake.  There were a few close calls.  During these years caring for my grandmother was not a real burden to my family because she was mobile and competent for the most part.  The most difficult thing we had to deal with at these times, were what we called her "stages."  Her stages were the periods where she got an idea in her head and she would not believe anything else, no matter what we told her.  One of her most memorable stages was when she thought that we were moving out of our house, and we were not going to tell her.  Any time we would leave her alone in a room, even for just a few seconds, she would pack everything in the room.  She would completely pack up her bedroom at least once a day.  Another memorable stage was when she began fainting regularly.  My parents got worried and so they took her to Johns Hopkins Hospital Center to be observed by specialists.  The entire time she was there she did not faint once.  Her doctor asked if she had ever fainted when there was no one around, and we told him that she hadn't.  He told us that he thought she might be doing it to get attention, so he told us that next time she "faints" do not catch her.  The next time it happened no one caught her, and that was the last time she fainted.  These stages are something that my family and I can laugh about now, but back when they were occurring they were stressful to deal with.

The more serious issues associated with my grandmother's health occurred after she had a stroke in 2003.  After a surgery and an episode of cardiac arrest she came home, and soon after that she was put under Hospice Care.  During the next few months her care became an issue that our family had to deal with constantly.  She was incontinent and unable to speak in clear sentences.  Everything had to be done for her at that point, from eating to bathing.  My family worked day and night to care for her needs and keep her comfortable.  When she took a turn for thy worse, we made sure that someone was with her at all times.  The night she passed, we were all in the room with her.  We were sad when she died, but we found comfort in knowing that we did all that we could for her while she was alive.  Even though I was a child while my parents were caring for my grandmother, there was stress on everyone.  That stress was far outweighed by the joys she brought our family and the knowledge we have that we did our best in everything. For everyone in my family, the things we gained by caring for my grandmother together in her times of need brought us together, and helped us to deal with her inevitable death.

There are a lot of elements involved in caring for any person, but especially a person with a disease like Alzheimer’s.  When the responsibility of my grandmother’s care fell to my family, we were fortunate because there were five people to share the burden.  Although the burden still fell primarily to my mother, in most cases, she had our assistance, and the knowledge that if she ever needed to she had the opportunity to have a break.  Many people do not have that option.  Some, whose spouse is the patient, only have themselves to rely on.  The amount of people available to help care for the patient, and the other responsibilities they have to care for need to be factored in when a decision is being made as to whether or not to care for the patient in the home.  Another thing my family benefited from was having good, well informed doctors.  When dealing with a disease like Alzheimer’s, having a good doctor is very valuable.  My grandmother’s doctor suggested that my parents take her to Johns Hopkins Alzheimer’s Disease Research Center.  The doctors there were very well informed, and were extremely helpful in not only treating the disease, but also in giving my parents different resources that were right at their finger tips.  My grandmother’s doctors suggested that we consider enrolling her in a clinical trial being held there for a new drug called Aricept.  Aricept helped to noticeably slow down her deterioration, and reduce the frequency and magnitude of her tantrums.  Aricept® (donepezil HCl) has recently been introduced to the public and is now available to help thousands and thousands of Alzheimer’s patients.

When deciding whether or not the patient should be cared for in the home the primary caregiver’s schedule should be thoroughly scrutinized.  If they have a demanding secular schedule, then an adult day care facility should be considered.  These facilities provide a stable environment for the patient during the day where they can be cared for properly and have the opportunity to associate with their peers.  Even if the patient does not remember what they did that day, keeping them occupied in a safe social environment is better for them than sitting in front of a television all day.  If an adult day care facility is not available in the area, there may be other options such as short-term nursing home care or respite care for when the caregiver needs a break.  The type of relationship between the caregiver and the patient also merits consideration in this process.  If the relationship is strained, this could lead to more problems with the patients care.

After a caregiver considers all these aspects of caring for the patient, they may decide that institutionalization is the right choice for them.  On the other hand, a person caring for an Alzheimer’s patient in their home may decide that institutionalization is necessary to keep the patient or themselves healthy.  In either of these cases, the responsibility does not end there.  Finding a skilled long-term care facility that the patient and the caregiver are happy with can be challenging, and then comes the admission process.  This usually is accompanied by financial stresses, insurance related issues, difficulties transferring belongings, and the natural emotional strain related to admission.  Some believe that upon a patient’s admittance into a long-term care facility, the caregiver’s stresses are relieved immediately.  The study mentioned earlier, that compared the stress levels of active caregivers and those whose patients are institutionalized found that “caregiving-related stress persists even after full-time caregiving ceases; therefore, an abrupt and immediate end to strain is not a realistic outcome of institutionalization.” (Dellasega 1991, 204)

Because there is no cure for Alzheimer's disease, taking on the responsibility of caring for patients in the home is a long term responsibility that requires a lot of planning and consideration.  This is not a decision to be made on a whim or because of emotion.  All options need to be weighed, and everyone affected needs to be considered.  Placing a family member in a long-term care facility does not spell out neglect.  Depending on the circumstances of the caregiver, caring for the patient in the home may lead to more neglect.  The ‘right choice’ is different in each case, but without considering all the facets of your own situation the wrong choice will be made.  I hope that this information will make that heavy decision a little easier to bear.

� See Appendix A


� Persons with Alzheimer’s disease will be referred to as patients, while those caring for them will be referred to as caregivers.


� Alzheimer’s Society website: � HYPERLINK "http://www.alheimers.org.uk/" ��http://www.alheimers.org.uk/�


Alzheimer’s Association website: � HYPERLINK "http://www.alz.org/" ��http://www.alz.org/� 





PAGE  
1

