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Alzheimer’s Disease 

 
 
 
 

Overview 
Alzheimer’s disease (AD) is a neurological 
condition in which the nerve cells in the brain 
die. The onset of AD is typically gradual, and 
the first signs of it may be attributed to old age 
or ordinary forgetfulness. As the disease ad-
vances, cognitive abilities, including the abil-
ity to make decisions and perform everyday 
tasks, are eroded, and personality changes and 
difficult behaviors may emerge. In its later 
stages, AD leads to dementia and eventually 
death. 
 

Facts 
An estimated four million people nationwide 
have been diagnosed with AD. Alzheimer’s 
disease is most common in individuals who 
are over 65; however, it can also occur in peo-
ple much younger. The incidence of dementia 
increases rapidly beyond age 65. In 1998, the 
percentage of older persons with moderate or 
severe memory impairment ranged from about 
4 percent among people aged 65-69 to about 
36 percent among people aged 85 or older. 
AD is the ninth leading cause of death among 
those aged 65 and older. 
 
Nationally, direct and indirect costs of caring 
for patients with Alzheimer's have been esti-
mated at $100 billion. The average lifetime 

cost for an individual with AD is estimated at 
$174,000, according to the Alzheimer’s As-
sociation. 
 

Symptoms 
People with Alzheimer’s live an average of 
eight years after diagnosis, although some 
people may live for as many as 20 years after 
being diagnosed. To help people understand 
the changes that occur as the disease pro-
gresses, AD is broken into stages: early, mid-
dle and late. It is important to remember, 
however, that the development of symptoms 
will differ from person to person and that 
each stage will gradually progress over a pe-
riod of years. It is also not unusual for people 
with AD to have “good days” and “bad 
days.”  For example, a person with early-
stage AD may not show any symptoms one 
day; the next he or she may have trouble re-
membering your name or finding the milk in 
the refrigerator.  
 
The following summarizes the most common 
symptoms at each stage: 
 
Early-Stage Alzheimer’s 

• Trouble remembering recent events 
and conversations 
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• Difficulty remembering the month or 
day  
of the week 

• Loss of ability to manage finances 
• Withdrawal from social situations and  

general apathy 
• Cooking and shopping become more  

difficult 
• Poor judgment – difficulty making 

wise  
decisions 

• Tendency to lose things 
• May become disoriented in familiar  

surroundings 
 

Middle-Stage Alzheimer’s 
• Difficult behaviors emerge 

 Anger, suspiciousness, overre-
acting and paranoia (e.g., be-
lieving that family members 
are stealing money or spouse is 
having an affair) 

 Wandering 
 Repeating questions or state-

ments 
 Sundowning (i.e., restlessness 

or agitation in the evenings) 
 Fear of bathing 
 Hallucinations 
 Eating problems 
 Incontinence 
 Hoarding belongings 
 Inappropriate sexual behavior 
 Violent behavior 

 
• Will go from needing help choosing 

clothes and remembering to change 
clothes to needing help getting 
dressed. 

• Will progress from needing reminders 
regarding personal care to needing 
help bathing, taking medication, brush-
ing teeth, toileting, etc. 

• Increased difficulty in verbal expres-
sion and comprehension 

• Spatial problems (e.g., having trouble 
setting the table) 

• Loss of reading, writing and arithmetic 
abilities  

• Loss of coordination 
• Will need care or supervision 24 hours 

a day, seven days a week  
• May not recognize family and friends  

at times 
 
Late-Stage 

• Inability to communicate 
• Inability to recognize people, places  

and objects 
• Cannot participate in any personal  

care activities 
• Loses ability to walk 
• Loses ability to smile 
• Muscles may become contracted 
• May lose ability to swallow 
• Seizures may occur 
• Weight loss 
• Majority of time spent sleeping 
• May exhibit a need to suck on items 
• Incontinence 

 
As the symptoms of AD increase, the de-
mands placed on the caregiver increase. Care 
becomes more physically demanding and 
more time-consuming. At some point, most 
caregivers require outside help.  

 
Diagnosing Alzheimer’s 
Disease 
A diagnosis of Alzheimer’s disease is reached 
through a combination of tests. It must be dif-
ferentiated from the occasional forgetfulness 
that occurs during normal aging, and from de-
pression, malnutrition, or the side effects of 
medications, all of which can cause symptoms 
similar to those of early-stage AD. The physi-
cian often begins the evaluation by taking a 
history and performing a physical examination, 
as well as evaluating the patient’s cognitive 
abilities. This approach can help the doctor de-
termine whether further testing is needed. A 
primary care physician may suggest that a 

 2



more extensive examination be performed at a 
designated Alzheimer’s evaluation center or by 
a dementia or geriatric specialist. The examina-
tion will likely include a thorough medical 
evaluation and history followed by extensive 
neurological and neuropsychological assess-
ments. A dementia evaluation should include 
interviews with family members or others who 
have close contact with the person being 
evaluated.  

Treatment After Diagnosis 

Presently, researchers cannot definitively say 
what causes Alzheimer’s disease, and there is 
currently no cure. However, considerable pro-
gress has been made in the field of AD re-
search in recent years, including the develop-
ment of several medications for early-stage 
AD. While the ideal medication for AD would 
either prevent or cure it, have no side effects, 
be inexpensive and be readily available, re-
searchers have not yet discovered the ideal 
treatment.  
 
It is possible, however, to reduce some of the 
common symptoms of early-stage AD with 
medications. As of January 2002, the FDA 
had approved four drugs designed to improve 
memory and slow the progression of AD. The 
first one, approved in 1993, tacrine (Cognex) 
has many side effects, including potential liver 
damage and has shown disappointing memory 
results. For these reasons it is seldom pre-
scribed. Three newer drugs, donepezil (Ari-
cept), rivastigmine (Exelon) and galantamine 
(Reminyl), have proved beneficial in improv-
ing memory, and have fewer side effects. Un-
fortunately, these drugs are not effective for 
everyone, and their effectiveness is limited to 
the early and middle stages of AD. Another 
drug, memantine HCl (Namenda) is available. 
Originally considered for use in moderate to 
severe stage AD, it is sometimes prescribed 
for use earlier. 
 
New medications are tested on an ongoing ba-
sis. People interested in participating in clinical 

trials should discuss the pros and cons with 
their physician and family. Information on 
clinical drug trials and other research is avail-
able from the Alzheimer’s  
Disease Education and Referral Center 
(ADEAR). Many universities and medical 
schools are conducting research projects as 
well. Your physician  
may know of research trials seeking participa-
tion from Alzheimer’s patients and/or their 
family and caregivers. 
 
It currently is possible to reduce some of the 
common emotional and behavioral symptoms 
associated with AD. For example, a doctor 
may prescribe drugs such as tranquilizers to 
reduce agitation, anxiety and unpredictable 
behavior. Drugs also can be prescribed to 
improve sleeping patterns and treat depres-
sion. Physicians may recommend taking Vi-
tamin E, which may have some positive ef-
fects without unwanted side-effects if taken 
in reasonable quantities. 
 
The dose of any medication given must be 
monitored closely. Older persons are affected 
differently by drugs than are younger per-
sons—too much medicine may be dangerous. 
When a person is taking medication, it is im-
portant to keep the doctor informed of any 
changes in behavior or new symptoms. 

The Alzheimer Caregiver 

Alzheimer’s disease is often called a family 
disease, because the chronic stress of watch-
ing a loved one slowly decline affects every-
one. Comprehensive treatment must therefore 
address the needs of the entire family. This 
includes emotional support, counseling, and 
educational programs about Alzheimer’s dis-
ease for individuals and family members as 
they strive to provide a safe and comfortable 
environment at home.  
 
Through training, caregivers can learn how to 
control unwanted behaviors, improve com-
munication, and keep the person with Alz-
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heimer’s safe. Research has shown that care-
givers benefit from training and support 
groups and that participation in these groups 
allows caregivers to care for their loved one at 
home longer. The resources listed at the end of 
this fact sheet can help you find classes and 
support groups. 
 
The role of the caregiver changes over time as 
the needs of the person with AD change. The 
following suggestions can help caregivers pre-
pare for the future. 
 
Caregiving in the Early Stage 
 
During the early stage of AD, both the care-
giver and the care recipient can adjust to the 
diagnosis and make plans for the future: 
 
• Learning: The more you know about AD, 

the easier it will be for you as a caregiver. 
Learn as much as you can about the early 
and middle stages of AD—don’t worry 
about the late stage yet. Finding other 
caregivers to talk to can also be a great 
way to learn about and make sense of your 
own experience. One of the most difficult 
things to learn is to differentiate between 
the disease and your loved one: especially 
in the early stage, caregivers may find 
themselves thinking, “He’s doing this to 
spite me!” or “She is just being lazy.” In 
these cases, the behavior that is upsetting 
to the caregiver is usually a result of the 
disease process, not an attempt by the per-
son with AD to hurt or frustrate the care-
giver.  

 
• Emotional Support: A diagnosis of AD 

can be a heart-wrenching experience for 
both the person diagnosed and the care-
giver. Getting appropriate emotional sup-
port through counseling, a support group 
or other family members is extremely im-
portant. The goal is to establish a  
system of emotional support that will grow 
and change with you as your caregiving 

role and the emotional challenges of that 
role expand and change. 

 
• Family Roles: As the disease progresses, 

it will be harder for the person with AD 
to fulfill the roles they have typically 
played in the family. For example, if he 
or she was the only driver in the family, it 
will be important for family members to 
find alternative means of transportation 
(e.g., learning how to drive, recruiting 
volunteer drivers from among family and 
friends, using public transportation, etc.) 
If the person with AD was in charge of 
household finances, someone else will 
need to assume this role. If the person 
with AD customarily prepared all of the 
meals, now is the time for the caregiver to 
begin learning how to cook. Focusing on 
these issues early will allow the person 
with AD to help the caregiver prepare for 
the future. 

 
• Finances: AD can be an extremely costly 

disease. The life span of someone with 
Alzheimer’s can range from two to more 
than 20 years. It is important to begin 
mapping out strategies for meeting the 
increasing financial demands placed on 
the family as the disease progresses. Fi-
nancial planning should include review-
ing your insurance coverage (e.g., health, 
disability, long-term care, etc.). Be aware 
that Medicare does not cover long-term 
care or custodial care. Health insurance 
counseling is available free  
to seniors. To locate help in your com-
munity, call the Eldercare Locator at 
(800) 677-1116 or HICAP at (800) 434-
0222. 

 
• Legal: Eventually the person with AD 

will need help paying the bills, getting 
medical care, and making decisions. Two 
legal documents, Power of Attorney for 
Finances and Power of Attorney for 
Healthcare, can ensure that the person 
with AD is cared for by trusted family 
members or friends. Without these docu-
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ments, caregivers may have to go through 
court proceedings to get the right to make 
decisions on behalf of the person with AD. 
The family may also lose access to bank 
accounts. Free and low-cost legal services 
are available to seniors. See the resource 
section of this fact sheet for organizations 
that can help with legal questions and ser-
vices. 

 
Caregiving in the Middle Stage 

During middle stage of AD, the caregiver’s 
role will expand to full time. Keeping the per-
son with AD safe will become a priority. Both 
the person with AD and the caregiver will 
need help and support. 
 
• Emotional Support: People caring for 

loved ones with AD frequently feel iso-
lated, and it is common for caregivers to 
suffer from grief and loss as the person 
they are caring for changes. Getting emo-
tional support and taking periodic breaks 
from the responsibilities of caregiving is 
crucial to the mental and physical health of 
caregivers. Be sure to speak to your physi-
cian if you feel depressed or anxious.  

 
• Respite Care: Caregivers need breaks, 

which is what “respite care” really is. Res-
pite care includes adult day care programs, 
in-home help, and short nursing home 
stays. Other family members or friends, 
professional caregivers, or volunteer care-
givers can provide respite care. The local 
Area Agency on Aging can provide infor-
mation about the options available in the 
local community. See FCA’s fact sheet 
Community Care Options to learn about 
programs that can help ease the demands 
placed on the caregiver. 

 
• Safety: Creating a safe and comfortable en-

vironment is important. An occupational 
therapist can provide advice and help in 
making the home safer for both the care-
giver and care recipient. Ask your physician, 

the local Alzheimer’s Association or the 
Area Agency on Aging for a referral to a 
professional experienced in home modifica-
tion and assistive devices. For people with 
AD who wander, the local police should be 
advised, and the person should be regis-
tered with the Alzheimer’s Association’s 
Safe Return program. 

 
• Medical Care: The person with AD will 

need ongoing medical care both for AD 
and for any other health problems that 
might arise. The caregiver will become 
the spokesperson for the person with AD. 
It is important to develop relationships 
with physicians and other health care pro-
fessionals who understand the caregiver’s 
role and who work with the caregiver as a 
team member in providing appropriate 
medical care. If the physician does not 
listen to you and respect your role as a 
caregiver, find a new physician. The 
stress of caregiving can affect your 
health. Be sure to take care of yourself. If 
you need to be hospitalized or need time 
off from your caregiving duties, emer-
gency respite care can be arranged. Care-
givers whose health is seriously affected 
may need to look at options for having a 
residential facility provide care for your 
loved one. 

 
• Planning for the Future: Many caregiv-

ers wish to keep their loved one at home 
with them; however, this is not always 
possible. If more care—or a different type 
of care—is needed than what you can 
provide at home, look into residential care 
options. Many facilities have special pro-
grams for individuals with dementia. An-
other option is to hire in-home help. For 
more information, see FCA’s Fact Sheets 
Out-of-Home Care Options and Hiring 
In-Home Help.  
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Caregiving in the Late Stage 

• Hospice: Hospice services are designed to 
support individuals at the end of life. Ser-
vices may include support groups, visiting 
nurses, pain management and home care. 
Hospice services are usually arranged 
through the treating physician, and are 
usually not available until the physician 
anticipates that a person has less than six 
months to live. Several organizations spe-
cialize in helping families deal with the 
challenges involved in end-of-life care. 
See FCA’s Fact Sheet on Making Deci-
sions About End-of-Life Care and refer to 
the resource section of at the end of this 
fact sheet for more information. 

 
• Placement: Families caring for a loved 

one with end-stage Alzheimer’s should 
give thoughtful consideration to placement 
in a skilled nursing facility, where ade-
quate management and supervision can be 
provided. 

 
Alzheimer’s disease poses challenges for both 
the person diagnosed with AD and the care-
givers. However, it does not mean that there 
will no longer be times of joy, shared laughter 
and companionship. AD develops gradually, 
which means that there is time to plan ahead, 
time to adjust to the diagnosis and time to en-
joy being with each other.  
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Recommended Reading 

Alzheimer's: A Love Story, Ann Davidson, 
(1997). Carol Publishing, 120 Enterprise 
Avenue, Seacaucus, NJ 07094, (201) 866-
0490. 
 
The Best Friends Approach to Alzheimer's 
Care, Virginia Bell and David Troxel (1997). 
Health Professions Press, P.O. Box 10624, 
Baltimore, MD 21285-0624, (888) 337-8808. 
 
The Complete Guide to Alzheimer's Proof-
ing Your Home, Mark L. Warner (1998). 
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Purdue University Press, 1207 South Campus 
Courts-E, West Lafayette, IN 47907-1207, 
(800) 933-9637. 
 
Moving a Relative with Memory Loss,  
Laurie White and Beth Spencer (2000). Whisp 
Publications, P.O. Box 5426, Santa Rosa, CA 
95402, (707) 525-9633. 
 
Pressure Points: Alzheimer's and Anger, 
Edna Ballard, M.S.W., A.C.S.W., Lisa 
Gwyther, M.S.W., L.C.S.W., and T. Patrick 
Toal, M.S.W. (2000). Duke Family Support 
Program, Durham, NC 27710, (800) 672-
4213.  
 
The 36 Hour Day: A Family Guide to Caring 
for Persons With Alzheimer Disease, Related 
Dementing Illnesses, and Memory Loss in 
Later Life, Nancy Mace and Peter Rabins, 
Revised Edition (2001). The Johns Hopkins 
University Press, 2715 N. Charles Street, Bal-
timore, MD 21218-4319, (800) 537-5487. 

Resources 

Los Angeles Caregiver Resource Center 
3715 McClintock Avenue 
Los Angeles, CA 90089-0191 
(800) 540-4442 (in CA) or (213) 821-7777 
Web Site: www.losangelescrc.org    
E-mail: lacrc@usc.edu   
 
The Los Angeles Caregiver Resource Center 
serves family caregivers of a brain impaired or 
frail, older adult through education, research, 
services and advocacy. 
 
For residents of the Los Angeles County Area, 
LACRC provides direct family support ser-
vices for caregivers of those with Alzheimer’s 
disease, stroke, traumatic brain injury, Parkin-
son’s, ALS, Multiple Sclerosis, Huntington’s 
disease and other debilitating brain disorders 
that strike adults. 
 
 

Alzheimer’s Association 
225 N. Michigan Ave., Floor 17 
Chicago, IL 60601-7633 
(312) 335-8700 or (800) 272-3900 
www.alz.org  
 
The Alzheimer’s Association provides educa-
tion and support for people diagnosed with 
the condition, their families and caregivers. 
Chapters across the country provide local 
support. 
  
Alzheimer’s Disease Education and  
Referral Center (ADEAR) 
P.O. Box 8250 
Silver Spring, MD 20907-8250 
(800) 438-4380 
www.alzheimers.org  
ADEAR@alzheimers.org  
 
The ADEAR Center provides information 
about Alzheimer's disease, including current 
research and clinical trials. 
 
American Health Assistance Foundation 
22512 Gateway Center Drive  
Clarksburg, MD 20871 
(800) 437-2423 or (301) 948-3244 
www.ahaf.org  
eberger@ahaf.org  
 
Provides emergency financial assistance to  
Alzheimer's disease patients and their care-
givers. 
 
Eldercare Locator 
(800) 677-1116 
www.eldercare.gov  
 
The Eldercare Locator helps older adults and 
their caregivers find local services including 
health insurance counseling, free and low-
cost legal services and contact information 
for local Area Agencies on Aging. 

Family Caregiver Alliance 
180 Montgomery Street, Suite 1100 
San Francisco, CA 94104 
(415) 434-3388 or (800) 445-8106 
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Web Site:  www.caregiver.org 
E-mail: info@caregiver.org 

 
National Academy of Elder Law Attorneys 
1604 N. Country Club Road 
Tucson, AZ 85716 
(520) 881-4005 
www.naela.com  
 
NAELA publishes consumer information on  
estate planning and has an online database of  
Elder Law Attorneys. 
 
Partnership for Caring: America's Voices  
for the Dying 
475 Riverside Drive, Suite 1852 
New York, NY 10115 
(212) 870-2003 or (800) 989-9455 (option 1) 
www.partnershipforcaring.org/HomePage/  
pfc@partnershipforcaring.org  

 
Partnership for Caring operates a crisis and 
information hotline dealing with end-of-life 
issues and provides state-specific living wills 
and medical powers of attorney. 
 

Websites (See additional 
links above) 

Alzheimer's Disease International  
www.alz.co.uk/alzheimers  
 
Alzheimer Society of Canada 
http://www.alzheimer.ca  
 
Dementia Advocacy and Support Network 
www.dasninternational.org  
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