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What is Charles

Bonnet
Syndrome?

 CBS refers to visual hallucinations experienced by people
with vision loss

* No psychiatric component

 Estimated to affect approx. 1 in 5 people with vision loss,
that’s 47 million people worldwide

* One third of whom suffer from ‘negative outcome CBS’
where hallucinations impact negatively on patients’ lives,
causing stress or distress and reduced quality of life?
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I’ve got Charles
Bonnet Syndrome

...now what?
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Management strategies
*Move eyes from side-to-side

*Shut your eyes or look a
*Change the lighting levels
*Distraction

°Interaction/disruption



The impact of educational tools on
hallucinations in Charles Bonnet Syndrome CITY
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To investigate psychological impact of CBS, and
self-management strategies employed by
individuals with CBS




Phase 1

e Baseline Questionnaires to assess QOL

Phase 2

 2x Podcast Distribution

* Follow-up Questionnaire and Focus Group m

Recruitment via vision-related charities and Socials
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Baseline Questionnaire features:

* Input from patient advisors via focus group (PPI)
 Demographics

* (Questions about CBS experience

* General health-related quality of life (EQ-5D-3L)
* Vision-related quality of life (VF-9)

e 3 jtem loneliness scale
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* Positive and Negative Affect Schedule (PANAS)
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The podcast

 Both ~15 minutes long

« Recorded by word'bird

. fluent healthcare , ]
* Ft Dr Amit Patel — discusses his experiences

* Ft Professor Dominic ffytche — discusses the research




INTERACTION PODCAST

Introduction to CBS and its history

Clinician shares their perspective and
guidance

Patient shares their experience

Clinician provides strategies for
managing CBS

&

Listener is encouraged to try
interacting with hallucinations by
reaching out and touching them

EDUCATIONAL PODCAST

Introduction to CBS and its history

Clinician shares their perspective and
guidance

Patient shares their experience

Clinician provides strategies for
managing CBS



Follow-up Questionnaire & Focus Group:

* Did the interaction technique work?
* Did any techniques work?
* Any changes in measures quality of life?

* Thoughts on podcast as a medium for health information



Research Question: Phase 1

Do greater levels of negative affect (gloomy outlook)
correlate with a greater likelihood to report the
impact of CBS symptoms as negative, as well as

poorer self-reported QOL?



Phase 1 Main Results: Baseline Questionnaire

e 126 UK-based adults with CBS

* 81% of respondents were aged over 65 years (73 F)
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Phase 1 Main Results: Impact of CBS on QOL
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Phase 1 Main Results: Impact of CBS on QOL
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Phase 1 Main Results: CBS impact, Negative Affect & loneliness

Impact of
CBS

(p=<0.001, \(p=0.017)
Negative PN | onell
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Phase 1 Main Results: CBS impact, Negative Affect & Loneliness
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Research Questions: Phase 2

1. Does a podcast which encourages active engagement with
hallucinations (e.g., interacting physically), lead to different behavioural
responses compared to a podcast that provided general information on

CBS management strategies without explicitly promoting direct
interaction?
2. Does an educational podcast on CBS enhance emotional well-being and

promote more positive attitudes toward hallucinations?



Phase 2 Main Results: Podcast Study

e 54 UK-based adults with active CBS

* 80% of respondents were aged over 65 years (74% F)

e 26 =interaction podcast; 28 = education podcast

-
\_




Phase 2 Main Results: Behaviour Change post-podcast

p
80% of participants reported they did not change how they

responded to hallucinations after receiving either the podcast

~

N y
2 \
Half the participants said they were inspired to try the
\interventions suggested in the podcast. g
2 \
Half of participants indicated they had used the
\self—management strategies suggested g




Phase 2 Main Results: Behaviour Change post-podcast

Sleep

Disrupt Hallucination

Occupy Mind

Change Environment

Familiarise

Reality Check

Effectiveness of Management Strategies
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Phase 2 Main Results: Behaviour Change post-podcast
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Phase 2 Main Results: Behaviour Change post-podcast
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64% found podcast helpful
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63% told new people about their symptoms
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Addressing the emotional
well-being and self-perception
of people with CBS are crucial

in the assessment of QOL

Podcasts may be an educational
support tool for people with

CBS

Discussion

Educational interventions may
serve as a valuable tool for
supporting the emotional health
of people with CBS

Podcasts should be high quality



Take home message:

Let’s talk more about Charles Bonnet Syndrome!

Thank you
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