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CHAPTER 1

What is Alzheimer’s Disease?

Alzheimer’s disease is a progressive and fatal brain disease.
Alzheimer’s destroys brain cells, causing problems with memory,
thinking, and behavior severe enough to affect work, lifelong hobbies,
or social life. Alzheimer’s gets worse over time and it is fatal. Today it
is the seventh leading cause of death in the United States.!

There are now more than 5 million people in the United States with
Alzheimer’s disease. Every 72 seconds, someone develops this
disease.? The number of people surviving into their eighties and
nineties is growing, due to changes in demographics as well as
advances in medicine; therefore, the number of those affected by
Alzheimer’s disease will grow in proportion to this population.

Direct and indirect costs of Alzheimer’s disease and other dementias;
including Medicare and Medicaid costs and the indirect cost to
businesses whose employees are caregivers of persons with
Alzheimer’s, amount to more than $148 billion annually.3 Much of the
cost of care is absorbed by the Alzheimer’s patient and his or her
family out of their own pockets.

Caring for the individual with Alzheimer’s is not only expensive, but
also challenging. Alzheimer’s patients will experience the progression
of the disease in different ways at various stages of the disease. A
caregiver’s responsibilities can range from paying bills and balancing
the checkbook, to bathing and dressing the patient. This chapter
explores the care options available for Alzheimer’s patients and the
families who make great sacrifices to care for them.

Many care options exist in the spectrum between living in a private
residence and going to a nursing home. Yet an Alzheimer’s patient and
his or her family often dread a nursing home as the only resort
because they are unaware of all the other care options that exist.

1 ALZHEIMER’S ASSOCIATION, What is Alzheimer’s?, at http:/ /www.alz.org/alzheimers_disease_what_is_alzheimers.asp.

2 ALZHEIMER’S ASSOCIATION, Alzheimer’s Facts and Figures, at http:/ /www.alz,org/alzheimers_disease_alzheimer _statistics.asp

3 ALZHEIMER’S ASSOCIATION, Alzheimer’s Disease Facts and Figures 2007 13, available at
http://www.alz.org/national/documents/Report_2007Facts and Figures.pdf (last visited Oct. 22, 2007)
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CHAPTER 2

Care Options for an Individual with Alzheimer’s
Disease

Many care options are available to a family caring for an Alzheimer’s
patient. These include such services, programs and facilities as:

Private In-Home Care

In-home care workers can be hired privately or through a home health
agency. There are many advantages to hiring home health aides or
companions through an agency:

» If Medicare, Medicaid or another third party will be footing the
bills, the service must be provided through a licensed home
health agency. This license or certification also means the agency
has met minimal standards set by the federal government.

+» Agencies make life for the patient’s family easier. The agency
finds the workers, screens them, and monitors their work.

4 If the agency offers a full range of services, the care tends to be
coordinated and more comprehensive.

) Agencies have insurance, in the event an accident occurs or a
worker is injured while on the job.

+» The agency handles all the paperwork involved in social security
and income tax withholding.

+» The agency replaces a worker if someone calls in sick, needs a
vacation or personal day, or does not report for work.

Some of the criteria to consider when hiring private caregivers are:

+» Someone will need to obtain references and monitor the
caregiver’s work closely. Many of these workers are first-rate and
provide excellent care; however, be sure that the workers being
hired are trustworthy. Criminal background checks can be
obtained through the state police.

» A schedule will need to be completed and a contingency plan
agreed to by all workers. What will be the policy if someone
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needs a day off, calls off sick, or just does not report for work?

+» Who is responsible for the tax withholding? Generally, if the
people hired to work are in the patient’s home and their hours
and duties are dictated by the patient, a friend, or a family
member/caregiver, the workers are not considered independent
contractors. The family member/care giver should talk with the
patient’s accountant regarding income tax issues.

Medicare-Funded Home Health Services

A common misconception is that Medicare-funded home health
services will meet all of an Alzheimer’s patient’s care needs. The
circumstances under which an Alzheimer’s patient can qualify for
Medicare coverage or home health care are very limited. The
Alzheimer’s patient needs approval from the attending physician to
receive these services in addition to being home bound (have a
medical condition that makes it difficult to obtain services outside the
home) and in need of skilled nursing or rehabilitation services, rather
than simply requiring personal care.

Medicare does not cover a nursing assistant to stay with the
Alzheimer’s patient all day while the caregiver goes out to work. Aide
services are usually only for a short period of time (maximum two
hours) and for no more than one to three days per week. Home health
aide and social workers may be covered if their services are an
integral part of the skilled care package; however, once the need for
skilled care has ended, the aide and social worker services are
terminated.

Living Together in One Home

If living alone is not feasible, another alternative is for the Alzheimer’s
patient and the caregiver to share living arrangements. Living with an
Alzheimer’s patient will greatly impact the lifestyle of the entire
household. The Alzheimer’s patient’s needs, as well as the caregiver’s
(and his or her family’s) needs, should be carefully evaluated. Some
things to consider are:

+» Is there a private and safe place for the Alzheimer’s patient?
+» Will every member of the household have adequate privacy?
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Is there enough time and attention to devote to the Alzheimer’s
g
patient?

» Caregivers and their families should be educated about
Alzheimer’s disease and the special needs of the patient.

Medical Alert Services

There are systems that can be used to summon help in an emergency.
Typically, the patient in distress presses a button on a necklace or
watch, which signals a central call center. The center then either calls a
list of emergency contacts that the patient has provided, or summons
911. These systems can be installed for approximately $50 to $100
and charge a monthly monitoring fee, which ranges from $25 to $40.

Adult Day Care Centers

Adult day care can be an option for keeping an Alzheimer’s patient at
home by supplying needed respite for the caregiver. There are more
than 3,400 adult day care centers in the United States. They typically
provide care Monday through Friday, from 8:00 a.m. to 5:00 p.m. Adult
day care primarily cares for patients with Alzheimer’s Disease and
related dementia. The average cost is $56 a day.

PACE Baton Rouge

The Program of All-inclusive Care for the Elderly (PACE) is a nonprofit
health and supportive-services program located in Baton Rouge. It is
designed to assist seniors who want an alternative to nursing home
care. The mission of PACE Baton Rouge is to enable the aging
population to live with dignity in their communities. With PACE Baton
Rouge’s assistance, participants can remain in the secure
surroundings of their own homes and communities, while family
members and caregivers are provided with much-needed professional
guidance, physical relief, and emotional support.

PACE Baton Rouge provides a variety of services to meet the medical,
social, and emotional needs of our patients, including:

+» Primary and specialty physician services

+» Inpatient and outpatient services contracted with Our Lady of the
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Lake Regional Medical Center and its affiliates
» Adult daycare’s health center services
» Caregiver support that includes education and support groups

+» Respite services for those who need short-term, around-the-clock
care

+» Medical equipment

» Medication management and supply
» Nutritional counseling

«§» Spiritual counseling

+» Recreational therapy

+» Rehabilitation services

+» Social services

+» Regular assessment of patient-needs daily, weekly, and quarterly;
which results in fewer crises and hospitalizations, less reliance on
prescription medication, and better overall health

» Transportation to and from the daycare center

In order to be eligible for PACE Baton Rouge, a patient must:

+» Be 55 years of age or older
» Meet the criteria for admission to a nursing facility

» Be able to live in the community with PACE Baton Rouge support,
without jeopardizing their health or safety

#» Live in East Baton Rouge Parish or West Baton Rouge Parish

The cost, if any, varies depending on whether the patient is eligible for
Medicare or Medicaid programs.

§» If the patient is Medicaid-eligible or has Medicare and Medicaid,
there is no cost.

#» If he or she is eligible for Medicare only, there is a fee involved.

4 If the patient doesn’t have Medicare or Medicaid, PACE may be
paid for out-of-pocket.

» PACE participants may be fully liable for the cost of unauthorized
or out-of-network services.

The enrollment process includes an in-home interview, to answer any
questions about the program or cost. If at any time, the patient is
permanently placed in a nursing home, he or she may be responsible
for a portion of the cost of care.

The multi-skilled PACE team, which consists of a doctor, registered
nurse, social worker, physical therapist, occupational therapist, and
registered dietician, works together to develop patient goals, plan
care, and carefully monitor progress.

For more information about this unique program, you can download a
PACE Baton Rouge brochure at PACEBatonRouge.com, or contact the
Admission Office using the address and telephone number below.

7436 Bishop Ott Dr.
Baton Rouge, LA 70806
(225) 490-0604

Assisted Living Facilities

Assisted living facilities (or personal-care homes as they are
commonly known) are ideal for Alzheimer’s patients who require
some assistance with activities of daily living (bathing, toileting,
dressing, transferring, and eating,) but do not have more acute
medical needs requiring constant supervision. Residents are
encouraged to be as active and independent as possible. Assisted
living facilities offer three meals per day, recreation and socialization,
transportation, assistance with activities of daily living and
medication, and laundry/housekeeping. Some facilities offer private
rooms and residents can often bring their own furniture and personal
belongings, to create a more home-like environment.

Assisted living facilities have been progressively changing. They are
able to offer more varying levels of care than in the past. Many
facilities offer care to those suffering from Alzheimer’s disease and
other cognitive impairments. There are facilities that even have units
dedicated to providing more specialized care.
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Payment for care in an assisted living facility is almost exclusively
from private sources. The cost of care can range from $80 to $150 a
day. The Veteran's Administration (VA) can provide some assistance to
eligible veterans and their spouses. The supplemental Social Security
Income (SSI) programs can provide assistance for patients residing in
facilities that will accept this type of payment. While looking at
assisted living facilities, be sure to ask the admissions director what
will happen to the patient when, or if, his ,or her, funds are exhausted,
to learn if the facility could potentially discharge the patient.

Continuing Care Retirement Communities

Continuing Care Retirement Communities (CCRCs) are also sometimes
known as "life care centers." They offer it all, from independent living,
to skilled nursing facility care, but usually at a rather hefty price. Once
a resident is admitted, he or she can receive the level of care needed
for the duration of his or her life. These communities typically contain
houses, or apartments, for those who are still relatively independent.
Additionally, there is assisted living available when more care is
needed, and finally, skilled nursing facilities are exist when an
individual needs assistance with all of his or her daily activities.

Residents can move within the CCRC as their care needs change. This
helps keep a family together. If one spouse needs nursing home care,
but the other only needs care in an assisted living facility, both can
continue to reside on the same campus.

While CCRCs are generally quite costly, they offer enormous peace of
mind. Entrance fees vary greatly from $20,000 to more, with a few
reaching $100,000, depending upon the type of contract that is signed.
(Sometimes, the entrance fees are refundable. Again, this would
depend on the contract signed.) There are wusually monthly
maintenance fees as well.

Each Alzheimer's patient will experience symptoms at different times
and move through the stages of the disease at various rates; therefore,
it is impossible to predict when, or if, the Alzheimer's patient will
need care in a skilled nursing facility. However, it is quite likely that a
time will come when care can no longer be provided in the
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community. As such, planning for admissions to a skilled nursing
facility should begin well in advance of the need for nursing home
care. This advanced planning allows a family to be well-informed of
what facilities are available, what services are provided, and what the
care will cost. Skilled nursing facilities can be found (according to the
city, parish, or state) and then compared at www.medicare.gov.

Hospice Services

Hospice is the philosophy and practice of caring for the dying. It is
based on the belief that death is a natural, inevitable part of life and
that at some point, all efforts should be focused on enhancing
whatever life remains. Hospice can assist an Alzheimer's patient in his
or her home by attempting to keep the patient comfortable and free
from pain during the last days of life.

Hospice provides doctors, nurses, social workers, therapists,
dieticians, clergy, home health aides, and volunteers. Staff members
are available 24 hours a day, 7 days a week to meet the needs of the
Alzheimer's patient and his or her family, to answer questions, and to
make visits as needed. Hospice services can be provided both at home
and in health care facilities.

As important as the physical care, is the psychological care hospice
can offer to the family of an Alzheimer's patient. Nurses, aides, social
workers, and clergy discuss the dying process and other emotional
issues, and offer bereavement counseling.

Almost all hospices are covered by Medicare. To qualify, the
Alzheimer's patient must elect the hospice benefit. If at any point, the
patient decides to return to the original Medicare benefit, he, or she,
can do so by signing a statement of revocation.



CHAPTER 3
Professionals to Contact for Help

There really is no place like home. Often, planning and adjustments
within the home make the difference between the ability and inability
to manage at home. Although some solutions seem obvious, some are
not that clear to a novice caregiver. In addition, denial on the part of
the Alzheimer's patient, as well as the caregiver, can be a factor. This
makes it difficult for the caregiver to recognize the degree of decline
in someone who has always been so independent. The difficulty can
become even worse when the Alzheimer's patient does not realize, or
will not accept, his or her own limitations. If possible, the assistance of
a professional, geriatric-care manager should be obtained.

Geriatric Care Manager

A geriatric care manager is a professional who can assist in the
management of all or some of the Alzheimer's patient’s care. A
geriatric care manager, who is often a nurse or social worker, can
assess the situation, connect the caregiver with appropriate services,
and then oversee every aspect of care on an ongoing basis.

Typically, a geriatric care manager will first meet with the Alzheimer's
patient and his or her family, to discuss their needs. The care manager
will assess the daily living needs of the patient, then will draft a plan
of care, outlining; what services will be provided, and when, by whom,
and at what cost. Once these services are in place, the care manager
can monitor them on a regular basis. A care manager can sometimes
be found through a local area Council on Aging, or through the
National Association of Geriatric Care Managers.
(www.caremanager.org).

Council on Aging

The local Council on Aging can assess the needs of an Alzheimer's
patient and counsel the family as to the benefits and services
available. Many area agencies on aging offer the following services;
however, these services may vary among agencies:
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+» Friendly Visitors/Telephone Reassurance - This is a program
where volunteers call once a day, or every few days, to check in
on a patient. Some programs will send visitors to the home to
check on a client, or to provide companionship. The volunteer can
remind an Alzheimer's patient to complete a task (such as taking
a medication,) or could even report back to a designated person
about any potential problems.

» Family Caregiving Support Program - Depending upon annual
income, family caregivers may be reimbursed for out-of-pocket
expenses (such as nutritional supplements, disposal briefs, or
medical equipment/supplies.). In addition, some agencies offer
grants for special home modification and devices that can ease
caregiving tasks. Examples include wheelchair ramps, bathroom
modifications, stair glides, and lifts, just to name a few.

+» Transportation Services If an Alzheimer's patient needs a ride
to a doctor's appointment, daycare, or elsewhere, a number of
public, or private, groups offer door-to-door transportation. Often
the transportation is sponsored by the area Agency on Aging.
Most often, these agencies are equipped with full-sized vans and
wheelchair-accessible vans. Generally, this transportation is
provided free of charge, or at minimal cost, for the Alzheimer's
patient and his or her caregiver.

+» Home Delivered Meals - These are more popularly known as
Meals-on-Wheels. This program delivers a complete home meal
to the Alzheimer's patient and his or her spouse. The cost is
nominal, ranging from just a few dollars to a donation of the
patient's choosing.

+» Senior Centers - Senior centers provide group-focused activities
designed to encourage socialization and recreation.

+» Personal Care and Home Support Services - Personal care
services are provided when the primary need is for hands-on
personal care, such as bathing and dressing. Home support
cleaning services are provided when the need is for light
housekeeping tasks such as laundry and shopping. There is often
a cost associated with this service, and it is typically based upon a
sliding fee schedule according to the Alzheimer's patient’s (and
his or her spouse's) income.

+» Nursing Home Waiver Programs - A trend in this country is
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towards home and community-based care. The area Agency on
Aging may offer a program to provide care at home for
individuals who otherwise would need nursing home care. This
program may mean the difference between an Alzheimer's
patient being able to continue living at home or having to be
moved to a skilled nursing facility. Oftentimes, a caregiver may
just need a little assistance with managing an Alzheimer's
patient's daily care. For example, the caregiver may want to go
out a few times a week and will need someone to stay with the
patient. Or, the caregiver may want a nursing assistant to stay at
night so he, or she, can get a full night's sleep. Services provided
through this program again include: home delivered meals,
personal care, cleaning services, home modification, medical
supplies, caregiver respite services, daycare, transportation, etc.
This program is often Medicaid funded; therefore, in order to
qualify for it, the Alzheimer's patient must be eligible for state
Medicaid benefits.

Elder Law Attorney

When an individual is diagnosed with Alzheimer's disease, or another
related dementia, his or her family should contact an elder law
attorney as soon as possible. The elder law attorney can help an
Alzheimer's patient and his or her family find their way through the
myriad available services. The elder law attorney can also assist the
patient with preparing legal documents (such as powers of attorney,
or last will and testament,) with qualifying for Medicaid benefits to
pay for care, and with protecting assets from long-term care costs. An
elder law attorney can be found through the National Academy of
Elder Law Attorneys at www.naela.org or by talking with area
professionals such a representative of the Alzheimer's Association. Be
cautious when choosing an elder law attorney; just because an
attorney advertises that he, or she, does Medicaid planning, this may
not be his or her area of expertise.

Alzheimer's Association

After obtaining the services of both a geriatric care manager and an
elder law attorney, an Alzheimer’s patient and his or her family
should contact the Alzheimer’s Association. The Alzheimer's



Association is the leading voluntary health organization in
Alzheimer's care, support, and research.*

In the Baton Rouge area, contact:

Alzheimer’s Services of the Capital Area
3772 North Blvd., Baton Rouge, LA 70806
Open Monday - Friday 8:30 a.m. - 4:30 p.m.

For the entire state of Louisiana, contact:

24-hour Helpline: (800)272-3900

New Orleans
2605 River Road
New Orleans, LA 70121
(504) 849-9081

Shreveport
910 Pierremont Rd., Ste. 410
Shreveport, LA 71106
(318) 861-8680

The Alzheimer’s Association is an extensive resource for information,
teaching, family education, and support.

4 ALZHEIMER’S ASSOCIATION, About Us, at http://www.alz.org/about_us_asp (last updated Sept. 27, 2007)
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CHAPTER 4

The Seven Stages of Alzheimer’s Disease

Alzheimer’s disease is a progressive brain disorder which gradually
destroys a person’s memory and ability to learn, reason, make
judgments, communicate, and carry out daily activities.

There are typically seven stages of the disease; however, all experts
do not agree that there are seven distinct stages. Additionally, each
Alzheimer’s patient will experience the stages in different ways and
for different lengths of time. Each stage can be defined based upon
exhibited patterns of behavior.

The Alzheimer’s Association defines the seven stages as follows:>

1. No impairment -This stage may last for several years. There are
usually no visible signs of the disease. Oftentimes, neither the
family physician nor family members notice any changes.

2. Very mild decline - Slight memory loss begins to occur. An
individual may start to forget some names and dates, and begin
to lose such things as car keys. An individual in this stage may
be able to easily conceal problems, or compensate for them.

3. Mild cognitive decline - Memory loss is more prevalent. This
loss starts to affect everyday activities. An individual in this
stage is often unable to accomplish even the simplest task, such
as balancing the checkbook. Friends and extended family
members may begin to notice the memory loss.

4. Moderate cognitive decline - Memory loss becomes even more
prevalent in this stage. Individuals may experience episodes of
wandering, paranoia, depression, and sleeplessness.

5. Moderately severe cognitive decline - The individual needs
some assistance with the activities of daily living, such as
bathing, dressing, and preparing meals. There are major gaps in
memory.

6. Severe cognitive decline - Significant personality changes may
emerge. Individuals lose most awareness of events and

5 ALZHEIMER’S ASSOCIATION, Stages of Alzheimer’s, at http://www.alz.org/alzheimers_disease_stages_of_alzheimers.asp (last updated Aug.
23,2007)
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surroundings. Individuals generally can remember their own
name; however, they may forget the name of their spouse. They
have increased episodes of incontinence and require even more
assistance with the activities of daily living.

7. Very severe cognitive decline - Individuals in this stage are
often residing in nursing facilities. They may lose the ability to
walk, then the ability to sit. They are usually bedridden and
need complete assistance with all aspects of daily living. They
are incontinent, not able to feed themselves, and incapable of
expressing their needs. Swallowing becomes impaired.

Knowledge of the stages of Alzheimer’s disease can serve to be very

useful to a patient’s family and caregivers. This can better help
families and care providers plan for the future.
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CHAPTER 5

Detection and Proper Diagnosis of
Alzheimer's Disease

Many people find it difficult to take the first steps necessary in
diagnosing Alzheimer's disease. Often, an individual and his or her
family members do not want to admit there is a problem. This denial
can delay the process of treating the disease and obtaining the
necessary help and support services. Identifying signs and symptoms
of Alzheimer's disease is the first step in early detection. Alzheimer's
is not a normal part of the aging process. Memory loss can be caused
by many different factors, such as infection or vitamin deficiency. Any
time memory loss is detected, it is important to contact the family
physician who can do testing and make a more formal diagnosis.

According to WebMD, mild symptoms of Alzheimer's disease can
include®:

+» Memory loss and changes in expressive speech
» Inability to learn new information
«§» Taking longer to finish routine daily tasks

+» Mood and personality changes, such as depression or increased
anxiety

4 Difficulty planning meals or taking medications on schedule

+» Trouble performing simple math problems, handling money,
balancing a checkbook, or paying bills

» Confusion about the location of familiar places

+» Poor judgment leading to faulty decisions

Moderate symptoms of Alzheimer's disease can include:

#» Increased memory loss—forgetfulness that extends to forgetting
facts such as past career and names of friends

6 See generally http://www.webmd.com/
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+» Shortened attention spaN
» Difficulty organizing thoughts
» Deficits in intellect and reasoning

+» Problems with language; including speech, reading,
comprehension, and writing

«§» Inability to learn new things or cope with unexpected situations.
) Repetitive statements, movements, or questions.
4 Difficulty recognizing family and friends.

+» Restlessness, agitation, anxiety, tearfulness, and wandering—
especially in the late afternoon or evening. This is called
‘sundowning.’

+» Hallucinations, delusions, suspiciousness, or paranoia.
» Lack of concern for appearance and hygiene
4+ Loss of impulse control.

#» Difficulty performing tasks, such as using the shower and toilet

Severe symptoms of Alzheimer's disease may include:

+» Complete loss of language and memory

» Weight loss

4+ Skin infections and difficulty swallowing

+» Groaning, moaning, grunting, or speaking gibberish
#» Increased sleeping

+» Refusal to eat

#» Loss of physical coordination

+» Lack of bladder and bowel control

+» Difficulty with essential activities of daily living.

Currently, there is no cure for Alzheimer's disease; nevertheless, there
are treatments and services that will make life easier for not only the
Alzheimer's patient, but also his or her family and caregivers.
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Timely diagnosis will allow family members and caregivers the
opportunity to prepare for the disease’s progression. Knowledge is
power. First, it is important to learn about the disease and the
resources available to help the afflicted and their family members.
Next, it is important to choose the right health care professional.

The Alzheimer's patient or his or her caregiver should contact not
only a family physician, but also a neurologist, psychiatrist, and/or a
psychologist. The available medications should be discussed early in
the diagnosis. The drugs will not cure the disease, but hopefully, they
will slow down its progression.

There is no single test that will prove an individual has Alzheimer's
disease. Still, “Experts estimate that a skilled physician can diagnose
Alzheimer's disease with more than 90% accuracy.”” And while it may
be difficult to determine the exact cause of Alzheimer's disease, there
are identified risk factors such as:

4 Age.

«4» Family history

+» History of heart disease and stroke.
+» Environmental factors

< Diet.

The physician should discuss these risk factors and symptoms, and
review medical records, diet, and medications. Information from these
sources, as well as from a physical exam, can help rule out other
possible causes of memory loss.

Additionally, the physician may conduct a mini mental state exam
(MMSE). This test is most commonly used by healthcare providers to
gauge the individual's mental capacity. The individual will be asked a
series of questions to screen for cognitive impairment in a number of
areas. The maximum possible score is 30. Scores of 26 or less,
generally indicate some signs of cognitive decline. The forms and/or
software for this test can be obtained at www.minimental.com.

7 ALZHEIMER'S ASSOCIATION, Steps to Diagnosis, at http:/www.alzgor/alzheimers_disease_steps_to_diagnose.asp (last update July 5, 2007)
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In addition to the MMSE, another widely used mental test is the mini-
cog. This test is composed of three-word recalls and a clock-drawing CHAPTER 6

test. Caring for the Caregiver

A diagnosis of Alzheimer’s disease affects not only the individual
diagnosed, but also the caregiver. Caring for someone with
Alzheimer’s disease is challenging. The task of caregiving often falls
primarily on the shoulders of one person. The stress of this 24-hour
care, in addition to the feelings of despair and sadness, can take a toll
on the caregiver’s own health. A person caring for an Alzheimer’s
patient needs to recognize:

+» He or she cannot do it alone. There are resources available
through the Council on Aging and the Alzheimer’s Association,
just to name a couple.

+» If someone offers help, take it. Accepting help is not a sign of
weakness. Caregivers need to be realistic. If family members,
friends, churchgoers, and others offer help, caregivers should not
feel guilty. It is important for the caregiver to get away, even if it is
for just a few short hours. Or, if the caregiver is not comfortable
leaving the house, he or she can just take a nap.

§» Caregivers should find support groups. Learning that others have
had similar experiences can be an enormous relief. There is
comfort in knowing that one is not alone. A lot of good ideas and
tips for dealing with the disease come out of these support group
meetings. A local support group can be found by contacting the
National Alzheimer’s Association.

» Caregivers should take some respite at times. Many nursing
homes and assisted living facilities are equipped to take
Alzheimer’s patients on a respite basis. This allows the caregiver
to go away and get ‘recharged.’ Caregivers experiencing stress,
anger, or frustration do not always provide the best care.

+» Maintaining the caregiver’s own health is just as important as
caring for the Alzheimer’s patient. A caregiver should not ignore
his or her own health. If the caregiver becomes unable to provide
care, the Alzheimer’s patient may need to be institutionalized
sooner. As a result of the overwhelming task of caring for
someone with Alzheimer’s disease, caregivers often suffer from
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depression. They should take advantage of resources available
(such as counseling) and talk to their own medical providers.

#» The Alzheimer’s Association is able to provide training to novice
caregivers. Education about the disease and about how to care for
someone at each stage can allow the Alzheimer’s patient to
remain at home for an extended period of time.

» Caregivers should plan ahead by finding an elder law Attorney
experienced in planning for those with Alzheimer’s (and other
related dementias). They should also visit assisted living facilities
and nursing homes to obtain a good idea of where their loved
ones should be placed, in the event that care outside the home is
needed.

Caregivers who are knowledgeable and supported, and who also take
care of themselves, can ultimately provide the best care for their loved
ones.
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CHAPTER 7:

Common Concerns When Caring for a Loved
One with Alzheimer’s Disease

What is sundowning and how do I deal with it?

Sundowning is a term which describes increased confusion as the day
wears on. The cause of sundowning is unknown, but there are factors
that may contribute to the symptoms such as fatigue, low lighting, and
increased shadows. As the day progresses, a person with Alzheimer’s
disease may become more confused. Sundowning is predictable,
beginning around the same time each day. Due to this predictability,
there are ways to help combat this difficult behavior.

+» Keep a consistent routine.

+» Provide a scheduled quiet time. This should be no more than one
hour. If the Alzheimer’s patient is unable to rest, try soft music,
low lighting, and hand or back massages.

4» After quiet time has ended, make sure there is adequate lighting
throughout the house.

4» As sundowning begins, keep the Alzheimer’s person busy as a
means of distracting from the lowering of the sun.

Remember that as the care provider, you are at risk of fatigue and
burnout. Be sure to use whatever help is available to you so that you
can continue to provide the level of care you desire to give your loved
one.

How do I Deal Effectively with Agitation?

Agitation is defined as:

+» Extreme emotional disturbance.8

§» A stirring-up or arousal; disturbance of tranquility; disturbance
of mind that is displayed by physical excitement.?

8 THE AMERICAN HERITAGE DICTIONARY OF THE ENGLISH LANGUAGE.
9 WEBSTER’S REVISED UNABRIDGED DICTIONARY.
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+» A mental state of extreme emotional disturbance, the feeling of
being agitated; not calm.10

Agitation is a common emotion every human experiences. To the
Alzheimer’s patient, agitation is often the result of unmet needs or
frustrations they are unable to express. This section deals with five
areas that can contribute to agitation, and provides suggestions on
how best to assess what is going on and how to cope with the
agitation in a positive manner.

The Person

Many professionals working with individuals in dementia believe that
behind every behavior exhibited there is a cause or reason. Malcolm
Goldsmith of the UK Journal of Dementia Care said, “If we spend as
much time trying to understand behavior as we spend trying to
manage and control it we might discover what lies behind it is a
genuine attempt to communicate.”

When agitation is displayed, stop and validate the dementia patient’s
feelings. “You seem upset, can you tell me what is wrong?” This simple
question can help defeat the escalation of a difficult situation.

The most common time when agitation is evident is during personal
care. The dementia patient may feel as if he or she has lost his or her
sense of dignity. When providing personal care, start by briefly
explaining what will happen: “I'm going to help you wash your hair.
Doesn’t it feel good to have clean hair?” Be sure to give explanations in
a gentle tone at every stage, and do not rush. Rushing will almost
always lead to agitation and make the day more difficult for both of
you.

Be sure to offer affirmation throughout the day such as: “Thank you
for helping me pick out those clothes. You look beautiful today,” or
“You did a great job setting the table.”

Often fear will spark agitation. Use a gentle touch and softly spoken
positive words while completing all tasks and remind the patient that
he or she is in a safe place.

10 WORLDNET 1.6
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» Validate the dementia patient’s feelings.
» Offer care with dignity.
+» Do not rush.

+» Offer affirming statements.

Communication

Good communication is an important part of any relationship. When
caring for a person with dementia, communication can become more
and more difficult. For the patient, expressing and processing
information becomes impaired. This inability to express and process
can be frustrating and manifest itself as agitation. Agitation can
include anything from pacing to actual lashing out. As caregivers, we
want to prevent this reaction as much as possible by communicating
effectively and allowing the person time to process and respond.

The following tips will improve communication:
+» If he or she cannot find

words, gently finish the
sentence.

» Approach from the front to
prevent startling.

» Maintain eye contact.
+» Repeat information when

+» Lower the tone of your atloll
needed. Repetition is good.

voice; a high pitch may
indicate that you are upset. +» Frequently affirm and
praise him or her, even for

» Smile and be pleasant. :
the smallest things.

«§» Talk with a calm presence. _

% Allow choices when
possible. For example,
“Coffee or milk?” “Blue or

yellow shirt?”
+» Validate feelings.

#» Give hugs many times a day.

+» Speak slowly, clearly, and
directly.

» Identify yourself.
+» Use short simple sentences.
» Ask one question at a time.

» Eliminate background +» Do not argue. You will never
noise. win.

» Give plenty of time to +» Laugh together.

respond.
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