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World Health Organisation:

‘The experience of complex visual hallucinations in a person who has 
experienced partial or complete loss of vision. Hallucinations are 
exclusively visual, usually temporary, and unrelated to mental and 
behavioural disorders’



•Small number of cases of CBS in children recorded in 
scientific literature

•Between 1974-2012, just 6 cases were reported

Does CBS occur in children? Yes



What we did:

• Searched  electronic patient records of all children and young 
adults (<25 years) attending Moorfields Eye Hospital between 2011 
and 2020

• Keywords: ‘Charles Bonnet’ and ‘visual hallucinations’

• Collected demographic details



Mar 2011- Jan 2020

• 13 patients (9 Male; 4 Female)

• Mean age at onset 11 (range 4 to 24) years

• 5 patients diagnosed with Stargardt disease

• 1 patient with unilateral microphthalmia
• Preserved vision in fellow eye

• Limited data on management and impact

Stargardt disease:

Microphthalmia:

What we found:



Interviews

• 6 families recruited from Esme’s Umbrella

• Children aged (7-15 years)

• Interview transcripts analysed to identify common 

themes

Qualitative research:



Theme 1: Diagnosis journey

• Lack of awareness about CBS among HCPs, leading to misinformation

• Lack of awareness among parents. Initial hallucinations misattributed to childhood imagination

• Delays receiving information about CBS and a diagnosis

The doctor said you don’t normally get hallucinations in sight 
loss. You only normally get that in people with Alzheimer’s... It’s 

shocking that doctors in their own field don’t know it.
~ Parent ~



They’re creepy creatures with human-like features. They’re like 
literal beings.  It could hide behind doors, or it could just 

vanish. They’re like modern-day horror movie entities.
~ Child (15y) ~

Theme 2: Hallucination phenomenology

• Both simple & complex hallucinations were reported, including:

• Patterns & shapes

• People & ‘entities’

• Bugs & insects



When it pops up while I’m doing my homework, I can’t finish it 
because I can’t see what I’m doing. One minute I’m reading and 

the next minute I can’t see anymore.
~ Child (12y) ~

• CBS had broad impact on daily life, including:

• Anxiety and poor mental health

• Sleep disturbances

• Disruption to school/homework

• Restricting social activities

• Concerns about physical safety

Theme 3: Impact of hallucinations



I can ignore them better when I’m distracted. I think when I’m 
stressed or upset it does happen more.

~ Child (11y) ~

• Perceived triggers including:

• Low-lighting conditions

• Stress

Mitigation strategies including:

• Blinking

• Head and eye movements

• Distraction to shift focus

Theme 4: Managing hallucinations



As a parent, there’s key questions that I want answered. How long is 
she going to have this? Will this ever go away? How am I supposed to 

reassure her when I don’t even know the answers myself?
~ Parent~

• Limited support:

• Lack of signposting to services

• Limited information available for children

Theme 5: Experiences of support



Patient resources / support

• Patient information sheets co-designed with young people:
• Freely available: www.charlesbonnetsyndrome.uk

http://www.charlesbonnetsyndrome.uk/


Patient resources / support

• YouTube Webinar with children and young people: 



Children experience CBS but may have difficulties reporting symptoms

Summary

Strategies may help to alleviate symptoms

Hallucinations may be troubling and interfere with daily living

More awareness to ensure people with CBS are effectively supported 

Resources are available online: www.charlesbonnetsyndrome.uk

http://www.charlesbonnetsyndrome.uk/
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