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1: When It's Not Alzheimer's: The Differential Diagnosis of Dementia With Lewy Bodies
In addition to the core symptoms of Lewy body dementia, tests for certain biomarkers can further support a diagnosis of
Lewy body dementia. Biomarkers are substances in the blood that indicate the presence of a disease, such as Lewy
body dementia.

Here are two common scenarios that may sound familiar: Both of these situations understandably cause great
uncertainty and frustration. Useful definitions Let us start dissecting this by setting up a short glossary to
which you can refer as you read this post. Of note, this terminology is so confusing, that you may find sources
that give different definitions! The definitions presented here are the ones adopted by the National Institute on
Aging. Dementia â€” a loss of cognitive functioning significant enough to interfere with daily activities. Lewy
body â€” an abnormal aggregation or clumping of the protein alpha-synuclein, which can be present in the
brain in a range of neurologic diseases. Dementia with Lewy Bodies DLB â€” a degenerative neurologic
disease marked by a constellation of movement and non-movement symptoms, including dementia, and
associated with the presence of Lewy bodies in the brain. In this disease, dementia develops early on in the
course of the disease. This term does not address specifically whether dementia is among the symptoms. The
dementia develops later in the course of the disease. The same holds true for brain real estate. Because
different parts of the brain control different functions, the same lesion in one part of the brain will cause one
set of symptoms and in another part of the brain will cause a different set of symptoms. The location of those
clumps makes a difference. When Lewy bodies are present in the brainstem, bodily functions that are
controlled by the brainstem will be affected, causing symptoms such as constipation, depression and sleep
disorders. Other important symptoms of Lewy body disorders include wide fluctuations in blood pressure,
poor temperature control and bowel and bladder dysfunction. When Lewy bodies affect the substantia nigra,
located in the midbrain portion of the brainstem, hallmark motor symptoms will emerge including resting
tremor, slowness and stiffness. When this occurs, cognitive symptoms become apparent. Patients may
experience difficulty with executive function planning, ordering, multi-tasking , visuo-spatial function
navigating, constructing and memory. Technically, the difference between these two conditions lies in how
quickly the cognitive difficulties and hallucinations develop in relation to the movement issues. In DLB, the
cognitive difficulties and hallucinations develop much sooner in the disease course than in PDD, sometimes
even prior to the movement difficulties. Because of the similarities between PD, PDD, and DLB, current
thinking in the medical community is that they should be viewed as related diseases which fall along a
continuum of Lewy body disorders. The motor symptoms of slowness, stiffness and walking difficulties can
be treated with Levodopa. However, Levodopa can cause or exacerbate hallucinations, making it difficult to
use it as a treatment for patients who have or are at risk of having hallucinations. Sometimes, clinicians will
need to treat the hallucinations more aggressively in order for a patient to tolerate Levodopa given to help the
motor symptoms. On the flipside, anti-psychotic medications to control hallucinations can worsen motor
symptoms, so treating all the symptoms of LBD simultaneously can be a tricky balancing act. Anti-psychotics
Most of the available anti-psychotics are always avoided in both the DLB and PDD population because they
block dopamine receptors and can cause significant motor dysfunction. However, two anti-psychotic
medications, quetiapine and clozapine, are sometimes used in PDD and DLB patients as they have less of an
ability to worsen motor symptoms. However, data for the use of quetiapine in these disorders is limited and
clozapine requires the patient to undergo frequent blood draws to monitor blood counts. A newer medication
pimavanserin , has a different mechanism of action, and does not block the dopamine system, but rather the
serotonin system, and therefore does not increase motor symptoms. Medications for cognition Cognitive
symptoms in DLB can be treated with the same medications developed for other dementias. These include
medications that such as donepezil and rivastigmine. Memantine is sometimes used as well. DLB gained more
visibility in the press when Robin Williams, the beloved comedian, died in with this condition. Check out the
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research being done by our George C. Cotzias Fellowship awardee, Dr. Vivek Unni who is studying Lewy
body formation and function. The study expanded our understanding of Lewy body formation in the memory
part of the brain. Tips and take-aways Focus less on the label that has been attached to your condition and seek
to maximize both your physical as well as mental condition. This means consulting with your physician to
improve your medication regimen to treat all aspects of your disease â€” including motor symptoms, cognitive
symptoms and hallucinations. Always be open and honest with your doctor about all of the symptoms you
may be experiencing so they can create the best treatment plan for you. This also means that you must increase
your level of physical, mental and social activities to keep your brain and body functioning at their best. Do
you have a question or issue that you would like Dr. Suggest a Topic Dr. In this role, she saw movement
disorder patients, initiated and directed the NYU Movement Disorders Fellowship, participated in clinical
trials and other research initiatives for PD and lectured widely on the disease. Any medical information
disseminated via this blog is solely for the purpose of providing information to the audience, and is not
intended as medical advice. Our healthcare professionals cannot recommend treatment or make diagnoses, but
can respond to general questions. We encourage you to direct any specific questions to your personal
healthcare providers.
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2: Lewy body dementia - Diagnosis and treatment - Mayo Clinic
Based on the accumulated evidence, an international consortium proposed clinical and pathologic criteria for this distinct
syndrome, dementia with Lewy bodies (DLB).1 Two subsequent consensus reports refined the diagnostic and
pathologic criteria as additional evidence emerged.

Knowing the signs of Lewy body dementia may help speed diagnosis October 6, by Melissa J. Armstrong, The
Conversation Lewy body dementia and other illnesses of aging brains cause immeasurable suffering for
patients and their families. But, despite the fact that Lewy body dementia is the second most common
dementia , it remains frequently unrecognized. In one study, almost 70 percent of people diagnosed with Lewy
body dementia saw three consultants before receiving the diagnosis. For a third of people with the disease ,
getting the correct diagnosis took more than two years. As a physician specializing in Lewy body dementia, I
often hear patients and families describe delays in getting a diagnosis. Awareness is critical, particularly as
new opportunities emerge for diagnosis and treatment. What is Lewy body dementia? Lewy body dementia
gets its name from the abnormal protein clumps that are seen on autopsies of the brains of people with Lewy
body dementia. The protein alpha-synuclein â€” a protein found in the brain, not one you eat â€” clumps into
spheres called Lewy bodies which can be seen using a microscope. These are named after F. Lewy, the person
who first described them. The diagnosis Lewy body dementia is an umbrella term that includes two different
conditions: These two conditions share many of the same features. In addition to memory and thinking
problems and movement problems, people with these conditions can have fluctuations in their alertness and
concentration, hallucinations and paranoia, acting out dreams during sleep something called REM sleep
behavior disorder , low blood pressure with standing, daytime sleepiness and depression, among other
symptoms. Diagnosis is important Getting the correct diagnosis is critical for patients and families. The
diagnosis of Lewy body dementia is often missed due to lack of awareness by physicians, patients and
families. Even for people eventually receiving a diagnosis of Lewy body dementia, research shows their first
diagnosis is commonly incorrect. Knowing the correct diagnosis lets patients and families connect to resources
such as the Lewy Body Dementia Association , an organization dedicated to helping people living with this
disease. The organization provides education on Lewy body dementia, helps patients and families know what
to expect, links patients and families to support and resources and connects them to research opportunities.
Once a diagnosis is made, physicians can also suggest potentially helpful treatments. Avenues for research
There is a great deal that we still need to learn about the Lewy body dementias. Increasing research is a
priority of the National Institutes of Health. Earlier this year, experts published new criteria for the diagnosis
of dementia with Lewy bodies , aiming to improve accurate diagnosis. There are also currently multiple
research studies trying to find drugs to help people with Lewy body dementias, including studies to investigate
drugs hoped to improve thinking , hallucinations and walking. Current research studies are testing drugs hoped
to improve memory and thinking. Scientists also hope to learn more about the alpha-synuclein protein clumps
in the Lewy body diseases. Recent vaccine studies suggested that the body might be able to create antibodies
against alpha-synuclein. If effective, a vaccine would prompt the immune systems of people with these
diseases to create antibodies to attack and clear the protein clumps. With advances in diagnosis and treatment,
there is reason for hope.
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3: Lewy body disease and dementia with Lewy bodies
Dementia with Lewy bodies (DLB) is a type of progressive dementia that leads to a decline in thinking, reasoning and
independent function because of abnormal microscopic deposits that damage brain cells over time.

Donate Diagnosis An experienced clinician within the medical community should perform a diagnostic
evaluation. If one is not available, the neurology department of the nearest medical university should be able
to recommend appropriate resources or may even provide an experienced diagnostic team skilled in Lewy
body dementia. A thorough dementia diagnostic evaluation includes physical and neurological examinations,
patient and family interviews including a detailed lifestyle and medical history , and neuro-psychological and
mental status tests. In addition, brain imaging CT or MRI scans , blood tests and other laboratory studies may
be performed. The evaluation will provide a clinical diagnosis. Currently, a conclusive diagnosis of LBD can
be obtained only from a postmortem autopsy for which arrangements should be made in advance. Some
research studies may offer brain autopsies as part of their protocols. Participating in research studies is a good
way to benefit others with Lewy body dementia. Medications Medications are one of the most controversial
subjects in dealing with LBD. Become knowledgeable about LBD treatments and medication sensitivities.
Prescribing should only be done by a physician who is thoroughly knowledgeable about LBD. Consider
joining the online caregiver support groups to see what others have observed with prescription and
over-the-counter medicines. Risk Factors Advanced age is considered to be the greatest risk factor for Lewy
body dementia, with onset typically, but not always, between the ages of 50 and Some cases have been
reported much earlier. It appears to affect slightly more men than women. Observational studies suggest that
adopting a healthy lifestyle exercise, mental stimulation, nutrition might delay age-associated dementias.
Clinical Trials The recruitment of LBD patients for participation in clinical trials for studies on LBD, other
dementias and Parkinsonian studies is now steadily increasing. Prognosis and Stages No cure or definitive
treatment for Lewy body dementia has been discovered as yet. The disease has an average duration of 5 to 7
years. Defining the stages of disease progression for LBD is difficult. The symptoms, medicine management
and duration of LBD vary greatly from person to person.
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4: Parkinson's Disease Dementia | Signs, Symptoms, & Diagnosis
Advances in the Diagnosis and Treatment of Dementia with Lewy Bodies 21 figures, 2 in color, and 4 tables, Guest
Editor Ian G. McKeith, Newcastle-upon-Tyne.

Antipsychotic treatment of people with DLB results in adverse reactions about half of the time, [11] and this
can be fatal after a single dose. Almost all persons with DLB have upper gastrointestinal tract dysfunction
such as delayed gastric emptying or lower gastorintestinal dysfunction such as constipation and prolonged
stool transit time. A form of this protein is associated with increased risk of developing DLB. These cells are
affected before other brain regions in the Lewy body dementias; this could be a potential explanation for the
appearance of RBD often decades earlier than other symptoms. The criteria are based on essential, core and
supportive clinical features, and diagnostic biomarkers. Supportive clinical features are marked sensitivity to
antipsychotics; marked autonomic dysfunction; non-visual hallucinations; hypersomnia; reduced ability to
smell; false beliefs and delusions organized around a common theme; postural instability, loss of
consciousness and frequent falls; apathy, anxiety or depression. Probable DLB can be diagnosed when
dementia and at least two core features are present, or one core feature with at least one indicative biomarker
is present. Possible DLB can be diagnosed when dementia and only one core feature are present or, if no core
features are present, there is at least one indicative biomarker. DLB is diagnosed when cognitive symptoms
begin before or at the same time as parkinsonism. A DLB diagnosis may be warranted if other conditions with
reduced dopamine transporter uptake can be ruled out. Short-term memory impairment is seen early in AD and
is a prominent feature, while fluctuating attention is uncommon; impairment in DLB is more often seen first as
fluctuating cognition. Corticobasal syndrome, corticobasal degeneration and progressive supranuclear palsy
are frontotemporal dementias [42] with features of parkinsonism and impaired cognition. Similar to DLB,
imaging may show reduced dopamine transporter uptake. According to Gomperts, "[c]areful history and
examination remain the method of choice" [4] for distinguishing corticobasal syndrome and degeneration, and
progressive supranuclear palsy, from DLB. Motor movements in corticobasal syndrome are asymmetrical.
There are differences in posture, gaze and facial expressions in the most common variants of progressive
supranuclear palsy, and falling backwards is more common relative to DLB. Visual hallucinations and
fluctuating cognition are unusual in corticobasal degeneration and progressive supranuclear palsy. MRI scans
almost always show abnormalities in the brains of people with vascular dementia, which can begin suddenly.
The symptoms of DLB are easily confused with delirium, [14] or more rarely as psychosis. DLB patients are
particularly at risk of antipsychotic medication morbidity and mortality. Boot , Comprehensive treatment of
dementia with Lewy bodies [16] Pharmacological management of DLB is complex because of adverse effects
to medications [11] and the wide range of symptoms to be treated cognitive, motor, neuropsychiatric,
autonomic, and sleep.
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5: What you should know about Lewy body dementia
Microscopic protein deposits, called Lewy bodies, are present in the brain long before a person has enough symptoms
to be diagnosed with Lewy body dementia (LBD). A new study identifies symptoms closely associated with LBD before a
person has dementia â€” during the mild cognitive impairment stage.

The decline can be severe enough to affect day-to-day life. Lewy body dementia gets its name from the
abnormal protein clumps that are seen on autopsies of the brains of people who have Lewy body dementia.
The protein is called alpha-synuclein. The diagnosis Lewy body dementia includes two different conditions:
These two conditions share many of the same features. In addition to memory and thinking problems and
movement problems, people with these conditions can have other symptoms. This includes fluctuations in
their alertness and concentration, hallucinations and paranoia, acting out dreams during sleep, low blood
pressure with standing, daytime sleepiness and depression, among other symptoms. Lewy body dementia has
become more known by the public after reports that Robin Williams died with diffuse Lewy body disease.
But, despite the fact that Lewy body dementia is the second most common dementia, it remains frequently
unrecognized. For a third of people with the disease, getting the correct diagnosis took more than two years.
So getting early diagnose of Lewy body dementia is very important for the patient and the family. The
diagnosis of Lewy body dementia is often missed due to lack of awareness by physicians, patients and
families. Even for people eventually receiving a diagnosis of Lewy body dementia, research has shown their
first diagnosis is commonly incorrect. Knowing the correct diagnosis lets patients and families connect to
helpful resources that could help people living with this disease. The Lewy Body Dementia Association
provides education on Lewy body dementia, helps patients and families know what to expect, links patients
and families to support and resources and connects them to research opportunities. Once the diagnosis is
made, doctors can also suggest potentially helpful treatments. Earlier this year, experts published new criteria
for the diagnosis of dementia with Lewy bodies, aiming to improve accurate diagnosis. Current research
studies are testing drugs hoped to improve memory and thinking. Scientists also hope to learn more about the
alpha-synuclein protein clumps in the Lewy body diseases. Recent vaccine studies have suggested that the
body might be able to create antibodies against alpha-synuclein. If effective, a vaccine would prompt the
immune systems of people with these diseases to create antibodies to attack and clear the protein clumps. With
advances in diagnosis and treatment, there is reason for hope. Armstrong from The Conversation.
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6: Diagnosis | Lewy Body Dementia Association
When considering treatment strategies for dementia, clinicians often focus on Alzheimer disease (AD). However,
dementia with Lewy bodies (DLB, or Lewy body dementia [LBD]) is another neurodegenerative disease that leads to a
decline in cognition, movement, and mood and behavior. Both clinicians and.

Lewy body dementia reached the public eye in after reports that Robin Williams died with diffuse Lewy body
disease. But, despite the fact that Lewy body dementia is the second most common dementia , it remains
frequently unrecognized. In one study, almost 70 percent of people diagnosed with Lewy body dementia saw
three consultants before receiving the diagnosis. For a third of people with the disease, getting the correct
diagnosis took more than two years. As a physician specializing in Lewy body dementia, I often hear patients
and families describe delays in getting a diagnosis. Awareness is critical, particularly as new opportunities
emerge for diagnosis and treatment. What is Lewy body dementia? Lewy body dementia gets its name from
the abnormal protein clumps that are seen on autopsies of the brains of people with Lewy body dementia. The
protein alpha-synuclein â€” a protein found in the brain, not one you eat â€” clumps into spheres called Lewy
bodies which can be seen using a microscope. These are named after F. Lewy, the person who first described
them. The diagnosis Lewy body dementia is an umbrella term that includes two different conditions: Robin
Williams was diagnosed with diffuse Lewy body disease only after his death in These two conditions share
many of the same features. In addition to memory and thinking problems and movement problems, people
with these conditions can have fluctuations in their alertness and concentration, hallucinations and paranoia,
acting out dreams during sleep something called REM sleep behavior disorder , low blood pressure with
standing, daytime sleepiness and depression, among other symptoms. Diagnosis is important Getting the
correct diagnosis is critical for patients and families. The diagnosis of Lewy body dementia is often missed
due to lack of awareness by physicians, patients and families. Even for people eventually receiving a diagnosis
of Lewy body dementia, research shows their first diagnosis is commonly incorrect. Knowing the correct
diagnosis lets patients and families connect to resources such as the Lewy Body Dementia Association , an
organization dedicated to helping people living with this disease. The organization provides education on
Lewy body dementia, helps patients and families know what to expect, links patients and families to support
and resources and connects them to research opportunities. Once a diagnosis is made, physicians can also
suggest potentially helpful treatments. Avenues for research There is a great deal that we still need to learn
about the Lewy body dementias. Increasing research is a priority of the National Institutes of Health. Earlier
this year, experts published new criteria for the diagnosis of dementia with Lewy bodies , aiming to improve
accurate diagnosis. There are also currently multiple research studies trying to find drugs to help people with
Lewy body dementias, including studies to investigate drugs hoped to improve thinking , hallucinations and
walking. Current research studies are testing drugs hoped to improve memory and thinking. Researchers into
Lewy body dementia hope that continued studies will lead to improved treatments. Recent vaccine studies
suggested that the body might be able to create antibodies against alpha-synuclein. If effective, a vaccine
would prompt the immune systems of people with these diseases to create antibodies to attack and clear the
protein clumps. With advances in diagnosis and treatment, there is reason for hope.

Page 7

ADVANCES IN THE DIAGNOSIS AND TREATMENT OF DEMENTIA WITH
LEWY BODIES pdf
7: Lewy Bodies, Dementia, and Parkinson's â€“ What Does it all Mean? | APDA
Knowing the signs of Lewy body dementia may help speed diagnosis experts published new criteria for the diagnosis of
dementia with Lewy bodies, With advances in diagnosis and treatment.

The decline can be severe enough to affect day-to-day life. Lewy body dementia gets its name from the
abnormal protein clumps that are seen on autopsies of the brains of people who have Lewy body dementia.
The protein is called alpha-synuclein. It is found in the brain and clumps into spheres called Lewy bodies
which can be seen using a microscope. The diagnosis of Lewy body dementia includes two different
conditions: These two conditions share many of the same features. In addition to memory and thinking
problems and movement problems, people with these conditions can have other symptoms. This includes
fluctuations in their alertness and concentration, hallucinations and paranoia, acting out dreams during sleep,
low blood pressure with standing, daytime sleepiness and depression, among other symptoms. Lewy body
dementia has become more known by the public after reports that Robin Williams died with diffuse Lewy
body disease. But, despite the fact that Lewy body dementia is the second most common dementia, it remains
frequently unrecognized. For a third of people with the disease, getting the correct diagnosis took more than
two years. So getting early diagnose of Lewy body dementia is very important for the patient and the family.
The diagnosis of Lewy body dementia is often missed due to lack of awareness by physicians, patients, and
families. Even for people eventually receiving a diagnosis of Lewy body dementia, research has shown their
first diagnosis is commonly incorrect. Knowing the correct diagnosis lets patients and families connect to
helpful resources that could help people living with this disease. The Lewy Body Dementia Association
provides education on Lewy body dementia, helps patients and families know what to expect, links patients
and families to support and resources and connects them to research opportunities. Once the diagnosis is
made, doctors can also suggest potentially helpful treatments. Earlier this year, experts published new criteria
for the diagnosis of dementia with Lewy bodies, aiming to improve accurate diagnosis. Current research
studies are testing drugs hoped to improve memory and thinking. Scientists also hope to learn more about the
alpha-synuclein protein clumps in the Lewy body diseases. Recent vaccine studies have suggested that the
body might be able to create antibodies against alpha-synuclein. If effective, a vaccine would prompt the
immune systems of people with these diseases to create antibodies to attack and clear the protein clumps. With
advances in diagnosis and treatment, there is a reason for hope. Armstrong from The Conversation.
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8: Advances in LBD Research | Lewy Body Dementia Association
Lewy body dementia (LBD) is a disease associated with abnormal deposits of a protein called alpha-synuclein in the
brain. These deposits, called Lewy bodies, affect chemicals in the brain whose changes, in turn, can lead to problems
with thinking, movement, behavior, and mood. LBD is one of the most.

Many Lewy body dementia experts prefer quetiapine or clozapine to control difficult behavioral symptoms
Clozapine requires frequent blood tests to monitor for the development of potential blood problems. Both
quetiepine and clozapine should be given at the lowest dose possible and for the shortest length of time
possible to control symptoms. Some atypical antipsychotic medications like olanzapine and risperidone should
be avoided if possible, because they have higher incidences of side effects, such as increased parkinsonism,
sedation, and orthostatic hypotension. Caregivers should note that several years ago the U. Food and Drug
Administration FDA issued a warning that all antipsychotic medications, both atypical and typical, increase
the risk of death in elderly patients with dementia this includes people with LBD. Doctors and families should
discuss the risks associated with antipsychotic medication use, including the side effects of the medication,
against the risks of potential physical harm and distress to the patient or caregivers as a result of behavioral
symptoms. Caregivers should contact the doctor about any side effects they observe that do not go away
within a few days. Cognitive Symptoms Medications called cholinesterase inhibitors are considered the
standard treatment for cognitive symptoms in Lewy body dementia. Visual Hallucinations If hallucinations are
disruptive or upsetting, your physician may recommend a cautious trial of a newer antipsychotic medication.
Of note, the dementia medications called cholinesterase inhibitors have also been shown to be effective in
treating hallucinations and other psychiatric symptoms of Lewy body dementia. NMS causes severe fever,
muscle rigidity and breakdown that can lead to kidney failure. Neuroleptic Sensitivity Severe sensitivity to
neuroleptics is common in Lewy body dementia. Neuroleptics, also known as antipsychotics, are medications
used to treat hallucinations or other serious mental disorders. While traditional antipsychotic medications e.
For this reason, traditional antipsychotic medications like haloperidol should be avoided. Quetiapine is
preferred by some Lewy body dementia experts. If quetiapine is not tolerated or is not helpful, clozapine
should be considered, but requires ongoing blood tests to assure a rare but serious blood condition does not
develop. Hallucinations must be treated very conservatively, using the lowest doses possible under careful
observation for side effects. Medication Side Effects Speak with your doctor about possible side effects. The
following drugs may cause sedation, motor impairment or confusion: Benzodiazepines, tranquilizers like
diazepam and lorazepam Anticholinergics antispasmodics , such as oxybutynin and glycopyrrolate Some
surgical anesthetics Older antidepressants Certain over-the-counter medications, including diphenhydramine
and dimenhydrinate. Some medications, like anticholinergics, amantadine and dopamine agonists, which help
relieve parkinsonian symptoms, might increase confusion, delusions or hallucinations. Be sure to meet with
your anesthesiologist in advance of any surgery to discuss medication sensitivities and risks unique to Lewy
body dementia. People with Lewy body dementia often respond to certain anesthetics and surgery with acute
states of confusion or delirium and may have a sudden significant drop in functional abilities, which may or
may not be permanent. Possible alternatives to general anesthesia include a spinal or regional block. These
methods are less likely to result in postoperative confusion. If you are told to stop taking all medications prior
to surgery, consult with your doctor to develop a plan for careful withdrawal. Non-Medical Treatments
Physical therapy options include cardiovascular, strengthening, and flexibility exercises, as well as gait
training. Physicians may also recommend general physical fitness programs such as aerobic, strengthening, or
water exercise. Speech therapy may be helpful for low voice volume and poor enunciation. Speech therapy
may also improve muscular strength and swallowing difficulties. Occupational therapy may help maintain
skills and promote function and independence. In addition to these forms of therapy and treatment, music and
aroma therapy can also reduce anxiety and improve mood. Individual and family psychotherapy can be useful
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for learning strategies to manage emotional and behavioral symptoms and to help make plans that address
individual and family concerns about the future. Support groups may be helpful for caregivers and persons
with Lewy body dementia to identify practical solutions to day-to-day frustrations, and to obtain emotional
support from others. There are no known therapies to stop or slow the progression of Lewy body dementia.
Defining the stages of disease progression for Lewy body dementia is difficult. The symptoms, medicine
management and duration of Lewy body dementia vary greatly from person to person. To further complicate
the stages assessment, Lewy body dementia has a progressive but vacillating clinical course, and one of its
defining symptoms is fluctuating levels of cognitive abilities, alertness and attention. Sudden decline is often
caused by medications, infections or other compromises to the immune system and usually the person with
Lewy body dementia returns to their baseline upon resolution of the problem. But for some individuals, it may
also be due to the natural course of the disease. Advice for People Living with Lewy Body Dementia Coping
with a diagnosis of Lewy body dementia and all that follows can be challenging. Getting support from family,
friends, and professionals is critical to ensuring the best possible quality of life. Creating a safe environment
and preparing for the future are important, too. Take time to focus on your strengths, enjoy each day, and
make the most of your time with family and friends. Here are some ways to live with Lewy body dementia
day to day. Getting Help Your family and close friends are likely aware of changes in your thinking,
movement, or behavior. You may want to tell others about your diagnosis so they can better understand the
reason for these changes and learn more about Lewy body dementia. For example, you could say that you
have been diagnosed with a brain disorder called Lewy body dementia, which can affect thinking, movement,
and behavior. You can say that you will need more help over time. By sharing your diagnosis with those
closest to you, you can build a support team to help you manage Lewy body dementia. As Lewy body
dementia progresses, you will likely have more trouble managing everyday tasks such as taking medication,
paying bills, and driving. You will gradually need more assistance from family members, friends, and perhaps
professional caregivers. Although you may be reluctant to get help, try to let others partner with you so you
can manage responsibilities together. Remember, Lewy body dementia affects your loved ones, too. You can
help reduce their stress when you accept their assistance. Finding someone you can talk with about your
diagnosisâ€”a trusted friend or family member, a mental health professional, or a spiritual advisorâ€”may be
helpful. Consider Safety The changes in thinking and movement that occur with Lewy body dementia require
attention to safety issues. Fill out and carry the Lewy body dementia Medical Alert Wallet Card and present it
any time you are hospitalized, require emergency medical care, or meet with your doctors. It contains
important information about medication sensitivities. Consider subscribing to a medical alert service, in which
you push a button on a bracelet or necklace to access an emergency phone line if you need emergency help.
Address safety issues in your home, including areas of fall risk, poor lighting, stairs, or cluttered walkways.
Think about home modifications that may be needed, such as installing grab bars in the bathroom or
modifying stairs with ramps. Ask your doctor to refer you to a home health agency for a home safety
evaluation. Talk with your doctor about Lewy body dementia and driving, and have your driving skills
evaluated, if needed. Plan for Your Future There are many ways to plan ahead. Here are some things to
consider: If you are working, consult with a legal and financial expert about planning for disability leave or
retirement. Symptoms of Lewy body dementia will interfere with work performance over time, and it is
essential to plan now to obtain benefits you are entitled to. Consult with an attorney who specializes in elder
law or estate planning to help you write or update important documents, such as a living will, healthcare
power of attorney, and will. Identify local resources for home care, meals, and other services before you need
them so you know whom to call when the time comes. Explore moving to a retirement or continuing care
community where activities and varying levels of care can be provided over time, as needed. Your attitude can
help you find enjoyment in daily life. Despite the many challenges and adjustments, you can have moments of
humor, tenderness, and gratitude with the people closest to you. Make a list of events and activities you can
still enjoyâ€”then find a way to do them! For example, listening to music, exercising, or going out for a meal
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allows you to enjoy time with family and friends. Let your family know if you are struggling emotionally so
they can offer support. Treatment and Management of Lewy Body Dementia While Lewy body dementia
currently cannot be prevented or cured, some symptoms may respond to treatment for a period of time A
comprehensive treatment plan may involve medications, physical and other types of therapy, and counseling.
Changes to make the home safer, equipment to make everyday tasks easier, and social support are also very
important. A skilled care team often can provide suggestions to help improve quality of life for both people
with Lewy body dementia and their caregivers. A good place to find an Lewy body dementia specialist is at a
dementia or movement disorders clinic in an academic medical center in your community. If such a specialist
cannot be found, a general neurologist should be part of the care team. Ask a primary care physician for a
referral. Physical therapists can help with movement problems through cardiovascular, strengthening, and
flexibility exercises, as well as gait training and general physical fitness programs. Speech therapists may help
with low voice volume, voice projection, and swallowing difficulties. Occupational therapists help identify
ways to more easily carry out everyday activities, such as eating and bathing, to promote independence. Music
or expressive arts therapists may provide meaningful activities that can reduce anxiety and improve
well-being. Mental health counselors can help people with Lewy body dementia and their families learn how
to manage difficult emotions and behaviors and plan for the future. Support groups are another valuable
resource for both people with Lewy body dementia and caregivers. Sharing experiences and tips with others in
the same situation can help people identify practical solutions to day-to-day challenges and get emotional and
social support. Medications Several drugs and other treatments are available to treat Lewy body dementia
symptoms. It is important to work with a knowledgeable health professional because certain medications can
make some symptoms worse. Some symptoms can improve with nondrug treatments. These drugs, called
cholinesterase inhibitors, act on a chemical in the brain that is important for memory and thinking. They may
also improve behavioral symptoms. Food and Drug Administration FDA approves specific drugs for certain
uses after rigorous testing and review. This drug can help improve functioning by making it easier to walk, get
out of bed, and move around.
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diagnosis, find the best treatment, and manage at home. and advances in science may and movement symptoms. In
dementia with Lewy bodies, cognitive symptoms.

Longer tests can take several hours, but help identify Lewy body dementia. Your doctor will compare your test
results with those of people from a similar age and education level. This can help distinguish normal from
abnormal cognitive aging, and may help diagnose the condition. Blood tests These can rule out physical
problems that can affect brain function, such as vitamin B deficiency or an underactive thyroid gland. Your
doctor may order a sleep evaluation to check for REM sleep behavior disorder or an autonomic function test to
look for signs of heart rate and blood pressure instability. Doctors treat the individual symptoms. This can help
improve alertness and cognition, and may help reduce hallucinations and other behavioral problems. Possible
side effects may include gastrointestinal upset, excessive salivation and tearing, and frequent urination. These
are not FDA approved for Lewy body dementia. These medications, such as carbidopa-levodopa Sinemet may
help reduce parkinsonian symptoms, such as rigid muscles and slow movement. However, these medications
may also increase confusion, hallucinations and delusions. Medications to treat other symptoms. Your doctor
may prescribe medications to treat other symptoms associated with Lewy body dementia, such as sleep or
movement problems. If possible, avoid medications with anticholinergic properties, which can worsen
cognition or dopamine agonists, which can cause hallucinations. First-generation antipsychotic medications,
such as haloperidol Haldol , should not be used to treat Lewy body dementia. They may cause severe
confusion, severe Parkinsonism, sedation and sometimes even death. Very rarely, certain second-generation
antipsychotics may be prescribed for a short time at a low dose but only if the benefits outweigh the risks.
Therapies Because antipsychotic drugs can worsen Lewy body dementia symptoms, it might be helpful to
initially try nondrug approaches, such as: In these cases, the side effects of medication may be worse than the
hallucinations themselves. Reducing clutter and distracting noise can make it easier for someone with
dementia to function. Avoid correcting and quizzing a person with dementia. Offer reassurance and validation
of his or her concerns. Creating daily routines and keeping tasks simple. Break tasks into easier steps and
focus on successes, not failures. Structure and routine during the day can be less confusing. Request an
Appointment at Mayo Clinic Clinical trials Explore Mayo Clinic studies testing new treatments, interventions
and tests as a means to prevent, detect, treat or manage this disease. Lifestyle and home remedies Symptoms
and progression are different for everyone with Lewy body dementia. Caregivers may need to adapt the
following tips to individual situations: Speak clearly and simply. Present only one idea or instruction at a time.
Use gestures and cues, such as pointing to objects. Benefits of exercise include improvements in physical
function, behavior and depression symptoms. Some research shows exercise may slow cognitive decline in
people with dementia. Participating in games, crossword puzzles and other activities that involve using
thinking skills may help slow mental decline in people with dementia. Establish a nighttime ritual. Behavior
issues may worsen at night. Create calming bedtime rituals without the distraction of television, meal cleanup
and active family members. Leave night lights on to prevent disorientation. Limiting caffeine during the day,
discouraging daytime napping and offering opportunities for daytime exercise may help prevent nighttime
restlessness. Alternative medicine Frustration and anxiety can worsen dementia symptoms. These techniques
may help promote relaxation: Music therapy, which involves listening to soothing music Pet therapy, which
involves the use of animals to improve moods and behaviors in dementia patients Aromatherapy, which uses
fragrant plant oils Massage therapy Coping and support People with Lewy body dementia often experience a
mixture of emotions, such as confusion, frustration, anger, fear, uncertainty, grief and depression. Offer
support by listening, reassuring the person that he or she still can enjoy life, being positive, and doing your
best to help the person retain dignity and self-respect. Provide reassurance during times of confusion,
delusions or hallucinations. Looking after yourself The physical and emotional demands of caregiving can be
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exhausting. You may experience anger, guilt, frustration, discouragement, worry, grief or social isolation.
Help prevent caregiver burnout by: Asking friends or other family members for help when you need it.
Consider in-home health services to help you care for the person with Lewy body dementia. Exercising
regularly and eating a healthy diet. Learning as much about the disease as you can. Ask questions of doctors,
social workers and others on the care team. Joining a support group. Many people with Lewy body dementia
and their families can benefit from counseling or local support groups. Contact your local agencies on health
or aging to get connected with support groups, doctors, resources, referrals, home care agencies, supervised
living facilities, a telephone help line and educational seminars. You may also want to bring along a family
member. What you can do Plan ahead and write lists of important information, including: Write a detailed
description of all your symptoms. Write down questions to ask your doctor, such as what tests or treatments he
or she may recommend. Take a family member or friend along. A family member or close friend may tell your
doctor about symptoms you may not have noticed. What to expect from your doctor Your doctor is likely to
ask you and your spouse, partner, or close friend a number of questions about: Changes in your memory,
personality and behavior Visual hallucinations.
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