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WHAT IS LEWY BODY DEMENTIA?  

Lewy Body Dementia (LBD) is a type of dementia that occurs because of abnormal 

deposits of a protein called alpha-synuclein inside of the brain's nerve cells. LBD shares 

many similarities with Parkinson’s disease. These deposits are called "Lewy bodies” that 

causes the loss of connections between nerve cells, which lead to dementia. Why or how 

Lewy bodies form is unknown. People living with LBD also have low levels of important 

chemicals (e.g. acetylcholine and dopamine) that carry messages between nerve cells. 

LBD affects the areas of the brain that involve thinking and movement and usually 

progresses quickly. 

LBD is the second most common type of dementia, accounting for between 5 and 15% of 

all dementia cases. It is a progressive disease, meaning symptoms start slow and progress 

over time. The disease lasts an average of 5 to 8 years from the time of diagnosis to death. 

TYPES OF LBD 

LBD can occur by itself, with Alzheimer's disease or with Parkinson's disease. When Lewy 

bodies first appear in the part of the brain responsible for thinking, the term Dementia with 

Lewy bodies is used. When Lewy bodies first appear in the part of the brain responsible 

for movement, the term Parkinson's disease dementia is used. LBD can occur together 

with Alzheimer’s disease or Parkinson’s disease – this is known as mixed dementia. 

RISK FACTORS 

LBD is more common in men than in women. If a family member has LBD, you may have a 

higher risk of developing the disease.  

SIGNS AND SYMPTOMS 

LBD is typically associated with problems of cognition, movement and hallucinations. 

Although some of these may be present in other dementias, there are characteristic 

differences in LBD.  

Cognitive symptoms  

 Difficulties with planning, organizing and marked fluctuations in attention and 

alertness may be some of the first symptoms.  

 The person may experience changes to visual-spatial perception in the early stages. 

 Unlike Alzheimer's disease, changes in memory are usually a later feature of the 

disease. 
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 Transient periods of acute confusion may be seen for several days without a clear 

cause. 

Hallucinations 

 Visual hallucinations are an early feature of the disease, particularly structured and 

formed images involving people, children or animals. The individual is often not 

distressed or disturbed by the images, as individuals with other dementias would be. 

There may be common triggers to the hallucinations such as time of day or poor 

lighting. 

 Mistakes in perception of objects or textures may occur (e.g. seeing faces in a carpet 

pattern). 

Physical symptoms  

 Motor symptoms similar to Parkinson's disease, which may include stiffness of 

muscles, tremors (shaking), stooped posture or slow and shuffling movements. 

Usually they are more prominent in the trunk rather than limbs. Tremors are less 

commonly seen. 

 Other symptoms include balance problems, loss of coordination, smaller handwriting, 

reduced facial expression, difficulty swallowing and a weak voice. 

 Some people lose their sense of smell, become constipated, or have urinary 

incontinence (passing urine when they don't intend to).  

 Some people faint or have unexplained episodes when they lose consciousness for a 

few minutes. 

Other symptoms  

 Apathy (i.e. not caring about anything). 

 Depression, anxiety, agitation and aggression. 

 REM sleep behavior disorder in which people physically act out their dreams during 

their sleep. This may occur years before the development of other symptoms. 

 Changes in sleeping patterns, including feeling tired during the day and alert 

throughout the night.  

DIAGNOSIS 

There are no medical tests that can diagnose LBD with absolute certainty during life, so 

when a doctor suspects that a person has LBD based on their clinical features, they are 

diagnosed with “probable LBD”.  
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Doctors typically diagnose LBD by seeing the common cluster of symptoms (cognitive, 

hallucinatory and physical) and eliminating other diseases and conditions that cause 

similar symptoms. LBD is challenging to diagnose because similar early symptoms are 

found in other brain diseases.   

Common assessments can include a careful history review and neurological and cognitive 

examination. Other measures to assist in a diagnosis by excluding other causes of 

dementia include: 

 Brain imaging (e.g. MRI, CT) and blood tests. 

 Detailed neuropsychological testing. 

LIVING WITH LBD  

All people living with dementia have unique preferences, values and life experiences. 

Person-centered care is a personalized approach to care that honours these experiences, 

where the person with dementia is actively involved in all decisions concerning their health. 

Coping with a diagnosis of LBD and all that follows can be challenging. Getting support 

from family, friends and professionals is critical to ensuring the best possible quality of life. 

Continue to explore ways to fulfill your needs for friendship, intimacy and closeness. 

Creating a safe environment and preparing for the future are also important. Take time to 

focus on your strengths, enjoy each day, and make the most of your time with family and 

friends.  

MANAGEMENT STRATEGIES AND TREATMENT 

At present, there is no known cure for LBD. LBD is a multi-system disease and usually 

requires a comprehensive treatment approach with a collaborative team of physicians and 

other health care professionals like occupational, physical or speech therapists.  

Early diagnosis and treatment may extend your quality of life and independence. Many 

people who live with LBD enjoy significant lifestyle improvement with a comprehensive 

treatment approach, and some may even experience little change from year to year. Some 

management strategies include: 

Medication management  

Early and accurate diagnosis is important; people living with LBD may react to certain 

medications differently than people living with Alzheimer’s disease or Parkinson’s disease. 
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For example, the medications used to treat Alzheimer’s disease, called cholinesterase 

inhibitors, can improve alertness and cognition in some people who live with LBD; 

however, a variety of medications, including anticholinergics, antipsychotics and some 

antiparkinsonian medications, can worsen LBD symptoms. 

Medications may be prescribed to treat symptoms such as hallucinations, if very 

troublesome, or other associated symptoms, such as depression. 

Speak to a doctor or pharmacist so you understand why medicine is being used, how and 

when it is to be taken and what the potential side effects or interactions with other drugs 

may be. Tell the doctor about all prescription medication, over-the-counter 

medicines, vitamins and supplements that are used. 

Make lifestyle adjustments 

 Avoid alcohol, nicotine, caffeine and sedatives, they can make symptoms worse. 

 Reduce stress. 

 Get a good night’s sleep by having a regular bedtimes, wake-up times, and reduced 

daytime napping. Keep the bedroom quiet and at a comfortable temperature. 

 If surgery is planned, make sure to consult a health care provider beforehand about 

medication withdrawal and alternatives to anesthesia. 

Manage symptoms 

Therapeutic strategies are helping people living with LBD. Research shows that the quality 

of life of people with dementia and of their caregivers is significantly improved by activities 

that emphasize their strengths and abilities. 

 Use occupational therapy to find ways to more easily carry out everyday activities, 

such as eating and bathing. 

 Engage in physical therapy, gait training and general physical fitness programs to 

improve movement issues and prevent falls. 

Elevate legs, use elastic stockings, elevate the head of the bed and when 

recommended by a doctor, increase salt and fluid intake to decrease dizziness and 

fainting caused by drops in blood pressure. 

 Get any glasses or hearing aids checked. Any problems with these can make 

perception difficulties. Misperceptions (different from hallucinations) can also be 

triggered by things in the environment such as excess noise and reflective or 

patterned surfaces.  

 Increase social interactions and cognitive stimulations. 

 Engage with music or art to reduce anxiety and improve well-being. 
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 Seek out speech therapy to help with language and swallowing difficulties.  

 Speak to a counselor to help yourself and loved ones learn how to manage difficult 

emotions and behaviors and plan for the future. 

 Speak to a palliative care specialist about how to improve quality of life by relieving 

disease symptoms at any stage of illness. 

 Ask your health care provider to order a sleep study to identify any underlying sleep 

disorders such as sleep apnea, restless leg syndrome and REM sleep behavior 

disorder. 

Manage behavioural symptoms 

Behaviour is a form of communication or a sign of unmet needs. Caregivers or 

professionals should try to identify and meet this need in a way that is tailored to 

the individual.  

The cause behind behaviour may be a medical condition, such as pain, or the side 

effects of drugs. It may also indicate that the person is frustrated, scared or bored. Look for 

specific triggers and try to make appropriate changes in the person's care or environment, 

such as reducing unnecessary noise and clutter. 

Get help  

Your family and close friends are likely aware of changes in your thinking, movement or 

behavior. Be patient with yourself and ask your family to be patient with you. You may want 

to tell others about your diagnosis so they can better understand the reason for these 

changes. 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, and that 

you will need more help over time. By sharing your diagnosis, you can build a support 

team to help you manage LBD.  

As LBD 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, LBD affects your loved ones, too. You can help reduce their stress 

when you accept their assistance. 

Finding someone you can talk with about your diagnosis—a trusted friend or family 

member, a mental health professional or a spiritual advisor—may be helpful. See the 

“Additional resources” section to find supportive services in your area.  
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Consider safety  

The changes in thinking and movement that occur with LBD require attention to safety 

issues. Consider these steps:  

 Consider subscribing to a medical alert service (eg. Alarmguard), in which you push a 

button on a bracelet or necklace to access 911 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 LBD and driving and have your driving skills evaluated, if 

needed.  

Find enjoyment every day  

It is important to focus on living with LBD. Your attitude can help you find enjoyment in 

daily life. Despite the many challenges and adjustments, you can have moments of love, 

humor, tenderness and gratitude with the people closest to you.  

Make a list of events and activities you can still enjoy, and then find a way to do them! For 

example, listen to music, exercise or go out for a meal with family and friends. If you can’t 

find pleasure in daily life, talk with your doctor or another health care professional about 

ways to cope. Let your family know if you are struggling emotionally so that they can offer 

support. 

Educate others about LBD  

Most people, including many health care professionals, are not familiar with LBD. In 

particular, emergency room physicians and other hospital workers may not know that 

people with LBD are extremely sensitive to antipsychotic medications. Caregivers can 

educate health care professionals and others by:  

 Informing hospital staff of the LBD diagnosis and medication sensitivities, and 

requesting that the person’s neurologist be consulted before giving any drugs to 

control behavior problems.  

 Sharing educational materials with health care professionals who care for the person 

with LBD. Materials are available from the Lewy Body Dementia Association (see the 

“Additional resources” section).  

 Teaching family and friends about LBD so they can better understand your situation.  
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Address family concerns  

Not all family members may understand or accept LBD at the same time, and this can 

create conflict. Some adult children may deny that parents have a problem, while others 

may be supportive. It can take a while to learn new roles and responsibilities. Family 

members who visit occasionally may not see the symptoms that primary caregivers see 

daily and may underestimate or minimize your responsibilities or stress. Professional 

counselors can help provide guidance on how families can work together to manage LBD. 

CAREGIVER HEALTH 

You will likely experience a wide range of emotions as you care for the person with LBD. 

Sometimes, caregiving will feel loving and rewarding. Other times, it will lead to anger, 

impatience, resentment, or fatigue. Recognize your strengths and limitations, especially in 

light of your past relationship with the person. Roles may change between a husband and 

wife or between a parent and adult children. Adjusting expectations can allow you to 

approach your new roles realistically and to seek help as needed. 

As a caregiver, it is critical for you to maintain your own health and well-being. You may be 

at increased risk for poor sleep, depression or illness as a result of your responsibilities. 

Watch for signs of physical or emotional fatigue such as irritability, withdrawal from friends 

and family and changes in appetite or weight.  

All caregivers need time away from caregiving responsibilities to maintain their well-being. 

Learn to accept help when it’s offered and learn to ask family and friends for help. One 

option is professional respite care, which can be obtained through home care agencies 

and adult day programs. Similarly, friends or family can come to the home or take the 

person with LBD on an outing to give you a break. 

Caregiver stress is a normal part of caregiving for someone with LBD. When stress is not 

managed, it can cause burnout, a state of emotional, mental and physical exhaustion. To 

help manage caregiver stress, find out what support services are available and how others 

may help as well as set realistic goals, get connected, take care of your own health and 

share information and feelings with others.  

Burnout can cause caregivers to compromise their own health and be less able to provide 

effective care and support. If you or someone you know is exhibiting signs of caregiver 

stress or burnout, it is important to seek help. Speak to your health care provider or the 

local Alzheimer Society, 
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PLANNING FOR THE FUTURE 

As LBD progresses, it can become difficult to make choices and communicate your wishes 

about care. To plan ahead: 

 Think about what’s important to you. 

 Learn about different medical procedures and what they can or can’t do.  

 Decide on a substitute decision maker. 

 Talk about your wishes with those closest to you.  

 Record your wishes.  

For more information on discussing your wishes and preferences about your care, please 

visit sagelink.ca/lessons/supportive-palliative-care/ 

Legal and financial matters  

There will come a time when you may not be able to make financial decisions and sign 

legal papers. The people you name to act on your behalf need to know your wishes in 

order to honour and act on them.  

 Arrange for a power of attorney that will be legally able to make decisions on your 

behalf if you are no longer able.  

 Talk to a lawyer about naming someone to look after your financial interests. 

Housing matters  

As LBD progresses, you may need help with activities such as cooking, housekeeping, 

shopping and transportation. Talk to family members and friends to see who would be able 

to help you with these tasks. The local Alzheimer Society can provide information and 

referrals to community and social services available in your area. These may include: 

 Meals on wheels, adult day programs and volunteer visits. 

 Live-in companions and other privately hired home helpers. 

 Assisted-living homes or retirement and long-term care homes. 

 

ADDITIONAL RESOURCES  

 Lewy Body Dementia: alzheimer.ca/en/Home/About-dementia/Dementias/Lewy-Body-

Dementia  

 Dementia with Lewy bodies: What is it and what causes it? 

www.alzheimers.org.uk/about-dementia/types-dementia/dementia-with-lewy-bodies 

 Lewy Body Dementia Association: www.lbda.org/ 

https://sagelink.ca/lessons/supportive-palliative-care/
https://alzheimer.ca/en/Home/About-dementia/Dementias/Lewy-Body-Dementia
https://alzheimer.ca/en/Home/About-dementia/Dementias/Lewy-Body-Dementia
http://www.alzheimers.org.uk/about-dementia/types-dementia/dementia-with-lewy-bodies
http://www.lbda.org/
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 Lewy Body Dementia: Information for patients, families and professionals. (2018). 

order.nia.nih.gov/sites/default/files/2020-03/lewy-body-dementia-508.pdf 

 Update on Lewy body spectrum disorders (2020): vimeo.com/430395779 

 Dementia and responsive behavior: sagelink.ca/lessons/efit-dementia-and-responsive-

behaviours/ 

 My Speak Up Plan: Workbooks on advance care planning www.myspeakupplan.ca  

 Local Alzheimer Societies: 

 Kingston Frontenac Lennox and Addington: alzheimer.ca/en/kfla 

 Hastings Prince Edward: alzheimer.ca/en/hpe 

Lanark, Leeds, Grenville: alzheimer.ca/en/lanark 
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