
LBUK - Online Support Meeting 

8th December 2025 

Attendance 
Esther, Linda and 9 carers – 2 men and 7 women.  (Richard provided background support) 

Meeting summary 

Key takeaways 

• Palliative care was discussed extensively, with a Buddy sharing her experience of accessing 
support for her husband with Lewy body dementia 

• The drug trial for Ondansetron (an anti-vomiting medication) that may help with hallucinations in 
Lewy body/Parkinson's patients was highlighted 

• Various monitoring solutions were shared, including baby monitors, Ring cameras, and other 
surveillance options for caregivers 

• Activities for dementia patients were discussed, including RSPB bird toys, art therapy, and 
music 

• Meeting logistics were addressed, including attendance limits and the format of future meetings 

Discussed topics 

Palliative care for Lewy body patients 

Buddy initiated a discussion about her recent experience getting palliative care support for her husband 
with Lewy body dementia. 

• Details 
o Buddy: Shared that she recently accessed palliative care for her husband Ben, 

which provided significant support including access to hospice services, community 
nurses, and a named GP 

o Buddy: Expressed frustration that this support wasn't offered earlier, as she had 
been struggling for 5 years 

o Buddy: Mentioned that a friend with a husband who has a brain tumour received 
overnight breaks through hospice palliative care 

o Buddy: Noted that palliative care availability depends on location (a "postcode 
lottery") and that with Lewy body it can be difficult to predict the timeline 

o Buddy: Shared that in Wandsworth they were fortunate to be connected with a 
local hospice through the Council's Carer Centre at an early stage 

• Conclusion 
o Palliative care can provide valuable support for Lewy body patients and their carers 
o Access varies significantly by location 
o Patients typically need to meet specific criteria to qualify 
o Carers often need to proactively ask for this support rather than having it offered 



 

“Top Hat” drug trial for hallucinations (Ondansetron) 

Buddy raised the topic of a drug trial for treating hallucinations in Lewy body/Parkinson's patients. 

• Details 
o Buddy: Shared information about a drug trial for Ondansetron, an anti-vomiting 

medication being tested for preventing hallucinations in Parkinson's/Lewy body 
patients 

o Buddy: Mentioned her husband is currently participating in this trial and she 
believes it helped with his hallucinations 

o Buddy: Explained they declined participation due to a previous bad experience 
with a study that left his wife exhausted, and because his wife's hallucinations are 
generally pleasant 

o Buddy: Noted the trial is being run through UCL  
www.ucl.ac.uk/brain-sciences/psychiatry/research/mental-health-older-people/top-hat/about-study 

• Conclusion 
o The group agreed to share information about the trial through the bulletin and 

Facebook group 
o Buddy's experience suggests the drug may be effective for some patients 

Hallucinations in Lewy body dementia 

Buddy asked whether all Lewy body patients experience hallucinations. 

• Details 
o Buddy: Asked if hallucinations are universal in Lewy body dementia 
o Buddy: Explained that while hallucinations are a key pointer for Lewy body 

dementia, not everyone experiences them 
o Buddy: Mentioned her husband has had delusions but not hallucinations 
o Buddy: Noted that Lewy body symptoms vary widely between individuals 

• Conclusion 
o Hallucinations are common but not universal in Lewy body dementia 
o The disease presents with a wide range of symptoms that vary between individuals 

Meeting format and logistics 

Discussion about the structure and organization of the Lewy Buddies online meetings. 

• Details 
o Buddy: Asked about the meeting agenda and structure as a relatively new 

participant 
o Buddy: Explained the meetings are self-generating without a formal agenda, 

focused on sharing experiences and offering advice 
o Buddy: Raised the question of how to handle attendance if more than 15 people 

want to join 
o Buddies: All agreed that turning people away would be distressing 
o Buddy: Suggested possibly adding a second meeting if numbers consistently 

exceed capacity 



o Buddy: Asked about adding a question about discussion topics when people 
register 

o Multiple participants: Agreed this would be helpful 
• Conclusion 

o The group will not turn away participants even if numbers exceed 15 
o A second meeting might be added if numbers consistently exceed capacity 
o Future registration emails will include a question about topics participants would 

like to discuss 
o The Buddy Bulletin will continue to be the primary notification method, with a 

reminder email sent the night before 

Activities and engagement for dementia patients 

Buddy initiated a discussion about activities for dementia patients, particularly focusing on her mother 
in residential care. 

• Details 
o Buddy: Asked about experiences with therapy dolls for dementia patients 
o Buddy: Shared an experience with a stuffed cat that was unsuccessful 
o Buddy: Mentioned success with art therapy, particularly drawing and colouring 

activities 
o Buddy: Recommended RSPB soft toy birds that make authentic bird sounds, 

which her husband enjoys 
o Buddy: Suggested using photos and slides on an iPad to help patients talk about 

past experiences 
o Buddies: Discussed creating photo books with family pictures and travel 

destinations https://www.freeprintsapp.co.uk/ 
o Multiple participants: Discussed music as an engagement tool 

• Conclusion 
o Different activities work for different patients depending on their interests and 

abilities 
o Photo books, music, art therapy, and sensory items such as the RSPB birds can be 

effective 
o Personalisation based on the patient's interests is important 

Update on therapy dolls and stuffed animals: 
Rachel Wanderlin goes through how to introduce this, and also animals like pets:  
https://youtu.be/JRuiRi7qSyE 
This is the therapy doll:  
https://www.alzproducts.co.uk/dementia-doll?srsltid=AfmBOoqIRCRkC6hhUsVJ9rcrr1siKo2EngcJTWC9Qq65-IoOkfz7ZZVZ 
Buddy has not yet introduced it. This is because it needs some thought and process and the 
care home isn’t quite there yet.  

Monitoring solutions for caregivers 

Discussion about technology to help monitor loved ones with dementia. 

• Details 
o Buddy: Mentioned using a video baby monitor to check on her husband 
o Buddy: Suggested Ring doorbell and in-house cameras that detect motion 



o Buddy: Shared his experience with Amazon Ring cameras throughout the house, 
which allowed him to see movement and communicate through two-way audio 

o Buddy: Expressed interest as her husband had fallen forward in his chair without 
her knowledge 

o Buddy: Cautioned about companies trying to sell ongoing video recording 
subscriptions 

o Information about VAT relief:  
https://www.gov.uk/guidance/reliefs-from-vat-for-disabled-and-older-people-notice-7017 

• Conclusion 
o Various monitoring solutions are available at different price points 
o Ring cameras were recommended by multiple participants for their quality and 

features 
o Caregivers should be cautious about additional subscription costs 
o Dementia-specific organisations may offer more reliable products than general 

retailers 

Support for caregivers during hospital stays 

Buddy shared her concerns about an upcoming hip operation and arranging care for her partner. 

• Details 
o Buddy: Explained she needs hip surgery and is concerned about arranging care 

for her partner with Lewy body dementia 
o Buddy: Mentioned difficulties getting an assessment from social services 
o Buddy: Suggested contacting her local councillor to help expedite social services 
o Buddy: Mentioned carer's cards that can be carried to alert others if something 

happens to the carer 
o Buddy: Confirmed she also has a carer's card 
o Buddy: Mentioned the CEA card that allows carers free entry to cinemas 

(https://www.ceacard.co.uk/) 
• Conclusion 

o Political involvement through local councillors can help with social services 
o Carer's cards are an important safety measure 
o Various support schemes exist for carers, including discounts for entertainment 

Iron deficiency in Lewy body patients 

Buddy shared information about her mother's experience with iron deficiency. 

• Details 
o Buddy: Explained her mother had been agitated and had erratic behavior, which 

improved after treating low iron levels 
o Buddy: Noted that Parkinson's medications (specifically Madopar) can affect red 

blood cell count and iron levels 
o Buddy: Mentioned giving her mother gummy vitamins that may contain iron 
o Buddy: Recalled her husband also needed iron supplements 

• Conclusion 
o Iron deficiency can be a side effect of Parkinson's medications 
o Addressing iron deficiency can improve symptoms and behaviour 
o This side effect may not be commonly mentioned by consultants 



 

Probiotic research for Parkinson's symptoms 

Buddy briefly mentioned research on probiotics for Parkinson's symptoms. 

• Details 
o Buddy: Asked if anyone had heard of William Li's research on a probiotic strain 

called Lactobacillus plantarum PS-128 showing promise for stabilizing Parkinson's 
symptoms 

o Buddy: Asked Buddy to send details after the meeting 

Update: https://drwilliamli.com/ and  
https://www.neurologysolutions.com/the-gut-brain-connection-gut-health-parkinsons-disease/ 
 
 

 


