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Foreward

Foreword

Navigating Alzheimer's and Related Dementias - A Roadmap for Families
is a consolidated source to assist families as they live through the disease
process. It was designed primarily for family caregivers and is intended
to supplement rather than replace the recommendations of physicians
and other health care professionals providing direct care to you or your
loved one.

The information contained in Navigating Alzheimer’s and Related Dementias
is a compilation of publications from the National Institutes of Health, the
National Institute on Aging, the Centers for Disease Control and Prevention,
and other reputable sources. Contributors to the guide include Alzheimer’s
Mississippi, The MIND Center at the University of Mississippi Medical Center,
and The Mississippi Department of Mental Health. Many thanks to the
following individuals who dedicated countless hours to the development of
this resource: Kathy Van Cleave, Denise Lafferty, Patty Dunn, TJ Harvey, Sue
Ann Meng, Melora Jackson, Rebecca Brookshire, Andi Agnew, Jennifer Knight,
Maria Allen, and Virgilio Guardado. Every effort has been made to assure the
accuracy of resources known to the collaborators at the time of this printing.
Please direct any questions you might have, or recommended additions or
changes, to one of the contributors listed below.

This resource is made possible through funding from the Mississippi
Department of Human Services, Mississippi Department of Mental Health,
Mississippi State Department of Health - Motivated to Live a Better Life
Program, Mississippi Health Care Association, Independent Nursing

Home Association, and The MIND Center at the University of Mississippi
Medical Center.

Alzheimer's Mississippi » Mississippi Department
855 South Pear Orchard Road of Mental Health

Suite 501 239 North Lamar Street
Ridgeland, MS 39157 Jackson, MS 39201
www.alz.org www.dmh.ms.gov

(601) 987-0020 (877) 210-8513

The MIND Center
University of Mississippi
Medical Center (UMMC)
2500 North State Street
Jackson, MS 39216
www.umc.edu/mindcenter
(601) 815-4237



1. Overview of Dementia

1.1 Alzheimer's disease (AD) was identified over 100 years ago but research into

Prevalence its causes, risk factors and symptoms has progressed in only the last 35 years.
Today, this progressive and irreversible brain disease is recognized as one of
the most devastating maladies of our time.

Alzheimer’s disease causes a steady decline in memory and is the leading
type of dementia or the loss of intellectual abilities, thinking, remmembering
and reasoning - severe enough to interfere with a person’s activities of daily
living at work or at home.
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Over 5 million Americans are living with Alzheimer’s disease, including an
estimated 53,000 in Mississippi.

By 2050, that number is projected to rise to 16 million Americans.

Alzheimer's disease is:
- One of the top 10 causes of death in the United States.
- The 6th leading cause of death among US adults.
- The 5th leading cause of death among US adults aged 65-85 years.
- The only cause of death among the top 10 in the US without a way
to prevent it, cure it, or even slow its progression.

Death rates for Alzheimer’s disease are increasing, unlike heart disease and
cancer death rates that are on the decline. Dementia, including Alzheimer's
disease, has been shown to be underreported in death certificates and
therefore the proportion of older people who die from Alzheimer’'s may be
considerably higher.

The current growth in both the number and proportion of older adults
in America is on the rise. This growth in numbers is driven by Americans
living longer and growth in proportion due to the baby boom generation.
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1.2
What s
Alzheimer’s?

1.2.1
Dementia

According to the Centers for Disease Control and Prevention (“*CDC"), the
baby boom generation has begun to reach the age range where the risk of
developing Alzheimer’s disease is elevated.

In America in 2016, over 15 million families and friends provided 18.2 billion
hours of unpaid care to those with Alzheimer's disease and other demetias -
care valued at $220.1 billion. In Mississippi in 2016, over 206,000 families and
friends provided an estimated 234 million hours of unpaid care to those with
Alzheimer's disease and other dementias - care valued at $2.9 billion.

Alzheimer's disease (pronounced AHLZ-hi-merz) is one of several disorders
that cause the gradual loss of brain cells. The disease was first described by
German Physician Dr. Alois Alzheimer in 1906. Although the disease was once
considered rare, research has shown that it is the leading type of dementia.

All dementias are now identified as Major or Mild Neurocognitive Disorders

in the Diagnostic and Statistical Manual of Mental Disorders Version 5 (DSM5).
The DSMS5 includes all diagnosis references for mental or brain disorders.
Dementia is an umbrella term for several symptoms related to a decline

in thinking skills. Common symptoms include a gradual loss of memory,
problems with reasoning, judgment, disorientation, difficulty in learning, loss
of language skills, and decline in the ability to perform routine tasks.

People with dementia may exhibit changes in their personalities and
behavior such as agitation, anxiety, delusions (believing in a reality that does
not exist), and hallucinations (perceiving things that do not exist).

All types of dementia involve mental decline that:

- occurred from a higher level (for example, the person didn't always have

a poor memory)

- is severe enough to interfere with usual activities and daily life
- affects more than one of the following four core mental abilities:

- recent memory (the ability to learn and recall new information)

- language (the ability to write or speak, or to understand written or
spoken words)

-visuospatial function (the ability to understand and use symbols, maps,
etc.,, and the brain’s ability to translate visual signals into a correct
impression of where objects are in space)

-executive function (the ability to plan, reason, solve problems and
focus on a task)




1.2.2

Disorders that
Cause Dementia/
Neurocognitive
Disorders

Several disorders similar to Alzheimer’s can cause dementia. Each disorder
involves processes that destroy brain cells. Some treatable conditions - such
as depression, drug interactions, and thyroid problems - can cause dementia.
With early intervention these forms of dementia may be effectively treated
and even reversed.

Mild Neurocognitive Disorder

In mild neurocognitive disorder, a person has problems with memory or one
of the other core functions affected by dementia. These problems are severe
enough to be noticeable to other people and to show up on tests of mental
function, but not serious enough to interfere with daily life. When symptoms
do not disrupt daily activities, a person does not meet criteria for being
diagnosed with dementia. Individuals with mild neurocognitive disorder have
an increased risk of developing Alzheimer’s disease over the next few years,
especially when their main problem involves memory. However, not everyone
diagnosed with mild neurocognitive disorder progresses to Alzheimer’s or
another kind of dementia.

Alzheimer’s Disease / Major Neurocognitive Disorder due to Alzheimer’s Disease
Although symptoms can vary widely, the first problem many people with
Alzheimer's notice is forgetfulness severe enough to affect their work,

lifelong hobbies or social life. Other symptoms include confusion, trouble
with organizing and expressing thoughts, misplacing things, getting lost in
familiar places, and changes in personality and behavior. Alzheimer's disease
advances at different rates.

These symptoms result from damage to the brain’'s nerve cells. The disease
gradually gets worse as more cells are damaged and destroyed. Eventually,
the person with Alzheimer’s will need complete care. Even if the individual
has no other serious illness, the loss of brain function will ultimately lead to
death. Scientists do not yet know why brain cells malfunction and die, but
two prime suspects are abnormal microscopic structures in the brain called
plaques and tangles.

Vascular Dementia (VaD) / Vascular Neurocognitive Disorder

Many experts consider vascular dementia the second most common type,
after Alzheimer’s disease. It occurs when clots block blood flow to parts of
the brain, depriving nerve cells of food and oxygen. If it develops soon after a
single major stroke blocks a large blood vessel, it is sometimes called “post-
stroke dementia.” Once called "‘multi-infarct dementia,” it can also occur when
a series of very small strokes, or infarcts, clog tiny blood vessels. Individually,
these strokes do not cause major symptoms, but over time their combined
effect is damaging. Symptoms of vascular dementia can vary, depending on
the brain regions involved.

Forgetfulness may or may not be a prominent symptom, depending on
whether memory areas are affected. Other common symptoms include
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difficulty focusing attention and confusion. Decline may occur in “steps,”
where there is a fairly sudden change in function. People who develop
vascular dementia may have a history of heart attacks. High blood pressure or
cholesterol, diabetes, or other risk factors for heart disease are often present.

Mixed Dementia / Neurocognitive Disorder due to Multiple Etiologies

In mixed dementia, Alzheimer’s disease and vascular dementia occur at the
same time. Many experts believe mixed dementia develops more often than
was previously realized and that it may become increasingly common as
people age. This belief is based on autopsies showing that the brains of up
to 45 percent of people with dementia have signs of both Alzheimer’'s and
vascular disease. Decline may follow a pattern similar to either Alzheimer's or
vascular dementia or a combination of the two. Some experts recommend
suspecting mixed dementia whenever a person has both (1) evidence of
cardiovascular disease and (2) dementia symptoms that worsen slowly.

Dementia with Lewy Bodies (DLB) / Neurocognitive Disorder with Lewy Bodies
In DLB, abnormal deposits of a protein called alpha-synuclein form inside the
brain’s nerve cells. These deposits are called “Lewy bodies” after the scientist
who first described them. Lewy bodies have been found in several brain
disorders, including dementia with Lewy bodies, Parkinson’s disease and
some cases of Alzheimer’s.

Symptoms of DLB include:

- Memory problems, poor judgment, confusion and other symptoms that can
overlap with Alzheimer's disease

« Movement symptoms are also common, including stiffness, shuffling walk,
shakiness, lack of facial expression, problems with balance and falls

- Excessive daytime drowsiness



1.2.3

Rare or

Less Common
Types of
Dementia

« Visual hallucinations

« Mental symptoms and level of alertness may get better or worse (fluctuate)
during the day or from one day to another

« In about 50 percent of cases, DLB is associated with a condition called rapid
eye movement (REM) sleep disorder. REM sleep is the stage where people
usually dream. During normal REM sleep, body movement is blocked and
people do not “act out” their dreams. In REM sleep disorder, movements are
not blocked and people act out their dreams, sometimes vividly and violently.

Parkinson’s Disease (PD) / Neurocognitive Disorder due to Parkinson’s Disease
Parkinson'’s is another disease involving Lewy bodies. The cells that are
damaged and destroyed are chiefly in a brain area important in controlling
movement. Symptoms include tremors and shakiness; stiffness; difficulty with
walking, muscle control, and balance; lack of facial expression; and impaired
speech. Many individuals with Parkinson’s develop dementia in later stages of
the disease.

Frontotemporal Dementia (FTD) / Frontotemporal Neurocognitive Disorder
FTD is a rare disorder chiefly affecting the front and sides of the brain.
Because these regions often, but not always, shrink, brain imaging can help
in diagnosis. There is no specific abnormality found in the brain in FTD. In one
type called Pick’s disease, there are sometimes (but not always) abnormal
microscopic deposits called Pick bodies. FTD progresses more quickly than
Alzheimer’s disease and tends to occur at a younger age. The first symptoms
often involve changes in personality, judgment, planning, and social skKills.
Individuals may make rude or off-color remarks to family or strangers, or
make unwise decisions about finances or personal matters. They may show
feelings disconnected from the situation, such as indifference, excessive
excitement, or repetitive behaviors. They may have an unusually strong urge
to eat and gain weight as a result.

Traumatic Brain Injury / Neurocognitive Disorder due to Traumatic Brain
Injury (TBI)

Traumatic brain injury occurs when there has been an impact to the head or
rapid head movement/displacement of the brain within the skull. It usually
involves an injury with loss of consciousness, some immediate amnesia,
disorientation and confusion. There is the risk of seizures, visual issues, and
paralysis. The neurocognitive disorder presents immediately after the injury
and persists past recovery.

Creutzfeldt-Jakob Disease (CID) / Neurocoghitive Disease due to Prion Disease
Prion disease is an infection of the brain that is transmissible. One of the
human prion diseases is Creutzfeldt-Jakob disease (pronounced CROYZ-felt
YAH-cob), a rare, rapidly fatal disorder affecting about 1in a million people per
year worldwide. It usually affects individuals older than 60. These disorders
occur when prion protein, a protein normally present in the brain, begins to
fold into an abnormal three-dimensional shape. This shape gradually triggers
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the protein throughout the brain to fold into the same abnormal shape,
leading to increasing damage and destruction of brain cells. Recently, “variant
Creutzfeldt-Jakob disease” (vCID) was identified as the human disorder
believed to be caused by eating meat from cattle affected by “mad cow
disease.” It tends to occur in much younger individuals, in some cases as early
as their teens.

The first symptoms of CID may involve:

1 Impairment in memory, thinking, and reasoning

2 Changes in personality and behavior

3 Depression or agitation also tend to occur early

4 Problems with movement may be present from the beginning or appear
shortly after the other symptoms

Normal pressure hydrocephalus (high-droh-CEFF-a-luss) is another rare
disorder in which fluid surrounding the brain and spinal cord is unable

to drain normally. The fluid builds up, enlarging the ventricles (fluid-filled
chambers) inside the brain. As the chambers expand, they can compress and
damage nearby tissue. “Normal pressure” refers to the fact that the spinal
fluid pressure often, although not always, falls within the normal range on a
spinal tap.
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Normal Pressure Hydrocephalus (NPH)

NPH can occasionally be treated by surgically inserting a long thin tube

called a shunt to drain fluid from the brain to the abdomen. However, most
experts believe it is unlikely that significant numbers of people diagnosed
with Alzheimer’s or Parkinson’s actually have NPH that could be corrected
with surgery. NPH is rare, and it looks different from Alzheimer’s or Parkinson'’s
to a physician with experience in assessing brain disorders. When shunting
surgery is successful, it tends to help more with walking and bladder control
than with mental decline.

The three chief symptoms of NPH are:

1 Difficulty walking

2 Loss of bladder control

3 Mental decline, usually involving an overall slowing in understanding and
reacting to information

A person’s responses are delayed, but they are usually accurate and
appropriate to the situation.

Huntington’s Disease (HD) / Neurocognitive Disorder due to
Huntington’s Disease
HD is a fatal brain disorder caused by inherited changes in a single gene.
These changes lead to destruction of nerve cells in certain brain regions.
Anyone with a parent with Huntington'’s has a 50 percent chance of inheriting
the gene, and everyone who inherits it will eventually develop the disorder.

12



In about 1 to 3 percent of cases, no history of the disease can be found in
other family members. The age when symptoms develop and the rate of
progression vary.

Symptoms of Huntington's disease include twitches, spasms, and

other involuntary movements; problems with balance and coordination;
personality changes; and trouble with memory, concentration or
making decisions.

Wernicke-Korsakoff Syndrome / Substance- or Medication-Induced
Neurocognitive Disorder

Wernicke-Korsakoff syndrome is a two-stage disorder caused by a deficiency
of thiamine (vitamin B-1). Thiamine helps brain cells produce energy from
sugar. When levels of the vitamin fall too low, cells are unable to generate
enough energy to function properly. Wernicke encephalopathy is the first,
acute phase, and Korsakoff psychosis is the long-lasting, chronic stage.

The most common cause is alcoholism. Symptoms of Wernicke-Korsakoff
syndrome include:

Confusion, permanent gaps in memory and problems with learning

new information

Individuals may have a tendency to “confabulate,” or make up information
they can't remember

Unsteadiness, weakness and lack of coordination

If the condition is caught early and drinking stops, treatment with high-dose
thiamine may reverse some, but usually not all, of the damage. In later stages,
damage is more severe and does not respond to treatment.

Other substances such as inhalants or some prescription medicines, including
sleep medicines, with chronic use can cause dementia.

Down Syndrome

Although it is well known that older people are at higher risk for Alzheimer's
disease and dementia, it is less well known that individuals with Down
syndrome, are almost at 100% risk of getting the disease. Identifying cognitive
decline in people with Down syndrome can be challenging because
cognitive difficulties can be related to lifelong deficits or to changes resulting
from dementia. Common symptoms include memory loss, disorientation,
changes in personality, behavior and speech. Behavioral and personality
changes can include aggression, irritability, apathy, and decreased social
engagement. People with Down syndrome and Alzheimer’s disease may also
experience neurological symptoms including seizures and myoclonus - the
sudden, involuntary jerking of muscle - to a greater extent than the general
population with Alzheimer’s disease. Assessing for cognitive impairment

with someone with an Intellectual and Developmental Disability (IDD) is
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often difficult. It is important to establish a baseline level of functioning
between the ages of 25-40 for persons with Down syndrome, and at age
50 for persons with other intellectual disabilities. Periodic reassessments are
recommended to identify substantial changes in individuals.

Delirium

Delirium is an acute occurrence of confusion, lack of attention, or inability to
make decisions, and at times involves hallucinations and delusions. Delirium
occurs in a short period of time and is usually reversible with the treatment
of the underlying medical condition. Also, persons with dementia are much
more likely to develop a delirium after surgery or with an acute illness. The
symptoms of delirium usually resolve and the individual returns to their
previous level of functioning with identification of the medical causation
and treatment. Many times, persons with moderate to severe dementia
cannot verbally identify symptoms of illness. The caregiver may first notice a
significant change in mental functioning that would be identified as delirium,
which would be an indicator of medical illness.
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Unraveling the Mystery of Dementia
Dementia is an umbrella term and Alzheimer's is the most prevalent
type of dementia.

1.3 No one knows exactly what causes Alzheimer's disease (AD). Researchers are
Causes and learning more about what happens to the brain as we age, what happens to
Risk Factors brain cells in those with Alzheimer’s disease, and possible genes associated

with Alzheimer’s. Most researchers agree that Alzheimer's is caused by a
complex set of factors.

1.3.1 There are two abnormal deposits in the brain associated with AD. Amyloid
Biology of plaques (pronounced AM-i-loyd) are clumps of protein fragments that
Alzheimer’s accumulate outside of cells. Neurofibrillary tangles (pronounced NUR-o-Fl-bri-
Disease lair-ee) are clumps of altered Tau proteins inside cells. Research has provided

clues about why cells die, but scientists have not determined exactly what
role plagques and tangles play in the disease process, and/or whether these
are the key factors.

1.3.2 Studies have shown that the greatest risk factor for developing AD is
Age, Family increasing age and as many as 11 percent of all people, 65 years of age
History and older, have Alzheimer's.1in 2 people 85 years of age and older have
and Genetics the disease.

A family history of the disease is another known risk factor. Having a parent
or sibling with the disease increases an individual's chances of developing
Alzheimer's. Research shows that the high risk of vascular disease among
African Americans contributes to their increased risks.
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Scientists have identified genes that cause rare, inherited forms of the disease
that tend to occur before age 65. Researchers have also identified genes

that indicate an increased risk of the more common form of AD that affects
older people.

1.3.3 Much dementia research has focused on vascular risk factors, which are factors
Other Risk related to the blood circulatory system. A great deal of evidence shows that
Factors disorders such as high cholesterol and high blood pressure - factors that

also cause strokes and heart disease - may increase the risk for developing
Alzheimer's as well.

Unraveling the Mystery of Alzheimer’s
Data indicates that in the U.S., older African Americans are twice as likely

o
and Hispanics one and one half times more likely to have Alzheimer's 8
and other dementias as older whites. E
=
o
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3
1.4 1 Memory Loss 3
L] . . . . N
10 Warning Forgetting recently learned information is one of the most common early
Signs You signs of dementia. A person begins to forget more often and is unable
Should Know to recall the information later. What’s normal? Forgetting names or

appointments occasionally.

2 Difficulty Performing Familiar Tasks
People with dementia often find it hard to plan or complete everyday tasks.
Individuals may lose track of the steps to prepare a meal, place a telephone
call or play a game. What’s normal? Occasionally forgetting why you came
into a room or what you planned to say.

3 Problems with Language
People with Alzheimer’s disease often forget simple words or substitute
unusual words, making their speech or writing hard to understand. They may
be unable to find their toothbrush, for example, and instead ask for “that
thing for my mouth.” What’s normal? Sometimes having trouble finding the
right word.

4 Disorientation to Time and Place
People with Alzheimer’s disease can become lost in their own neighborhoods,
forget where they are and how they got there, and not know how to get
back home. What’s normal? Forgetting the day of the week or where you
were going.

5 Poor or Decreased Judgment
Those with Alzheimer's may dress inappropriately, wearing several layers on a
warm day or little clothing in the cold. They may show poor judgment about
money, like giving away large sums to telemarketers. What’s normal? Making
a questionable or debatable decision from time to time. 15
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Problems with Abstract Thinking

Someone with Alzheimer’s disease may have unusual difficulty performing
complex mental tasks, like forgetting what numbers are and how they should
be used. What’s normal? Finding it challenging to balance a checkbook.

Misplacing Things

A person with Alzheimer’s disease may put things in unusual places: an iron
in the freezer or a wristwatch in the sugar bowl. What’s normal? Misplacing
keys or a wallet temporarily.

Changes in Mood or Behavior

Someone with Alzheimer’s disease may show rapid mood swings - from
calm to tears to anger - for no apparent reason. What’s normal? Occasionally
feeling sad or moodly.

Changes in Personality

The personalities of people with dementia can change dramatically. They may
become extremely confused, suspicious, fearful or dependent on a family
member. What'’s nhormal? People’s personalities do change somewhat with age.

10 Loss of Initiative

1.5

Visual
Representation
of Alzheimer's
Disease

A person with Alzheimer's disease may become very passive, sitting in front
of the TV for hours, sleeping more than usual or not wanting to do usual
activities. What’s normal? Sometimes feeling weary of work or social obligations.

These frontal cross-sections of the brain provide a view of a normal brain and
a brain of someone who has Alzheimer’s disease. The front part of the brain is
at the bottom of the image looking towards the back of the brain.



1.6

Stages of
Alzheimer’s
Disease

1.6.1

Early Stage

2 to 4 Years

in Duration
from the Time
of Diagnosis

Brain scans that show an overall shrinkage of the tissue indicate Alzheimer’s

is

present. The grooves of the brain are noticeably wider indicating shrinkage of

the brain folds. In the brain of someone with Alzheimer’s, the ventricles that
contain cerebrospinal fluid become larger or create big spaces.

Short-termm memory begins to decline in the early stage when the cells in
the hippocampus begin to die. Activities of Daily Living (ADLs) or the ability
to perform routine tasks begins to decline to a point where the person may
need some assistance. Judgment declines, emotional outbursts may occur
and language skills become impaired. As more nerve cells die, behavior
changes, such as wandering and agitation, begin. As the disease progresses,

recognizing faces and communication become more difficult and completely

lost in the final stages. Total care is eventually needed.

There is no such thing as a mild case of Alzheimer's disease. Whether it is

younger-onset or late-onset, Alzheimer’s destroys the mind by killing millions

of brain cells. This does not happen overnight. Scientists now know that the

disease begins to attack the brain at least 20 years before the first symptoms
appear. By the time it is obvious a person has Alzheimer’s disease, it is too late

to stop the process as too many brain cells have already died.

Cognitively, persons in the early stage are frequently unable to recall major
events and aspects of their current lives. Distant memory can suffer to the
extent that persons may not recall major life experiences and relationships.

Difficulties with numerical calculation are in duration of such magnitude
that an educated person from the time of diagnosis has difficulty counting
backward from 20 by 2's. Often in this stage, persons with dementia cannot
choose clothes but can dress, sometimes putting on extra layers in warm
weather and not enough layers during colder months.

Sometimes the most recognizable sign that something is wrong is when
a person gets lost while driving to a familiar place like the grocery store or
church or when preparing a meal becomes difficult.

At other times you may find some of the following behaviors:

Has problems remembering most recent events

Forgets what was just told to them

Loses interest even in important things

Has trouble concentrating

Takes longer doing routine tasks like dressing

Has trouble doing familiar tasks/chores, following a recipe, balancing
the checkbook

Has problems finding the correct wording, such as, “that thing you tell time
with” instead of “a watch or clock”

« Lacks motivation to begin an activity by themselves

17
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« Is bored or tired

« May follow you around, become your shadow
« Experiences personality changes

« Is impatient

- Is often angry

« Has less energy

« Loses sense of humor

« Cannot learn new things

« Exhibits a lack of interest in new things
« Is upset by changes in routine

- May get sad or cry

Characterized by recent memory loss

« Confusion about places - getting lost on the way to work

« Loses or misplaces things more often

« Has trouble handling money - forgets which bills are paid, sometimes paying
twice or not at all

« Exhibits poor judgment - makes bad decisions

- Experiences mood/personality changes - avoids people

« Takes longer with routine chores
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Remember
It is difficult to place a person with Alzheimer's in a specific stage as stages
may overlap.

How you can help

« Try to understand anger and confusion

- Offer support in times of frustration

« Simplify daily routines

« Do things one step at a time

+ Encourage person to be independent

« Provide rest

« Live “in the moment”

+ Attend a support group

« Learn as much as you can about the disease process

Strengths that remain

« Has ability to use senses for enjoyment of taste, touch and smells

+ Has some physical abilities when no other medical conditions prohibit it
« Can still discuss what is happening

« Can still provide insight

+ Is able to perform certain types of volunteer work

May still be able to drive

« Can still hold down a job




1.6.3

Middle Stage
2 to 10 Years
Duration after
Diagnosis
(longest stage)

The ability to perform basic activities of daily living becomes compromised
during the middle stage. Unless supervised, patients may put their clothing
on backwards, have difficulty putting their arm in the correct sleeve, or may
dress in the wrong sequence.

During the middle stage, persons with Alzheimer's develop deficits in daily
hygiene such as brushing teeth, bathing, and eating independently. As the
disease progresses, families begin to average 40+ hours per week caring
for their loved ones at home, and it often becomes 24/7 care. Behavioral
challenges become evident during this stage and families often begin their
search for in-home care.

It is at this time family members will begin to see more forgetfulness. Often
they cannot remember visits right after you leave. They may even forget thei
own name or names of their spouse, children and others. Also, they may not
recognize themselves, family, friends, places and things.

r

When judgment decreases, they become vulnerable to fraud and abuse from

others. Concentration, planning and understanding become more difficult
because they cannot think clearly and often make bad decisions.

Mood, personality and behavior may be drastic compared to previous
situations. Sometimes they say inappropriate things or act out with
unsuitable sexual behavior. Hallucinations may begin to cause them to see
and hear things that are not there. They may be looking for someone who
has been deceased, looking for the children who are now grown, or looking
for something they believe has been stolen from them.

Characterized by increasing memory loss and confusion
Problems recognizing family and close friends

Repetitive statements and/or movements

Restlessness, especially at late afternoon and at night
Occasional muscle twitches or jerks

Difficulty organizing thoughts

Inability to find right words, trouble with reading, and writing numbers
Suspiciousness

Loss of impulse control

Weight gain or loss

Seeing or hearing things that are not there

Need for full-time supervision

Resistance to bathing and changing clothes

May get sad or cry

Remember
Symptoms seem to progress in a recognizable pattern and these stages
provide a framework for understanding this disease.
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How you can help

* Use simple memory aids such as a picture of a toilet on the
bathroom door, names of family under their photos, labels on the
outside of cabinets/drawers with list of contents

* Keep a routine; do the same things the same way

* Give one-step directions

* Remind and repeat gently without sounding angry

» Limit noise and activity that can be distracting

* Avoid lengthy plays, concerts, church services

* Speak in gentle, low, slow voice

* Try not to make them conform to your reality

* Do not attempt to reason

+ Use distraction and pleasant events or come back later and try again

* Reassure through kind, gentle touch, hold hands, and give hugs

* Allow them to do what they can do for as long as they can do it

+ Attend a support group; take care of yourself

Strengths that remain

* Capability of holding and touching objects
* Enjoyment of music and prayer

* Relating to routine

* Relating to reassurance of relationships
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1.6.5 In the late stage, persons with AD eventually lose their ability to walk independently,

Late Stage and other neurological and physical changes become increasingly evident.
1to3 One change is physical rigidity, a precursor to overt physical deformities or
Years Duration contractures. Contractures make full range of movement impossible, causing

the person to cry out in severe pain. It is during this late stage that persons with
Alzheimer's will be rendered incapable of caring for themselves. Until a cure is
found, death is inevitable.

Characterized by the inability to recognize family or self in mirror
* Needs help bathing, dressing, eating and toileting
* Looks in mirror and talks to own image
* May groan, scream, or make grunting sounds
* May put everything in mouth or touch everything
* Cannot communicate with words
» Cannot control bowel or bladder function
* May have seizures, swallowing difficulties and skin infections
* Loses weight even with a good diet

How you can help

* Repeat questions or instructions often

* Give lots of time to respond

* Show them instead of asking (show them a cup when asking if thirsty)
* Keep talking even if a verbal response is not received

* Touch in a kind way

* Use touch with words to communicate

* Give plenty of liquids

* Read or play music

Strengths that remain

* Ability to hear
* Reaction to loud noise
» Capability of feeling touch
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2. Diagnosis and Treatment

Experts estimate a skilled physician can diagnose Alzheimer’s with more than
90 percent accuracy. The first step in following up on symptoms is finding a
doctor you feel comfortable with. Many people contact their regular primary
care physician or internist about their concerns regarding memory loss.
Primary care doctors often oversee the diagnostic process themselves.

Your primary care doctor may refer you to a physician who specializes in the
diagnosis and treatment of Alzheimer’s disease and related dementias.

There is no single test that can tell if a person has a serious memory problem.
A diagnosis is made through a complete assessment that considers all
possible causes. If the evaluation does not indicate Alzheimer's disease or

a related illness, but the symptoms continue to get worse over time, your
doctor may need to order more tests. If you are still not satisfied, you may
want to get a second opinion from a specialist (e.g., neurologist, gerontologist).

1 Medical Evaluation
A complete medical evaluation for memory loss should include:

« A medical and psychiatric history

« A physical and neurological exam, which may include brain imaging
techniques, such as CT, MRI or PET scans

« Lab tests (blood, B-12, folic acid, thyroid and urine)

« An evaluation of the patient’s ability to performm common daily activities, such
as balancing a checkbook or taking medications

« A ‘'mental status exam’ to measure the patient’s thinking and memory

« A family or caregiver interview

2 Get Prepared

« Doctors only have a limited amount of time to spend with each patient. You
can help by being prepared.

- Take all medications, both over-the-counter (vitamins, aspirin) and
prescription, to the visit.



Take a list of past and current medical problems. Have other family members
had illnesses that caused memory problems?

Answer the doctor’s questions honestly and to the best of your ability.

Write a list of symptoms, when they began, and how frequently they occur.

Be specific. For example, “Last Tuesday, | (my husband) got lost on the way
home from the store. It was scary.”

Ask the doctor to explain any tests and how long it will take to get a diagnosis.

A medical information form that will help you document details
your doctor may need can be found at the end of section 2.

During your office visit, the doctor should:

Explain the diagnosis, let you know what to expect in the future, and tell you
where to get more information and help.

Tell you about the possible treatments. Together, you can select what's best
for the patient.

Schedule your next visit and let you know how often he/she would like to see
you before you leave.

Importance of Early Diagnosis
Although the onset of Alzheimer's disease cannot yet be stopped or reversed,
an early diagnosis allows people with dementia and their families:

A better chance of benefiting from treatment

More time to plan for the future

Lessened anxieties about unknown problems

Increased chances of participating in clinical drug trials and helping

advance research

An opportunity to participate in decisions about care, transportation, living
options, financial and legal matters

Time to develop a relationship with doctors and care partners

To benefit from care and support services, making it easier for them and their
family to manage the disease
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Questions
to Ask
Your Doctor

Source:

Mayo Clinic,
National Institute
on Aging,

and National
Institutes

of Health
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Writing down a list of questions can help you make the most of your
appointment. If you're seeing your doctor regarding concerns about
Alzheimer's disease, some questions to ask include:

- Is my degree of memory change normal for someone my age?

- If not, do you think my symptoms might be due to Alzheimer's disease?
- What tests do | need?

- If my diagnosis is Alzheimer's disease, will you or another doctor

manage my ongoing care? Can you help me get a plan in place for
ongoing care?

- What treatments or programs are available? How effective are

these treatments?

- Will medications help? What are the possible side effects?

- Are there any clinical trials of experimental treatments | should consider?
- How will my disease likely progress over time?

- Will my new symptoms affect how | manage my other health conditions?
- Do you have any brochures or other printed material | can take home

with me?

- What websites and support resources do you recommend?
- What can | expect from you (my doctor)?

Your doctor is also likely to have questions for you. Being ready to
respond may free up time to focus on any points you want to talk about
in-depth. Your doctor may ask:

- What kinds of memory difficulties and mental lapses are you having?
- When did you first notice them?
- Are they steadily getting worse, or are they sometimes better and

sometimes worse?

- Have you stopped doing certain activities, like managing finances or

shopping because these activities were too mentally challenging?

- Do you feel any sadder or more anxious than usual?
- Have you gotten lost lately on a driving route or in a situation that's

usually familiar to you?

- Has anyone expressed unusual concern about your driving?
- Have you noticed any changes in the way you tend to react to people

or events?

- Do you have more energy than usual, less than usual or about the same?
- What medications are you taking? Are you taking any vitamins

or supplements?

- Do you drink alcohol? How much?
- Have you noticed any trembling or trouble walking?
- Are you having any trouble remembering your medical appointments

or when to take your medication?

- Have you had your hearing and vision tested recently?
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Tests for
Alzheimer’s
Disease and
Dementia

- Did anyone else in your family ever have memory trouble?

- Was anyone ever diagnosed with Alzheimer's disease or dementia?

- Do you act out your dreams while sleeping (punch, flail, shout, scream)?
- Do you snore?

- Are you depressed?

- How is your mood?

There's no specific test today that confirms you have Alzheimer's disease. Your
doctor will make a judgment about whether Alzheimer's is the most likely
cause of your symptoms based on the information you provide and results of
various tests that can help clarify the diagnosis.

Doctors can nearly always determine whether you have dementia, and they
can often identify whether your dementia is due to Alzheimer's disease. The
diagnosis of Alzheimer's disease has been improved through the introduction
of PET scanning of the brain using specialized tracers that allow visualization
of the plaques and tangles characteristic of the disease and previously
observable only after death by autopsy.

To help distinguish Alzheimer's disease from other causes of memory loss,
doctors now typically rely on the following types of tests.

Physical and Neurological Exam

Your doctor will perform a physical exam, and is likely to check your overall
neurological health by testing your:

Reflexes

Muscle tone and strength

Ability to get up from a chair and walk across the room

Sense of sight and hearing

Coordination

Balance

Lab Tests

Blood tests may help your doctor rule out other potential causes of memory
loss and confusion, such as thyroid disorders, sexually transmitted diseases
(e.g. syphillis), or vitamin deficiencies.

Mental Status and Neuropsychological Testing

Your doctor may conduct a brief mental status test to assess your memory
and other thinking skills. In addition, your doctor may suggest a more
extensive assessment of your thinking and memory. Longer forms of
neuropsychological testing may provide additional details about your mental
function compared with others' of a similar age and education level.
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4 Brain Imaging
Images of the brain are now used chiefly to pinpoint visible abnormalities
related to conditions other than Alzheimer's disease — such as strokes, trauma
or tumors — that may cause cognitive change. New imaging applications —
currently used primarily in major medical centers or in clinical trials — may
enable doctors to detect specific brain changes caused by Alzheimer's.

Brain-imaging Technologies include:

Magnetic resonance imaging (MRI). An MRI uses radio waves and a strong
magnetic field to produce detailed images of your brain. MRIs are used to
rule out other conditions that may account for or be adding to cognitive
symptoms. In addition, they may be used to assess whether shrinkage in
brain regions implicated in Alzheimer's disease has occurred.

Computerized tomography (CT). A CT scan produces cross-sectional images
(slices) of your brain. It's currently used chiefly to rule out tumors, strokes and
head injuries.

Positron emission tomography (PET). During a PET scan, you'll be injected in
a vein with a low-level radioactive tracer. The tracer may be a special form of
glucose (sugar) that shows overall activity in various brain regions.

This can show which parts of your brain aren't functioning well. New PET
techniques are able to detect your brain level of plaques (amyloid) and
tangles (tau), the two hallmark abnormalities linked to Alzheimer's. However,
these new PET techniques are generally found in research settings or in
clinical trials.

5 Cerebrospinal Fluid
In special circumstances such as rapidly progressive dementia or very young
onset dementia, a cerebrospinal fluid examination may be performed. The
spinal fluid can be tested for biomarkers that indicate the likelihood of
Alzheimer's disease.

6 The Genetics of Disease
Some diseases are caused by a genetic mutation, or permanent change
in one or more specific genes. If a person inherits from a parent a genetic
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6.b
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mutation that causes a certain disease, then he or she will usually get the
disease. Sickle cell anemia, cystic fibrosis, and early-onset familial Alzheimer’s
disease are examples of inherited genetic disorders.

In other diseases, a genetic variant may occur. A single gene can have many
variants. Sometimes, this difference in a gene can cause a disease directly.
More often, a variant plays a role in increasing or decreasing a person’s risk of
developing a disease or condition. When a genetic variant increases disease
risk but does not directly cause a disease, it is called a genetic risk factor.
Identifying genetic variants may help researchers find the most effective
ways to treat or prevent diseases such as Alzheimer's in an individual. This
approach, called precision medicine, takes into account individual variability
in genes, environment and lifestyle for each person.

Early-Onset Alzheimer’s Disease

Early-onset Alzheimer's disease occurs in people age 30 to 60 and represents
less than 5% of all people with Alzheimer’s. Most cases are caused by an
inherited change in one of three genes, resulting in a type known as early-
onset familial Alzheimer’s disease, or FAD. For others, the disease appears to
develop without any specific, known cause. A child whose biological mother
or father carries a genetic mutation for early-onset FAD has a 50/50 chance
of inheriting that mutation. If the mutation is in fact inherited, the child has a
very strong probability of developing early-onset FAD.

Late-Onset Alzheimer’s Disease

Most people with Alzheimer's have the late-onset form of the disease, in
which symptoms become apparent in the mid-60s and later. The causes

of late-onset Alzheimer’s are not yet completely understood, but they likely
include a combination of genetic, environmental, and lifestyle factors that
affect a person’s risk for developing the disease. Researchers have not found a
specific gene that directly causes the late-onset form of the disease. However,
one genetic risk factor - having one form of the apolipoprotein E (APOE) gene
on chromosome 19 - does increase a person’s risk.

Genetic Testing

A blood test can identify which APOE alleles a person has, but results cannot
predict who will or will not develop Alzheimer’s disease. It is unlikely that
genetic testing will ever be able to predict the disease with 100% accuracy,
researchers believe, because too many other factors may influence its
development and progression. Currently, APOE testing is used in research
settings to identify study participants who may have an increased risk of
developing Alzheimer’s. This knowledge helps scientists look for early brain
changes in participants and compare the effectiveness of treatments for
people with different APOE profiles. Most researchers believe that APOE
testing is useful for studying Alzheimer’s disease risk in large groups of people
but not for determining any one person’s risk.
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7 Montreal Cognitive Assessment (MoCA)
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2.3
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The MoCA is also a cognitive screening tool with 30 items that indicate level
of functioning. The screening evaluates visuospatial/executive functioning
(decision making), naming, attention, language, calculation, short term
memory, and orientation. The MoCA is used more commonly to evaluate
driving ability. The scoring is similar to the MMSE.

Cholinesterase Inhibitors for Memory Loss

All of the prescription medications currently approved by the U.S. Food

and Drug Administration (FDA) to treat Alzheimer's symptoms in early to
moderate stages are in a class of drugs called cholinesterase inhibitors. Three
cholinesterase inhibitors are commonly prescribed: Aricept, approved in 1996;
Exelon, approved in 2000; and Reminyl, approved in 2001 but, later changed
name to Razadyne. Cognex, the first drug in this class, was approved in 1993
but is rarely prescribed today because of associated side effects that include
possible liver damage.

All of these drugs are designed to prevent the breakdown of acetylcholine
(pronounced a-SEA-til- KOH-lean), a chemical messenger in the brain that

is important for memory and other thinking skills. The drugs work to keep
levels of the chemical messenger high, even while the cells that produce the
messenger continue to become damaged or die. About half of the people
who take cholinesterase inhibitors experience a modest improvement in
cognitive symptomes.

NMDA Receptor for Memory Loss

Namenda (Memantine HCI) was approved by the FDA in 2003 for the
treatment of moderate to severe Alzheimer's disease. Namenda is a NMDA
(N-methyl-D-aspartate) receptor antagonist that blocks the effects associated
with abnormal transmission of glutamate which is associated with learning
and memory. The moderate to severe stages stretch out for years and can be
difficult for both the patient and the caregiver to manage. The loss of function
and independence, including the ability to hold conversations or bathe and
dress oneself is devastating. Further delaying the loss of daily functions will
enable physicians an opportunity to assist patients that have been at risk of
being left behind. Namenda can be used by itself or with other Alzheimer's
disease treatments.

As a caregiver it is critical to understand the use of medications and be alert
to possible overmedication and adverse reactions to drug combinations.

No medications prevent or cure Alzheimer’s disease, but physicians rely on
several drugs to manage delusions and hallucinations, depression, agitation,
and sleeplessness.



Behavioral interventions should

be investigated and given a trial
before using medications to
control symptoms or behaviors.
Although these medications may
affect specific disease symptoms
and assist in managing them, they
can also produce side effects such
as agitation, dry mouth, drowsiness,
problems in walking, tremors,
falling or constipation.

Even though a physician might prescribe a drug for a limited period of time, it
can sometimes take up to four weeks for a drug to leave the patient’s system
after use is discontinued. So-called anti-cholinergic drugs can also block the
production of a chemical within the brain called acetylcholine and further
alter the patient’s memory. To understand the effects of medications and
how to manage their use, consider the following tips:

Get Medical Advice
Be cautious about giving any medication-whether it's an over-the-counter
type or prescription.

Begin by asking your physician or pharmacist to review all medications, in
order to check for any possible interactions between drugs.

Make sure that every physician involved in the person’s care knows about all
prescribed medications

Find out as much as possible about every medication, its name, purpose,
dosage, frequency, and possible side effects. If serious side effects occur,
report them immediately to your physician.

Be Careful

Under no circumstances should you change dosages without first consulting
your physician.

Avoid the temptation to exaggerate or overreport symptoms in order

to persuade your physician to prescribe a new drug or to increase the
patient’s dosage.

Do not share medications with other caregivers or keep medication bottles
from old prescriptions.

Rely on Your Pharmacist for Information
Your local pharmacist can also check for interactions between drugs. Keep in
mind that pharmacists can neither prescribe drugs nor alter drug doses.

Be Candid and Direct
Giving medication in a specific way at specific times of the day or evening will
help to reduce conflicts.
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If the person refuses to take the medication, stop and try again at a later time.
Never assume the individual will take medications on his own.

It may be necessary to check to see whether the medicine has been swallowed.
At some point in the progression of the disease, you will need to assume
responsibility for giving medications.

Stay Organized
Separating pills into a plastic container with small compartments labeled

“day” and “evening” or “‘Monday,” “Tuesday,” “Wednesday,” etc. will help in

tracking medications.
Some caregivers find it useful to give medications in individual cups or
envelopes or to keep a calendar and check off each dose as it's taken.

Adapt to the Person

If the person has problems swallowing pills o