Info after Zoom 20251110

16 Buddies joined Esther and Linda for the November carers’ support meeting on Zoom. One
Buddy, a man, was attending for the first time. He found it very helpful but felt a bit outhumbered
as the only male.

Topics discussed:

The proportion of men and women with an LBD diagnosis

Esther checked this after the meeting with Professor Rimona Weil who replied:

“‘Men are more frequently affected by LBD.

| find that in research and support groups, the proportion is even more skewed, possibly by
more female carers taking up support offers.

The actual proportions vary in different studies though!

In our (UCL) studies it is about 7 to 3 or even higher for men.”

LBD stages

The LBD umbrella covers a wide range of symptoms. Symptoms depend on which parts
of the brain are affected by the Lewy bodies (abnormal 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.

As a carer, there are three basic stages that matter:

Early stage — still independent;

Middle stage — requiring support;

Late stage — requiring constant care.

Fluctuations in alertness and capability is a key identification factor for LBD — so people
may move between these stages.

Most carers noticed early symptoms several years before diagnosis.

High anxiety — helpful drugs

Some drugs were mentioned that were helpful and Buddies present appreciated this
information. They will discuss medication with GPs. Although there were people present
with medical expertise, we are a peer support group and do not recommend specific
drugs.

One Buddy mentioned that, following the introduction of a new drug, their partner is now
awake for only about four hours a day.

Mindfulness meditation may reduce the need for drugs and be helpful for both carers and
the person they are caring for.

High anxiety — sundowning

Buddies mentioned that music can be helpful to reduce anxiety when it gets dark.

One Buddy uses Classic FM; another uses the Calm app; another recommended getting in
touch with the Purple Angels charity for a free MP3 player
https://purpleangelsglobal.com/purple-angel-mp3-players/ and Esther mentioned
https://www.musicastherapy.org/

Confusion caused by reflection in a mirror, and in photographs
A Buddy asked if it is common for people with a diagnosis not to recognise themselves.
No-one present had experienced this.

Masking
Masking in LBD refers to a lack of facial expression, which is a common motor symptom of
Lewy body dementia (LBD). It also refers to the ability of individuals with LBD to hide or



https://purpleangelsglobal.com/purple-angel-mp3-players/
https://www.musicastherapy.org/

cover up their cognitive symptoms in the early stages of the disease, particularly in the
presence of visitors.

Hospital visits

A Buddy described problems experienced by appointments in three different hospitals.
Esther mentioned the importance of making sure that the consultants at the different
hospitals are in touch with one another, particularly about prescribing medications.

Care homes/nursing homes
Almost all Buddies have anxieties about not being able to continue providing care at home.
We welcomed the advice “Live in the moment and prepare for the future”.
Examples of this were to:
- Investigate care homes which provide day care, which can reduce pressure and
also be a good preparation for a future move;
- Investigate care homes where a couple (or parent and child) can stay together for a
few nights, to find out if it would be suitable before a period of respite, or a future
move.

TV adverts about dementia
These can be distressing and should be switched off.

Article in Telegraph Magazine about LBD
Thanks to the Buddy who provided a copy of this article — attached — which mentions
Rimona’s research.

Use of the term Disorder, rather than Dementia
Most Buddies found it helpful to describe LBD as a Disorder, not Dementia.

Use of Al to transcribe the discussion at future meetings
The feedback survey following the meeting included a question about using Al.



