Info after Zoom 20251013

Eighteen Buddies joined Esther and Linda for the October carers’ support meeting on Zoom. Five
were attending for the first time.

Some technical issues prevented one Buddy from joining and cut off another Buddy.

TOPICS discussed — during the meeting and in the Chat

Increasing GP’s (and other’s) knowledge about LBD:

Buddies were encouraged to give GPs (and others) booklets available from the Lewy Body Society
https://www.lewybody.org/information-and-support/information-leaflets/

and/or the ‘LBUK Key Points about LBD’ document.

Book recommendation:

Bruce Willis's wife, Emma Heming Willis, has written a book “The Unexpected Journey: Finding
Strength, Hope, and Yourself on the Caregiving Path’. The memoir is a guide for caregivers,
drawing on her personal experience as she cares for her husband, who was diagnosed with
dementia.

Talking therapy:

A Buddy has benefitted from a 12 week course, one hour per week online — You can self-refer:
https://www.nhs.uk/mental-health/talking-therapies-medicine-treatments/talking-therapies-and-
counselling/nhs-talking-therapies/

Life review:

For those who like to talk, or would benefit from being brought out of themselves, a Buddy has
recently heard of a Life Review. It's a series of questions that can be asked of the individual in an
interview/conversation style, or they can work through a workbook and answer the questions
themselves. Can help the individual to work through 'issues' or remember, and/or loved ones to
learn about the individual.

Two examples, but there are lots of different ones on the internet.
https://carolynecooper.com/a-free-life-review-workbook-and-why-you-should-use-it-throughout-

your-life/
https://thethrivecenter.org/a-practice-questions-for-life-review/

Uribag:
This is a very useful portable bag for urine for men, which can be used sitting down.

https://uribag.com/
https://livingmadeeasy.org.uk/product/uribag-male-urinal

There is also a female version, if anyone tries it, please give Esther a report.

Excess saliva:
Medication is not recommended for people with LBD. Sucking sweets or chewing gum were
suggested instead.

Dry mouth:
Some Buddies reported on the opposite problem and Oralieve products were suggested.
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Decreasing platelets — causing fatigue:
One Buddy asked for information about this. This was followed up after the meeting — this is
unlikely to be caused by LBD.

Other matters:
Other matters raised were sleep deprivation, losing your temper, bleeds on the brain, choking,
convulsions and Myoclonic epilepsy.

FEEDBACK after meeting

We trialled an online quick feedback form after the meeting, with results below:

How many attendees do you think online support meetings should be limited to?
12 responses

@ 0-5people

® 6 - 15 people
16 - 25 people
@ No limit
@ Other (please state the max number)

How useful did you find the meeting?
14 responses

@ Not helpful at all

@ Not very helpful
Not sure

@ Quite helpful

@ Very helpful

PLANS for next meeting

Messages on Chat will not normally be referred to during meeting, but important information will be
included in next Buddy Bulletin.

As an experiment, Esther will provide a list of the people attending when sending out the link for
the meeting. This will include the details as shown in the Directory:

Bereaved
West carer
Esther B Midlands B13 (spouse) Stage not applicable

This will give us more time to talk about topics which concern Buddies.



