What is Alzheimer's Disease?

This pamphlet is part of a series on dementiaedldiseases. This series was prepared
by Kenneth Hepburn, PhD, Geriatric Research, Edutaind Clinical Center (GRECC)
of the Department of Veterans Affairs Medical Cenkdinneapolis MN.

Alzheimer's diseasés a steadily worsening disorder of the brainlvaeells. Parts of

the patient's brain are destroyed by the diseasssjrng "dementia”, or impaired brain
function. Such damage causes a wide variety oflpnabfor the Alzheimer victim. The
early symptom of the disease is faulty thinkingeTimpairment shows up in a number of
ways, for instance: memory loss, problems comingyitip words and having a hard time
concentrating. Depending on the length of timedisease has been present and the
patient's age, other changes may show up in theleagatient acts and reacts. In its
later stages, the disease causes the patienttadosgrol of physical functions and results
in total disability and eventual death.

People may develop Alzheimer's disease symptomsyeatime from about age forty,
although most commonly the disease begins in tliesmiies or later. Generally, the
disease progresses faster for younger people&veuny person reacts differently.The
disease does not always progress in a steady faskhiere may be fairly long periods
when the symptoms stay about the same, and thgmtag suddenly get worse over a
rather short period.

Regardless of the patient's age at the time oftpAtgheimer's disease progresses
without "remission” or improvement. Alzheimer'saefise is a terminal iliness. The
course of the disease may span a few years or &g asdifteen or twenty, again
depending on the individual person. On averageighpthe disease generally runs its
course in about eight years.

Causes and treatment of the disease

Contrary to popular belief, Alzheimer's and othemeénting diseases are not caused
simply by old age itself. In fact, most older people never affected. A range of
diseases--of which Alzheimer's is the most comnuause dementia in about five
percent of Americans over the age of sixty-fivenigatia is most common among very
old persons. Roughly twenty percent of those oigdite-five years of age will be
afflicted. Somewhere between one-half and two-thatlall the people afflicted with
dementing iliness are victims of Alzheimer's diged¥ith a growing elderly population
the number of cases of Alzheimer's disease antbédethsorders may be expected to
increase.

Although promising research is underway, at threetno one has yet discovered the
cause or causes of Alzheimer's disease. More igpityt no treatment yet exists that can
change the course of the disease. Health care andgament techniques have been
developed, however, for many of the more troublesegmptoms. Help is also available



for Alzheimer's patients and their families throuagmmunity services and support
groups such as the Alzheimer's Disease and Rdlasedders Association (ADRDA).
For information about Alzheimer's disease and ¢ication of local ADRDA chapters,
you can call toll free, 1-800-621-0379.

The course of the disease

Alzheimer's disease is often described in termesaofy, middle and late stages. These are
general rather than precise terms. Each persamgsie. The symptoms that occur, when
they occur and how long they last will vary in eacise.

Early stage
Early in the diseasshort-term memory lossoccurs. Other problems go along with this:

+ being unusually forgetful;

« having a hard time concentrating;

+ having a hard time coming up with the right word;
« making poor choices or showing bad judgment.

During this stage, subtle changes in personality atagur. The person may also not be
able to adapt to changes in old routines.

Memory loss in itself is not a sign of Alzheimattisease. Most people normally have
some memory loss as they age. In Alzheimer's disélas problem will worsen steadily.

Although symptoms may seem to come on quite qujdkly problem often builds very
slowly. Many times the symptoms are first noticétérathe person has been under some
strain. A change of homes, an illness, or a trip@eer-tax a person in the early stage of
the disorder.

Depression is one of the more common symptomseire#nly stage of the disease. The
signs of depression may include seeming saddegtaquor more negative than usual,
sleeping too much or too little, losing an unusarabunt of weight, drinking more than
usual or not seeming aware of or interested irggin

Perhaps the ill person and those around him owhigjust have the feeling that
"something is not right." The forgetful person nago feel frightened, ashamed or just
plain bewildered by the changes. The person mayfttgn very successfully, to hide the
problem (by writing out detailed reminders on h@nb routine activities, for instance).
As a result, even those people closest to the megpgierson may need a fairly long
period of time, even years, to realize that sometis really wrong.

As soon as the problem is noticed, however, thgetbul person should be seen by a
doctor who knows about dementia. A firm diagnos$iflaheimer's disease is not yet
possible in this stage of the disease. Still, aly@xam permits the doctor a basis for



comparing later symptoms. (The doctor will watchdmns of a worsening trend in the
symptoms).

Keep in mind, too, that other conditions whattirespond to treatment can look like
Alzheimer's disease. The doctor will want to rule @r treat) these other problems as
early as possible. Depression, for instance, casemothe symptoms of a person with
Alzheimer's disease or cause similar symptomsheratise healthy people. The
symptoms of depression can often improved by médar@ and should always be
treated.

In this stage of the illness, the impaired persay still be able to do most things with a
certain amount of help. Hard as it may be, the$s the time to plan for the future when
the patient's disability will become more severe.

Middle stage

The middle stage of Alzheimer's disease is charaettbymore and more severe
memory loss.The person is often not able to recognize fammly fiends. The person's
judgment gets worse and worse. Sometimes the pa@sndelusions. He or she is less
and less able to learn or adapt to new situatibng.person may also have striking
personality changes, become very active and logpibkge abilities.

The impaired person may become unable to remenvieerkasic safety rules. Thus daily
activities such as cooking, driving or using appti@s may pose a danger. The impaired
person may also be subject to restlessness, wagderd sleep disturbances. You may
have to watch over the person closely. You may hakeep the person from doing
things he or she is used to. This part of caregician be very hard.

The patient's extreme shifts in mood can pose qfulems for the caregiver. Sudden
outbursts of anger or fits of extreme worry maywcd he person may accuse you or
others of doing bad things to him or her, like btgpor cheating. All this makes daily
activities and care more difficult. There appearbe no way to predict if or when these
changes will occur or how long they will last iehdo occur. Also, even if a person's
mood changes in one way, this does not mean that difficult mood changes will also
occur.

Anger may appear because the person is frustrbeddisease reduces the person's
ability to perform all adult activities so that therson, increasingly, can neither
understand nor make himself or herself understataheimer's patients may even burst
out angrily with no apparent explanation.

Being no longer able to figure out the world angewith it may cause the person to be
anxious or nervous. Patients may cry easily, repeshin questions or actions over and
over, or walk non-stop and without clear purpose.



If impaired people become very suspicious, they awuse others of plotting against
them or of trying to steal from them. They may g@teat lengths to guard against
imagined threats. Sometimes they may even strikagainst their caregivers, mistaking
care efforts for attempted assaults.

Even in this stage, the impaired person can keegnf@ying many activities. To do this,
care has to be managed well, and any other heaéiimotional problems have to be
treated promptly. To assure this goal, you willchemkeep increasing the network of
people and services that help you to provide cére.task of caregiving may well
expand beyond the ability of any one person.

Late stage

In the late stage of Alzheimer's disease, patieratg be able to carry out activities, but
they lack the mental skills to do them with a clparpose. Patients often become
severely disoriented losing touch with the world more and more. Th@amed person
may become ever more involved in delusions. (Thiegrewill believe in the delusions,
but they will have no basis in fact.)

Late in the disease there is also likely to batening of expression.You may not be
able to tell whether the person is feeling happgamt, angry or frightened. You may
wonder if the person is sensing anything at alerkEthe very impaired person may still
be able to experience pleasure and pain.

Patients become more and more quiet and withdrahey show only the slightest
response to others or no response at all. Sponsed@se family members often say,
toward the end of the disease process, that tls@pevho "used to be" no longer exists.

During this stage of the diseaghysical disability also may become extreme. The
person may become bedridden and incontinent (Hettalzontrol bladder and bowel
functions). Skilled nursing care may be requirethmfinal stages before death.

Alzheimer's disease is the fourth leading causgeath among Americans over the age of
sixty-five. Still, people do not, as a rule, dieeditly from the disease. The more usual
direct causes of death are infections, physicalrdeyrs or accidents such as choking on
food.

Treatment and management

Drug treatments are now available which can sigaiftly affect cognitive symptoms in
Alzheimer's disease. You should know that thesg theatments do not cause major
improvements in patient cognition nor can they ¢heedisease or reverse its course. See
your doctor for information about recent developisen drug therapies for Alzheimer's
disease.



Specific treatments do exist for some problems whiccur along with the disease. Drug
treatment may relieve symptoms of depression olengr undue aggressiveness.
Infections which worsen the Alzheimer's symptoms aften be cured. Keep in mind,
too, that other conditions which do respond tottreat can look like Alzheimer's
disease. Even without hope of a full cure, the gaxa remains of ensuring the greatest
possible safety and comfort for the Alzheimer'squt

For all of these reasons, your health care teamdseecontinue careful treatment of the
patient. You, as caregiver, need to continue r@mpeny changes in the patient's
symptoms or behavior. You and the health care teaed to work together to set up a
working program to manage the patient's care. Alg@ye management program should
help you anticipate and even avoid many care pnodle

A good care management program must be suiteduiongeds and strengths as well as
those of the person in your care. The course oflibease may span many years and
bring many changes for the impaired person angidar These changes may be hard and
painful, even if you know in advance that they @ming. In some families with many
helping partners, family members may be able te t@arthe person with Alzheimer's
disease over many years until the person dieshler éamilies, ongoing daily care
becomes too great a burden or the family cannatigeec¢he care that is needed.

You will need many resources to help you. Do nat vealook for help until you are
exhausted, your health has suffered or you carop any longer. Outside resources for
patient care do exist, although often fewer thagded. Begin early to plan for the future
and to set up a network of other care arrangenientsour impaired family member.

One final point: you will come to rely on the hdattare team and the team will come to
rely on you. For this reason it is crucial that yma a doctor or a team that you trust and
that you feel really helped by. It is not alwaysyeto find a doctor or a team that knows
about Alzheimer's disease and that will work clgps@th you and your family. If the
doctor you have always used doesn't know aboulifease or doesn't seem to want to
work closely with you as you care for the pati¢hink about finding another doctor. Ask
others who provide care how they have resolvedpitablem. The Alzheimer's Disease
and Related Disorders Association can be helpful.

Help for the caregiver

This is the first of a series of pamphlets desigioealssist you as a caregiver for a person
with Alzheimer's disease or a related disorder. Sérees offers you facts and ideas about
the disease itself and the caregiving role. Itrsfideas for solving care problems that
come up in the course of caregiving. The seriessés the need for planning for the
future with care and frankness. The series algsstis how crucial your caregiving role
is, how much of a strain it can put on you and lmwortant it is that you care for
yourself.

Key in all of these things will be the following:



+ Assess the situation and care needs of the impaired person.

« Assessyour own situation as a provider of care.

« Learntowork in partnership with your health care team.

- Develop a network of other people and organizations that can help you as you
learn to care for the impaired person.

- Develop plans and techniques to ensure good care for the patient while
maintaining your own health, both now and in the future.

The pamphlets should be used along with the persaivice of your health care team
and other advisors. Reading the pamphlets sholidylbe observe the patient in your
care more accurately, express your needs mordyckeat better understand and carry
out treatment or care management and planning stiggs.

Your doctor or nurse can recommend specific pdrtseoseries which might be helpful
in your case. Each pamphlet includes a list oherrecommended readings on the
particular subject in question.

Use the pamphlets as guides, and discuss any guesti reactions you may have with
your doctor or nurse. Let them know what is helpfthat doesn't work in your case and
what ideas you have come up with on your own. Slistussion and sharing of ideas can
help all of you and may even help others with samgroblems.



