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Alzheimer’s Disease
Education and Referral Center

The Alzheimer’s Disease Education
and Referral (ADEAR) Center
provides information to health
professionals, patients and their
families, and the public. The
ADEAR Center is a service of the
National Institute on Aging (NIA),
part of the Federal Government'’s
National Institutes of Health.

ADEAR Center staff will:

e give you information about
the latest research findings
on Alzheimer’s disease

e tell you about drug testing
and studies of new treatments

e answer your questions about
Alzheimer’s disease

e suggest other groups to con-
tact for more information
and services

e send you publications about
Alzheimer’s disease and
related disorders

Call the ADEAR Center’s toll-free
number, 800-438-4380, to talk
with an information specialist.
The Center is open from 8:30 a.m.
to 5:00 p.m. EST, Monday-Friday.
Our FAX number is: 301-495-3334.
Our address is:

The ADEAR Center
PO Box 8250
Silver Spring, MD 20907-8250

ADEAR CENTER
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Call 800-438-4380 or write to the
ADEAR Center for these
Alzheimer’s disease publications:

FREE [ Activities for People
with Alzheimer’s
Disease

List of publications
about activities for
people with Alzheimer’s
disease.

FREE [J Alzheimer’s Disease

Centers Program
Directory (Z-01)

List of 28 national,
NIA-funded Alzheimer’s
Disease Centers,

which study the causes
of and new treatments
for Alzheimer’s disease.

FREE [ Alzheimer’s Disease
Fact Sheet (Z-12)

Information about the
symptoms of
Alzheimer’s disease,
diagnosis, and treat-
ment. Lists sources
of more information.

FREE (O Recent Research on
Alzheimer’s Disease

Summary of current
research on Alzheimer’s
disease.
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Community Resources

From:
Social Work and Alzheimer’s Disease:
Effective Strategies for Assessment,
Counseling, and Referral

Elisabeth A. Hinman-Smith, M.S.W.
and

Lisa P. Gwyther, M.S.W.

Memory and Movement Disorders Clinic
Joseph and Kathleen Bryan Alzheimer’s Disease Research Center (ADRC)
Division of Neurology, Department of Medicine
Duke University Medical Center
Durham, NC

Supported by an educational supplement grant (AG0S5128)

from the National Institute on Aging
1990

Note:
This information on community services is from a training manual
for social workers, but it may be useful to other health
professionals and families of Alzheimer'’s disease patients.
Health professionals may purchase the manual in its entirety for
$6.00 payable to the Bryan ADRC. For more information, you may
write to the Duke Family Support Program, Box 3600, Duke
University Medical Center, Durham, NC 27710; or call 800-672-
4213 (in North cCarolina) or 919-660-7510. Reprinted by
permission.
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CMUNITY RESCURCES

Social workers working with dementia patients and their families need
to be aware of community services and when to refer families for
formal help. Keep in mind that the availability of services is
extremely variable from state to state and that services may have
different names in different communities.

A description of some commonly available community resources and

what they offer follows:

Iy

Support Services

Meals on Wheels - This program delivers a hot noon meal to
the home Monday through Friday. Costs vary widely, and
there is usually some subsidy available. This service is
supported by funds from the Older Americans Act and Social
Services Block Grant. For the program nearest your client,
contact the nearest Area Agency on Aging.

Example: Mr. B. is legally blind. Mrs. B.'s Alzheimer's
disease has gradually erased her memory of how to cook. Mr.
B. finds that home delivered meals have helped allow him and
his wife to remain in their own home.

Friendly Visiting - This program offers volunteers who stop
by the home on a regular basis to write letters, shop or
visit with an isolated elderly person. There is usually no
charge for this service if it is run through churches or
voluntary community groups. Start by contacting your
client's church or an interfaith coalition for information.

Example: Mrs. S. has found caring for her demented sister
to be isolating. Few of their friends come by, but through
her church she was able to connect with a young volunteer
who' comes weekly to visit. Both Mrs. S. and her young
visitor look forward to their time together.

Telephone Reassurance - This program provides volunteers
who make or receive daily phone calls from an elderly person
living alone. Contact the nearest Area Agency on Aging.

Example: Mrs. O. lives alone and would like to continue to
do so. BHer son is concerned, but lives at a distance.
Through a local telephone program, he knows she will be
called every day.
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Home Health Care

Home Health Care provides nursing services for maintaining
or improving a person's health in his own home. Services can
include skilled nursing care, physical therapy and speech
therapy. Home Health Care may include personal care such as
assistance with grooming or dressing provided by homemaker/
home health aides. The costs can vary dramatically,
depending on the service provided. It is best to call and
compare public and private agencies. If the service is
prescribed by a physician as 'skilled", then Medicare will
cover cost on a short-term basis. Some home health agencies
are certified for Medicare and/or Medicaid and some are not.
Some agencies will also accept private or work-related
insurance. For this reason, it is very important to ask the
agency what their rates are and whether they take third
party payment.

Sources of Belp: Try the local Health Department (for
skilled care prescribed by MD). For a listing of private
agencies in your area, consult the yellow pages.

Medicaid Waiver Programs - One alternative for residents in
some areas is Medicaid waiver community care. The goal is
to postpone nursing home placement for Medicaid eligible
older adults facing nursing home placement at the
intermediate or skilled level of care. Check with your
county Department of Social Services for more information.

Example: Mrs. S. wanted to keep her aunt in her home as
long as possible, but could not afford to hire help,
although her aunt needed a lot of personal care and super-
vision. The Medicaid Waiver Program in her county provided
Mrs. S. with affordable help to bathe and care for her aunt
and prolonged her time at home.

In-Home Respite Care

In-home respite offers short-term temporary help to relieve
caregiving family members of their responsibilities,
allowing them to get away for as little as a couple of hours
or as much as several days. In-home respite programs can be
run through volunteer or paid sources (e.g. churches or home
health agencies.) Costs incurred through a private agency
are usually the same for '"companion care" and are most often
paid out-of-pocket. Some states subsidize respite programs
and demonstration grants offer other sources of funding.
Check with the state Division of Aging or your local Area
Agency on Aging for more information.

Example: With the help of a trained respite worker, Mr. K.
was able to play golf on Friday afternoons, an activity he
had enjoyed for years. He knew his wife was in capable
hands and that he would feel more rested when he got back
home to her.
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Transportation Services - This program assists the elderly
person in need of medical transport (doctor's visit, etc.),
as well as shopping, socializing, group meals, or
recreation. Call the nearest Area Agency on Aging.

Example: Mr. N. is not able to drive, but thanks to
transportation services for the elderly, he never misses
a doctor's appointment.

Caregiver Support Groups - These groups are available in
urban and suburban areas. They help meet information and
support needs of Alzheimer's caregivers. For referral to a
local support group, call the nearest chapter of the
Alzheimer's Association or your Area Agency on Aging. Or,
call the Alzheimer's Association at their national
headquarters at 1-800-621-0379.

Example: Mr. L. found it difficult to discuss his feelings
with his friends. His wife had always been his closest
confidant, but now her Alzheimer's made it difficult for
then to talk about anything, much less her illness. He
took great comfort in attending monthly support groups in
his town, where he came to know others experiencing similar
problems and where he could learn more about managing her
disease.

Senior Centers (and Congregate Meals) - Senior Centers offer
a variety of social, health, nutritional, educational and
recreational services. A hot meal is served at noon and
activities such as movies, crafts or guest speakers provide
entertainment. Centers are usually open for several hours
each day and meals are provided by donations based on the
individual's ability to pay. No one is turned away. Some
centers may provide free health checks and some offer
transportation.

Example: Mrs. W. was still a very outgoing person, even
though her memory had failed. She looked forward to going
to the Senior Center nearby where she could eat lunch and
socialize with friends each week.

Chore Program - This program provides help in the home with
laundry, housekeeping, cooking or shopping. It is usually
run by the county Department of Social Services. Costs to
participants vary, based on ability to pay. Unfortunately,
because this is one of the most affordable services, it
often has long waiting lists and strict financial
eligibility.

Example: Mrs. G. spent most of her time caring for her
demented husband at home. Always a good housekeeper, she
really appreciated the few hours on Thursdays when the
Chore worker would come to help with the housekeeping and
laundry.
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Out-of-Home Respite - Some nursing homes will offer short

stays on a cost-per-day basis, at a maximum of 30 days. It
is important to ask whether they will accept insurance
coverage for these stays, though most do not.

Example: Mrs. L. was at a crisis point - she needed a rest
from caring for her husband and also needed time to take
care of unattended business. By arranging for a vacation
respite stay for Mr. L., she was able to rest and then took
time to make careful financial and legal decisions.

Adult Day Care - Day Care programs provide out of home
scheduled activities, recreation, meals and exercise in a
centralized place. Most centers are open Monday through
Friday, during business hours. Participants can go as many
days as they like, fhough often a minimum of two days is
preferred, so that participants will become familiar with
the group. Most programs also offer half day schedules. A
hot meal is served at noon and usually morning and afternoon
snacks are included. Some centers offer field trips and
some will provide transportation to and from the center.
Costs vary widely from $15 per day to $25, or more. Some
centers specialize in working with dementia patients, but
many require that participants be continent and ambulatory.
An initial interview between the center director and the
family/participant helps to determine the appropriateness of
participation. Most centers operate on a private pay basis,
though some reserve slots for Medicaid waiver patients.
Centers may be operated by hospitals, nursing homes, local
governments, religious groups or voluntary agencies.

Example: Mrs. J. found the adult day care program ir her
town to be a lifesaver. Her husband enjoyed the daily
contact with others and she was able to keep working
full-time.

Adult Foster Care, Board and Care Homes or Domiciliary Care
or Family Care Homes/Rest Homes - These homes go by a
variety of names and can vary from state to state in the
amount of care provided. They generally provide care for
persons needing assistance in meeting day-to-day needs
(ADL's). NO professional nursing or medical care is
provided, but room and board, personal assistance,
supervision of medications and social activities are. Family
Care Homes are for six or fewer residents. Homes for the
Aged are for more than six residents. Most of these homes
are private pay, and quality and cost vary widely.

Exanple: Mrs. P.'s relatives all lived at a distance and
she had no children. When Mrs. P. moved to a Family Care
Home, she was delighted to be around other women with which
she could share experiences. The family was relieved that
she no longer had to cook or stay alone.

@oq7
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Hospice Care - This is a special type of care for the
terminally ill. Hospice workers support both patient and
family with physical, psychological, social and emotional
care. Hospice can be provided in the home or in a hospice
facility. Medicare covers hospice care, if ordered by a
doctor. Hospice staff make a home assessment to determine
the appropriate level of care and service needs.

Example: Mr. D. was determined to keep his wife at home,
even through the last days of a long dementing illness.
With the help of a local hospice organization and home
nursing care, he was able to make her comfortable.

Intermediate Care Level - This care level is for those who
don't need skilled care, but usually do need some nursing
assistance and supervision. Individual treatment plans are
drawn up and followed under the direction of an RN or an LPN
supervised by an RN. Intermediate care provides a minimum
of 8 hours a day licensed nursing supervision and 24-hour
coverage by non-licensed personnel (Nurses aides). Costs
range from roughly $60 to $80 per day. Medicare does not
cover costs. Medicaid will cover cost, if prior approval is
received and the facility is Medicaid certified. (In

October 1990, the distinction between ICF and SNF will be
dropped. )

Example: Mr. B. needed assistance with every activity of
daily living. He could not bathe or dress himself, was
incontinent of bowel and bladder and was developing problems
with feeding himself. His wife was unable to care for him
in their home and moved him to an intermediate care
facility. She could visit him often and be sure he got the
care he required.

Skilled Nursing Care - This care level is for people who
need intensive 24-hour care and supervision by a registered
nurse under the direction of a doctor who is available for
emergencies. A physician visits each patient at least once
each month. Costs range from roughly $90 to $110 per day.
Medicare, Medicaid and some private insurance policies will
pay for this level of care under certain conditions.

Example: Mrs. R. wandered for much of the day due to her
advanced stage of Alzheimer's disease. When she fell and
broke her hip, she was placed on the Skilled Nursing
Facility floor of the nursing home to receive more inten-
sive medical care and physical therapy.
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Congregate Housing - This housing is usually built with
government financing (federal ,state or local) and is
specifically designed for older or handicapped residents.
Most congregate housing is rental and rent subsidies may be
available through Supplemental Security Income, the Veterans
Administration, or Section 8 Housing and Urban Development
(HUD). Some congregate housing offers common dining areas,
housekeeping and some personal care assistance. (Also known
as "assisted living".)

Example: Mrs. E. wasn't doing well on her own, but could
not move in with her daughter. When she moved into the
congregate living facility, she was pleased to make some new
friends and adapted well to the regular schedule of meals
and activities.

Retirement and -Life Care Commmities

Retirement Commmities or Villages - These communities are
self-contained complexes that provide minimal services -
usually recreation and security. Some provide dining rooms
and health screenings. They may range from a multi-unit
building, to a mobile home park to a housing development.
These cormmunities are private pay.

Example: Mrs. N. was concerned over her mother's memory
loss. She moved her mother to a retirement community near
the N. family home. Mrs. N. was pleased to see her mother
participating in the field trips the community offered as
she gradually made friends.

Continuing or Life Care Commmities - These are retirement
communities offering a range of services, from independent
living units to nursing home care. Residents usually pay a
substantial entrance fee in addition to monthly payments for
services included in the contract. They can move from one
setting to another in the complex to obtain different levels
of care but most require that residents move in at the
independent level. These communities accept only private
pay arrangements for residents at the independent level. If
a resident advances to a skilled level of care and the
skilled unit is Medicare or Medicaid certified, Medicare and
Medicaid may cover the cost of some health services for a
lipited period.

Example: '"The J.'s had moved to a continuing care community
nearly four years ago. When Mr. J. began to develop
symptoms of Alzheimer's disease, Mrs. J. was reassured by
the knowledge that she could continue to care for her
husband throughout his illness and not be forced to place
him elsewhere. She also knew that if she.fell ill, he
would continue to be cared for".
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ADVANCES IN DIAGNOSING
ALZHEIMER'S DISEASE

definitive diagnosis of AD is based on the

presence of plaques and tangles in the brain.

Plaques and tangles can be found only by

examining brain tissue (a brain biopsy), and

this procedure usually is done only as part of
an autopsy.

Currently, no definitive test exists to diagnose
AD. However, a probable diagnosis of AD can be
made based on the patients medical history, a
physical examination, and tests of mental ability.
Several other conditions, some of which are treat-
able, aiso may cause memory or other cognitive
deficits and must be ruled out. These include
thyroid gland problems, drug reactions, depres-
sion, brain tumors, and dementia caused by blood
vessel disease in the brain.

A patient history includes a review of present
and past medical problems, as well as an examina-
tion of current ability to carry out daily activities.
Clinical analyses used to decide whether a person
has AD or another disease include tests of blood
and urine samples and an examination of a small
sample of cerebrospinal fluid.

Neuropsychological tests are used to evaluate
a person’s mental abilities in many areas, including
memory, problem solving, attention, calculation,
and language. Brain imaging also may be used to
detect abnormalities in the brain. The results of

ho24

ADVANCES IN DIAGNOSING
ALZHEIMER S DISEASE

all tests and the patient’s medical history help the
doctor determine if symptoms are caused by AD
or by another condition.

Early and accurate diagnosis of AD has a major
effect on the progress of research on dementia and
is of utmost concern to patients and their families.
Although the early and accurate diagnosis of AD is
difficult, a reliable diagnosis with 80 to 90 percent
accuracy (when compared to autopsy findings)
can be obtained in many specialized centers.

Improving the diagnosis of AD using various
procedurcs would allow patients and their families
to know what stage of the illness they are dealing
with and help them plan for the future. it also

B 4 ¥ %

Althougl‘u ¢ar'y anc’ accurate
Jiagnosis ol AD s Ji”icult, a
reliable c]iagnosis with 80 to 90
percent accuracy (when compareJ to
autopsy [indings) can be obtained

in many spccia‘i:ec‘ centers.

would improve the planning and design of drug
trials, because drugs may work more effectively

to alter the course of the disease in patients with
early-stage AD. These methods would help identify
patients early in the course of the illness when
they have experienced the smallest degree of nerve
cell damage and cognitive loss. The earlier and
more accurate the diagnosis, the greater the gain
in managing the clinical course of the illness,
determining its natural history, and providing

information about its causes and treatment.
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ADVANCES IN DIAGNOSING
ALZHEIMER'S DISEASE

The NIA supports research to identify dementia
indicators; develop tests and methods related to
differential diagnosis, screening, etiology (the study
of the causes of the disease), risk factors, and fam-
ily history; improve research designs; and refine
diagnostic criteria.

One goal of current research is to develop an
accurate test for AD. The search continues {or a
biological indicator that can identify AD cases very
early in the course of the disease, when treatment
still could be effective. Neuropsychologic tests
are needed that pinpoint the stages of AD. These
tests would separate people who are in the earliest
stages of AD from people who have cognitive
deficits that are related to healthy aging. Brief
cognitive screening tools are proliferating. How-
ever, the relationship of the results of one test to
another, to careful clinical diagnosis of abnormali-
ties, and ultimately to brain cell death remains
unknown.

Experimental technology for imaging the brain
continues to develop rapidly. New procedures
include positron emission tomography (PET),
single photon emission computed tomography
(SPECT), magnetic resonance imaging (MRI),
and magnetic resonance spectroscopy imaging
(MRSI). MRI provides high-resolution images
of the brain. MRSI allows observation of various
metabolites in the brain without the use of radio-
active tracers. Metabolites are substances that
are produced when energy is made available
for cell use. Scientists are working to learn how
metabolites change with aging and with AD and
how to relate these changes to cognitive impairment.
MRSI may offer a way to establish early diagnosis,
determine prognosis, monitor patients, and evaluate
treatment efficacy.

ADEAR CENTER

ADVANCES IN DIAGNOSING
ALZHEIMER S DISEASE

Researchers have yet to understand the relation-
ship between the results of various brain imaging
methods and the person’s clinical condition. In
addition, methods used to analyze imaging results
need to be standardized. In the future, researchers
hope to put information from imaging techniques
that evaluate structure and those that analyze func-

tion together into a unified diagnostic summary.

Research on an Eye Test To

Diagnose Alzheimer’'s Disease

Researchers at the Harvard Medical School in
Boston, Massachusetts, are working on developing
asimple eye test for detecting the presence of AD.
Eventually this test may help diagnose patients with
AD. Preliminary results suggest that monitoring
puptl dilation (expansion) after exposure to certain
eye drops may one day be the basis of an easy,
accurate way to diagnose AD.

Data in this study suggest that the pupils of
healthy people or those with non-AD dementia
dilated about 5 percent after receiving the eye
drops. The pupils of people with AD dilated
23 percent. This test pointed to AD in 18 of 19
people believed to have AD. Furthermore, pupils
seemed to be sensitive to the chemical very early
in the course of the disease, when emerging treat-
ments are likely to be most effective. This test now
must be studied in many more people to deter-
mine whether it holds up in different types of peo-
ple with different types of AD. and distinguishes
AD from other neurologic illnesses.

[ho2s


















































































































































































































