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KEY POINTS ABOUT LBD 

 

LBD is complex, covering a wide range of symptoms and different diagnoses.  

What does LBD stand for? 

LBD can stand for Lewy Body Disorder, Lewy Body Disease or Lewy Body Dementia.  

Lewy bodies are abnormal protein deposits within the brain. The deposits block nerve 
pathways and stop messages getting through to the body.   

Core symptoms of LBD 

1. Changes in alertness. 

2. Seeing things that aren’t there (visual hallucinations). 

3. Parkinsonian movement problems. 

4. Acting out dreams while asleep (REM sleep behaviour disorder). 

Other symptoms 

People with LBD may also experience: 

• Thinking issues: Problems with problem-solving, anxiety, apathy, and judging 

distances.  Carrying out everyday tasks, using the right words, getting lost and 

memory loss.  Memory loss is not usually a significant problem in the early stage. 

• Physical issues: Problems with bodily functions such as incontinence, constipation, 

and swallowing difficulties.  Back ache, sight & hearing issues, sudden drops in 

blood pressure. 

Symptoms depend on which parts of the brain are affected by the protein deposits. As the 
disease progresses, more symptoms can appear. Each person with LBD will have a 
unique experience. They will have some, but not all, of the wide range of symptoms, and a 
unique rate of decline. 
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Useful tips in managing LBD 

There will be many different medical professionals and other services involved in treating and 
managing this complex condition, based on symptoms.  

These tips may help people with a diagnosis, and their carers, to manage the condition. 

Fluctuations: Unlike other dementias, LBD symptoms fluctuate. Changes in alertness and 
abilities can last from a few minutes to longer periods.  They are not always due to tiredness. 
Incentives, such as a reason to move to another room or suggesting a pleasant activity, may be 
helpful.  The presence of visitors often increases alertness.  This may mean that visitors, or health 
professionals, do not get an accurate impression of the current situation. 

Hallucinations and delusions: These can be distressing, to the person experiencing them and 
those around them. It can be helpful for the person experiencing them to receive reassurance and 
understanding.  The carer might ask for details about the hallucinations and delusions, as they 
can’t see them, and may suggest ways of dealing with concerns. 

Movement: Exercise is as important as medication, and appropriate doses are needed each day.  
There is evidence that energetic activity, rapid cycling in particular, may alleviate symptoms for a 
while: www.lewybuddiesuk.org/wwfm-posts/what-worked-for-me-rapid-cycling 

All physical activity is beneficial and is likely to raise a feeling of wellbeing, for both people with a 
diagnosis and their carers.  However, some people are restricted in movement so just do what you 
can, and check with a medical professional if you’re unsure.  

Relaxation and sleep: Making time to relax during the day is equally important for both people 
with a diagnosis and their carers and may improve sleep patterns.  The need for anxiety 
medication may be reduced if mindfulness, or other relaxation techniques, becomes a shared part 
of your day. 

Medications: Consultants or a GP may prescribe medications.  These can have positive impacts 
on some symptoms and negative impacts on others.  It is advisable to check any new prescription 
with all medical professionals (neurologists, psychiatrists and GPs), and to monitor symptoms. 

Medical appointments:  When asked, the person with the diagnosis may say “Everything is fine”.  
Carers should attend appointments, if possible, with a strategy for sharing accurate information.  
Medical professionals may not be fully informed about the complexity of LBD. 

Advice and support 

Receiving a diagnosis of a Lewy body disorder is likely to have a profound effect on both the 
person with the condition and the people around them. If a second diagnosis of Parkinson’s or 
LBD, is received, nothing new or unexpected has happened. The progression of the disorder, 
adding extra symptoms, has led to the second diagnosis.  

You may feel in need of some extra support. We believe some of the most meaningful support can 
come from other people with similar experiences. 

Connect with a Lewy Buddy 
Join our support network to connect with ‘Buddies’ in similar situations, for phone calls, video calls 
and possibly local meetups. www.lewybuddiesuk.org/buddies.html 

Join our Facebook community 
Our Facebook group is an informal place to connect with a community of people affected by a 
cognitive Lewy body disorder across the UK. www.facebook.com/groups/lewybuddiesuk 

More information?   
Click this link and please scroll down the page to watch a 16 minute video: 
www.lewybuddiesuk.org/lewy-bodies-guide.html produced for Dementia Carers Count in 2023, 
when we were called the Lewy Buddy Support Network UK. 
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