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Up to one million people in 
the UK suffer from vivid 
hallucinations caused by 
their sight loss, but hardly 
anyone has heard of  
Charles Bonnet syndrome.  
Jo Waters finds out more

too scared to mention it because of the 
stigma, hence suffer in silence. 

‘Even if they raise it with a health-care 
professional, they may be misdiagnosed 
unless the doctor is aware of CBS. It’s 
important to get the correct diagnosis as 
visual hallucinations can get worse with 
anxiety, worry and stress. During the 
lockdowns, it must have been even more 
distressing for people if they were 
experiencing symptoms for the first time. 

‘If people know about CBS and are 
reassured about the cause, then around 
70% can manage their symptoms with 
distraction techniques without 
needing further treatment.’ (See box.) 

People with more serious symptoms 
may be treated with cognitive 
behavioural therapy to address 
anxiety, or medication such  
as epilepsy drugs, which calm the 
excitability of the visual cortex. 

Sheelagh’s CBS symptoms began in 
October 2018 when she first started 
experiencing sight problems. ‘I noticed  
a white translucent bat flying in front of 
my eyes,’ she recalls. ‘I also had problems 
seeing in the dark, so I went to get my eyes 
tested, expecting to be diagnosed with  
a cataract, but I was referred on to an 
ophthalmologist who ordered a retinal 
scan. This confirmed I had a genetic eye 
disease called retinitis pigmentosa, which 
causes loss of peripheral vision resulting 
in “tunnel” vision and eventually blindness.’ 

Sheelagh was too shocked by her 
diagnosis to mention the bat, but her 
hallucinations continued. ‘Sometimes  
I’d walk into a room and catch sight of 
figures. One time I saw a wizened old man 
sat at the piano about to play, but only his 
upper torso was visible. I found that blinking 
repeatedly made him disappear. I don’t 
believe in ghosts and just thought what  
I was seeing must be related to my sight loss. 

‘I began researching retinitis pigmentosa 
and discovered people losing their sight 
can experience Charles Bonnet syndrome 
and contacted the CBS charity Esme’s 
Umbrella for advice. Once I understood why 
the hallucinations were happening – that it 
was my brain compensating for my failing 
eyesight – I stopped worrying about them. 

‘Recently I saw egg-sized black bugs 
crawling out of a radiator, which made  
me jump, but I knew I could make them 
disappear by just staring hard at them  
and they melted away.’

TRICK OF THE EYES

Sheelagh Robinson, 

right, has been 

experiencing 

hallucinations  

for three years,  

but has learned  

to manage them 

diseases. These include glaucoma; age-
related macular degeneration (AMD), which 
leads to loss of central vision; diabetic 
retinopathy, damage to the retina caused 
by diabetes; and retinitis pigmentosa,  
a genetic disorder that leads to tunnel vision.  

Not all GPs are familiar with the condition, 
though, which appears to be on the rise.  
The Royal National Institute of Blind 
People reported that calls to its helpline 
about CBS rose by 67% in January 2021 
compared to the same month in 2020. 
Research by Professor Mariya Moosajee at 
University College London has found CBS 
symptoms intensified during the first 
lockdown last year, with more than 50% of 
CBS patients reporting their hallucinations 
becoming more frequent and more 
distressing. ‘The lockdown resulted in 
unprecedented levels of loneliness and 
social isolation, and we think this is why 
their symptoms worsened,’ she says.  

In CBS, the visual cortex, an area of the 
brain that processes visual information, 
misfires as it struggles to compensate for 
the missing information caused by sight 
loss. CBS hallucinations are more common 
in older people because they are more likely 
to have eye diseases, but can even affect 
children. An estimated 10-20% of people 
with moderate to severe sight loss are 
believed to suffer from CBS, but few are 
warned about it. The visions are silent and 
lifelike. Some can be frightening; others 
see vivid, colourful landscapes. 

Symptoms may go away after a few 
months as the brain adjusts to the reduced 
information reaching it, but many find 
they last years, as in Sheelagh’s case. 

‘These images aren’t real but if you have 
a sight loss condition and haven’t been 
warned that they may happen as a side 
effect of your eye disease, they can be scary,’ 
says Professor Moosajee. ‘People sometimes 
wrongly think they are developing 
dementia or a mental health illness and are 

itting waiting for her husband in 
a restaurant, Sheelagh Robinson 
did a double-take as she saw  
a disembodied arm suddenly reach 
out right across her dinner plate. 

‘It was crystal clear and seemed 
very real and yet I knew it couldn’t be,’ says 
Sheelagh, 66, a property manager who lives 
in West Yorkshire with her husband John, 
70. ‘It just didn’t make any sense and was 
quite unnerving – I didn’t mention it to 
John as I didn’t want to make a fuss. 

‘At other times I have seen gargoyle faces 
peering in through my kitchen windows.’ 

Sheelagh knows she isn’t going mad or 
seeing apparitions but is experiencing vivid 
hallucinations caused by a condition called 
Charles Bonnet syndrome (CBS). It’s suffered 
by people with sight loss conditions when 
their brain fills in the gaps in the visual 
information sent to it. CBS is estimated to 
affect between 600,000 and one million 
people in the UK who have moderate to 
severe sight loss or blindness due to eye 

‘The visions are silent 
and lifelike. Some  
can be frightening  
and distressing;  
others see vivid, 
colourful landscapes’ 

Seeing is not  
always believing
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HOW TO HELP 

Try distraction 

techniques. ‘If you 

reach out to touch 

the image, it will 

disappear because 

you’ll be engaging 

a different part of 

the brain, and hence 

jog it out of 

producing 

a hallucination,’ says 

Professor Moosajee. 

Other techniques 

include staring hard 

at the image, 

repeatedly blinking 

or looking from side 

to side, shining 

a light under your 

chin in front of your 

eyes (but not into 

them), and walking 

around the room. 

Esme’s Umbrella is 

a national charity 

that provides 

information and 

support to people 

with CBS. Visit 

charlesbonnet

syndrome.uk 

If distraction isn’t 

working, or the 

images you see are 

very distressing, ask 

your GP for a referral 

to a psychiatrist. 
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