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A PATIENT’S JOURNEY

Visual agnosia

This patient was left with visual agnosia after developing herpes simplex encephalitis at a young
age. She describes her strategies for coping with this visual disability

Anonymous patient', Anna Basu academic clinical lecturer®

"Northumberland, UK; Sir James Spence Institute, Royal Victoria Infirmary, Newcastle upon Tyne NE1 4LP, UK

This is one of a series of occasional articles by patients about their
experiences that offer lessons to doctors. The BMJ welcomes
contributions to the series. Please contact Peter Lapsley
(plapsley@bmj.com) for guidance.

When I was 11 months old I developed herpes simplex
encephalitis after coming into contact with a cold sore, which
damaged the areas of the brain responsible for processing vision.
I was left with visual agnosia and had severe difficulties in
recognising people by their faces. I cannot remember the details
of the earliest events surrounding my illness, but I have talked
about them a lot with my family and this is my story.

During the illness I lost my sight as well as my ability to sit and
walk. It took me about six months to relearn to walk unaided.
During this time my vision gradually improved, but I had to
rely on my other senses to interact with the environment. I would
sniff, touch, and taste things around me, including the floor,
furniture, and people’s clothing, which some found unnerving.

My speech development was good. I found changes in routine
upsetting and puzzling. Mum had the support of medical and
educational professionals and on their advice I was taught at
home by an educational service (Portage) for preschool children
with additional support needs and their families, and I had a
support assistant at play school. Around this time mum noticed
I was making mistakes in recognising family members. Once I
was seen talking to my brother’s friend, mistaking him for my
brother (who looks completely different).

It wasn’t just a problem with recognising family members, or
people in general—mum had painted a Postman Pat mural on
my wall and despite being familiar with his character through
books and DVDs 1 just could not recognise him. However, it
was when mum realised that I couldn’t even recognise her that
things came to a head. This happened on a Portage course for
parents. As the parents entered the créche, the children got up
and went to their mums and dads. I got up too, studied the adults
and then returned to my carer rather than going to my mum.
Although mum had been standing close to me, it wasn’t until
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she spoke that I got up and took her hand. Mum talked about
this to a teacher for the visually impaired at my nursery. He said
he thought I might have a facial agnosia. This was discussed
with the child neurologist at my next appointment, and
subsequently with a neuropsychologist.

My lack of recognition of family members caused all sorts of
difficulties. Mum will never forget the time I was on a child’s
amusement ride in the supermarket while she was close by
paying for her shopping. When the ride had finished she heard
me calling for her and then saw me being lifted out by a woman.
This stranger was reluctant to hand me back to my mum because
she didn’t see the flash of recognition she was expecting from
me.

I also had problems with object recognition. No one could
understand how I managed to find small objects dropped on the
floor but wasn’t able to recognise pictures of everyday objects.
When given a verbal clue I would always get the object right.
I couldn’t visually distinguish between animals such as a cat
and dog or a cow and sheep. This problem only improved after
many visits to farms and zoos.

When I first started school my eye contact was poor and despite
constant encouragement from my family, teachers, and carers
to lift my head I found it hard to look at people. My confidence
was lowered further by the repercussions when I misread facial
expressions.

Some aspects of my condition have improved but not the facial
agnosia and I continue to find the recognition and identification
of faces difficult. Recognition is even harder when people are
out of context or a particular feature such as hair colour has
changed. School was on occasions frustrating, not least because
everyone wore the same uniform. Finding friends both in and
out of the classroom could be difficult, so I had to rely on my
other senses. Things became easier when I moved into sixth
form, as students could wear casual clothing. Teachers found
my disability difficult to understand. Some believed it didn’t
exist and others didn’t understand that the problem arose from
my brain not my eyes. Unbelievably, at a parents’ evening a
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teacher asked mum whether all her children were blind, to which
(after taking a deep breath) she replied “On my last count, none
of my children is blind.”

Getting teachers to complete the simplest of tasks, such as using
a black pen on the whiteboard and enlarging worksheets, was
a test all of its own and made life in the classroom problematic.
Despite these challenges I was successful at GCSE level, with
10 good grades. Subsequently I studied English language, art,
and psychology at A level. As part of my psychology course I
studied face perception and its disorders and was asked to give
a series of talks to the other psychology classes. For my art A
level I brought together elements of Cubism and still life and
incorporated texture to give my work a more original and
interesting direction, reflecting the importance of touch in
helping me to understand my surroundings in my early life.

Over time | have built up my own strategies for recognising my
family and friends and those I am in daily contact with like my
work colleagues; for example, by remembering their style of
walk, hairstyle, and hair colour. I have also become good at
recognising voices and scents, including the perfume worn by
particular people. Recently I have become more sensitive to
sounds such as those made by jewellery and keys. I am able to
find mum in crowded places by the sound of her bangles and
dad by the sound of his car keys. This has increased my
confidence in public places. I remember when I was around
seven years old being perturbed at meeting identical twins who
were also identically dressed. Although neither I nor anybody
else could distinguish the twins by sight, for once my personal
strategies for distinguishing between people by voice, scent,
etc, failed me. I was left so scarred by this experience that

months later I avoided a close family friend “because she might
have a twin.”

A few years ago I was approached by my neurologist, Professor
Eyre. She asked if I would take part in a research study of face
training, with the aim of relearning the mathematics of face
recognition and using functional magnetic resonance imaging
scans to look for any changes in the brain. When babies and
children study faces intently their brains are learning to calculate
the distance between eyes, nose, and mouth and the width and
length of faces, which are the basics of expertise in recognising
faces. The training programme required me to categorise faces
based on differences in these distances. Involvement in the study
has improved my eye contact and confidence. My training scores
have also improved but I still have trouble recognising faces.
Despite this [ am becoming more confident in my day to day
recognition of friends and family using all available means.
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A doctor’s perspective

Visual agnosia is a specific failure of visual recognition of objects not explained by elementary visual deficits. The agnosia can be category
specific—for example, prosopagnosia is a specific agnosia for faces. Pure visual agnosia is a rare condition, particularly in young people,
but visual agnosias can also occur as part of neurodegenerative conditions.

This patient’s visual agnosia was secondary to early acquired herpes simplex encephalitis, which caused bilateral damage to the
occipitotemporal regions. Those brain areas specifically involved in processing faces were affected, and although the patient made a good
recovery overall, face recognition remains problematic on a day to day basis. Her story is remarkable on several levels. One of the most
striking aspects is the “invisible” nature of the condition. It is not surprising that people may be confused by the fact that someone can see
well enough to go horse riding but cannot distinguish between family members by their faces. What people don’t understand they often
refuse to believe and this has clearly led to some awkward situations. This patient’s drive to study the condition in detail and to explain it to
others is both understandable and commendable. Her ability to perceive the world differently can also be viewed as a strength and has led
to some original artwork.

Doctors can help those with visual agnosia by being alert to the possibility of disorders of higher visual function, facilitating appropriate
neuropsychological assessments, and providing explanations and accessible strategies for families and schools. To achieve all this, however,
requires awareness of such conditions.

Most remarkable of all are the sheer courage and determination shown by this patient and her family to help overcome her difficulties,
enabling her to succeed both in and out of school and in holding down a job. | have learned much from sharing this part of her journey and
am proud to know her.

Anna Basu

Useful resources for patients and clinicians

Farah M. Visual agnosia. 2nd ed. MIT Press, 2004—A classic text on disorders of visual recognition

National Portage Association (www.portage.org.uk/)—A home-visiting educational service for preschool children with additional support
needs and their families

National Institute of Neurological Disorders and Stroke (www.ninds.nih.gov/disorders/prosopagnosia/Prosopagnosia.htm)—Patient
information on prosopagnosia, or “face-blindness”

Faceblind.org (www.faceblind.org/)—Information from researchers and opportunities for those affected to take part in research

For personal use only: See rights and reprints http://www.bmj.com/permissions Subscribe: http://www.bmj.com/subscribe

ybuAdoos Aq paraslold 1senb Ag £z0z [1dy 8T U0 /wod g mmmy/:dny woly papeojumod "ZT0Z J8QWBAON 6 UO Zie /8 lwa/9eTT 0T se paysiand isiy (NG


http://www.portage.org.uk/
http://www.ninds.nih.gov/disorders/prosopagnosia/Prosopagnosia.htm
http://www.faceblind.org/
http://www.bmj.com/permissions
http://www.bmj.com/subscribe
http://www.bmj.com/

