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Letter
from the editor

3

Rachel Hughes 
Communications &  
Engagement Manager

We have all been confronted by a 
huge amount of change in the past 
few months. Amid the chaos, we’re 
happy to report that all Glaucoma UK 
staff and trustees are safe and well. 

The staff team have been working remotely 
since March and our usual head office 
support services have been maintained 
without interruption, despite an initial 
reliance on some rather makeshift 
technology! 

Our regional Development Managers 
have been hardest hit because their roles 
involve so much face-to-face work. A 
few colleagues have been on periods of 
furlough over summer, but all are now 
returning to work and we’re planning 
a gradual return to the office over the 
coming months.

In ophthalmology, outpatient 
transformation is moving at pace and  
scale. Across the UK, different initiatives  
are being trialled to tackle the vast numbers 
of people waiting for appointments as 
services resume. We will be asking for your 
views as we get greater clarity about plans 
so we can make sure your voices are heard 
as new systems and services are shaped.

Our new name and visual identity have 
encouraged us to think differently and get 
creative. And the same is true for you! Be 

sure to check out page 58 where you will 
find an amazing display of images from 
our Glaucoma Awareness Week colouring 
competition entrants. You’ll understand 
why we found picking a winner so difficult 
when you see the designs.

In the last edition, we asked for your help 
with re-naming this magazine. Thank you 
to all who got in touch. There was a huge 
variety in suggestions which gave us a lot to 
think about! 

Here is a sample of the suggestions we 
received: Eye Wise, Eyes Right, Illuminate, 
Glaucoma Today, Open Eye, Glaucoma 
UK News, Unblinkered, Inform and Help, 
Glaucoma UK Outlook, Foresight (and 
ForSight), Glaucoma and You, Optimum

With so many fantastic ideas, we decided 
to go with majority rules… thank you to, 
Niamh, Ceri, Philippa, Joanna, and Paul 
who all got in touch independently to put 
forward the name, Insight!
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News

What does glaucoma look like? It’s 
a question that might be asked by 
someone worried about glaucoma, 
who is newly diagnosed, or trying 
to understand their loved one’s 
condition. 
But if you’ve ever conducted an 
internet image search to answer 
this question, you’ve probably 
been confronted with some very 
inaccurate images.
That’s why we’ve created some new 
images which try to simulate what 
glaucoma sight loss is really like. We’ve 
created these images based by research 
conducted by Professor David Crabb 
of the Crabb Lab at City, University of 
London.

Many of the images you might have seen 
to represent what glaucoma ‘looks like’ 
show some sort of ‘tunnel vision’ — black 
around the edges — or perhaps an image 
covered in black patches. But research 
such as Professor Crabb’s have shown 
this isn’t what people with glaucoma 

New Glaucoma UK 
images simulate 
glaucoma sight loss
Lindsay Haynes

No glaucoma

Mild glaucoma

Severe glaucoma
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experience at all. When a person 
experiences visual field loss, their brain 
tries to fill in the blanks for them (you 
can read more about this on page 12 in 
Joanna Bradley’s article “How does the 
eye work — and why can’t I see my visual 
field defects?”). What this results in is 
parts of the person’s field of view being 
blurred, or just missing entirely.

Some people might notice the missing 
or blurred parts, others might not notice 
anything wrong at all. 

As Professor Crabb points out, it can 
be very misleading to see these images 

showing tunnel vision or black spots.  
For the public, it paints an inaccurate 
picture of what people with glaucoma 
experience, and that lack of awareness 
may lead to missed opportunities to 
diagnose glaucoma at an early stage. 
For those already diagnosed, inaccurate 
depictions may cause a false sense of 
security: people may think their glaucoma 
is not progressing, or is not severe, 
because their vision isn’t anything like 
that in the pictures.

To create a more accurate picture, we 
used the image editing software Adobe 
Photoshop to take images of everyday life 
and remove or blur some of the objects 
or people within the image. 

Photoshop has a number of tools that 
helped us to simulate visual field loss: one 
is a tool called ‘Content Aware Fill’, which 
actually does something very similar to 
what our brains do: when a part of the 
image is deleted, the Content Aware Fill 
tool makes a guess at what should be 
there by using the context of the rest of 
the image to fill in the gap. Photoshop 
does this with an algorithm written by 
software developers, but our brains do 
this all the time, regardless of whether 

For those already 
diagnosed, inaccurate 
depictions may cause a 
false sense of security

No glaucoma

Mild glaucoma

Severe glaucoma
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we have glaucoma: all humans have a 
‘blind spot’ that our brain fills in for us 
(again, see the article “How does the 
eye work?”).

In our images, jars disappear from 
a kitchen worktop, ducks from the 
pond in a park, picnic benches and 
streetlights from a seaside pier. Some 
of the differences between the images 
are subtle, some more dramatic. What 
we hope is that these images show 
something closer to the everyday reality 
of visual field loss: something that might 
be much easier to miss.

We value feedback from our 
members on the new resources 
we are creating. What do you 
think of these new glaucoma 
simulations? Please email 
marketing@glaucoma.uk with 
your thoughts

References 
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Some people might notice the missing or blurred 
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For the first time, the annual UK and 
Eire Glaucoma Society (UKEGS) 
conference will be hosted digitally in 
light of the global pandemic. 
The annual conference, aimed mainly 
at the ophthalmology community but 
increasingly of interest to optometrists 
and others eye health professionals, is 
usually held over two days towards the 
end of each year in the hometown of the 
current UKEGS Chair. While we will not be 
visiting Portsmouth, hometown of current 
UKEGS Chair James Kirwan, James has 
developed an exciting programme of 
lectures from world-leading glaucoma 
specialists which will be hosted online for 
the very first time on Friday 27 November 
2020. 

We are pleased to announce Professor 
Balwantray Chauhan has agreed to 
present the annual Hitchings Lecture, 
which eye health professionals will not 
want to miss. 

Dr. Chauhan is Mathers Professor and 
Research Director of Ophthalmology and 
Visual Sciences, Professor of Physiology 
and Biophysics and Professor of Medical 
Neurosciences at Dalhousie University. 
He obtained his Ph.D. at the University of 
Wales, Cardiff, UK, and his postdoctoral 
training at the University of British 
Columbia, Vancouver, Canada, under Dr. 
Stephen Drance.

Dr. Chauhan’s clinical research interests 
centre on changes in the visual field 
and optic nerve head in glaucoma. He 

has devised new methods for detecting 
glaucoma progression and conducted 
research leading to their translation to 
clinical practice. Key contributions in 
imaging include the Topographical Change 
Analysis (TCA), used for identifying 
changes in the optic nerve and on the 
acquisition and analysis of anatomically 
and geometrically accurate data from 
the optic nerve. Dr. Chauhan is Principal 
Investigator of the Canadian Glaucoma 
Study, a multi-centre study on the risk 
factors for the progression of open-angle 
glaucoma.

The event will carry the usual professional 
development points and will be free to 
delegates, so we hope to welcome more 
delegates than usually attend in person.

Find out more about the conference  
as details are released at  
glaucoma.uk/UKEGS

UKEGS professional conference goes digital
Rachel Hughes

News

We are pleased to 
announce Professor 
Balwantray Chauhan 
has agreed to present 
the annual Hitchings 
Lecture

“
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Our helpline has been receiving calls 
from worried drivers who are due 
to renew their driving licence and 
can’t have their Visual Field Test at 
Specsavers due to the COVID-19 
pandemic. 
At present Specsavers are only offering 
the normal eye health check and are not 
able to offer the DVLA test. We don’t 
know when the testing will resume, but 
we are aware that Specsavers and the 
DVLA are discussing this. 

Various messages from the DVLA about 
expired licences have been released. 
The most up to date message is that 
any licence which expired or will expire 
between 1 February 2020 and 31 
December 2020 have an automatic 11 
month extension from the date of expiry. 
So, for example, if your licence ran out in 
September 2020 it will now be valid until 
August 2021.  

Drivers do not need to take any action as 
the extension will be automatic. Drivers 
do not need to renew their licence until 
they receive a reminder before their 

extension expires. 

If a driver has already applied to DVLA 
to renew their photocard or their 
entitlement, they can continue to 
drive while DVLA is considering their 
application, providing they have not been 
told by their doctor or optician that they 
should not drive. 

The extension does not remove the 
obligation on drivers to notify the DVLA 
of the onset or worsening of a medical 
condition. So, if you know that your 
glaucoma has worsened it is important 
that you update the DVLA. 

The police are aware of the extension 
and most insurance companies are too. 
However, we recommend you contact 
your insurance company and make them 
aware. 

If you have any concerns or questions 
you can contact the DVLA at 
glaucomaqueries@dvla.gov.uk or call 
them on 0300 7906806 for car drivers 
or 0300 7906807 for commercial 
drivers. 

DVLA driving license extension
Patricia Barron-Ganszczyk

News

mailto:glaucomaqueries%40dvla.gov.uk?subject=
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Your feedback on 
our name change 
and rebrand
Lindsay Haynes

It’s been a couple of months 
since we became Glaucoma UK 
and launched our new brand and 
website. The response has been 
overwhelmingly positive, from 
our members and supporters, 
professional partners, and 
members of the public.
We were heartened in the run-up to 
the official launch of the new brand 
when a number of you rang our 
helpline to let us know how much you 
enjoyed the new look membership 
magazine, commenting “I read it cover 
to cover” and letting us know that you 
“thoroughly enjoyed reading it”.

As awareness of the launch of the new 
brand and website on 29 June spread 
through social media, we also received 
a whole host of positive comments 
on our Facebook and Twitter pages. 
It was an exciting day and we want to 
thank all of you who shared the news, 

liked and shared our social media posts, 
and got in touch to give us your views.

It’s an exciting new chapter for the 
charity and we’re so glad to have such 
enthusiastic support. We hope you’ll 
continue to keep in touch and let us know 
your thoughts on how we can continue to 
grow and improve.

Love the new name and 
logo, it fits much better

[The new name] will 
make more sense

I love the new colour 
scheme. The purple 
background is great 
and the white writing 
is very clear and visible 
to read

[The new magazine] is 
a pleasure to read

The colours are so 
easy on my eyes

I like the new website —
it’s fresh, and clean, and 
seems to provide all the 
information that I am 
looking for, in an easily 
accessible way

News
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New accessibility 
tools launched on 
our website: give 
us your view
Lindsay Haynes

In our last edition, we announced 
the launch of our new name, 
website, and visual identity. We 
wrote about how we hope it will 
provide a better, more accessible 
experience for our members and 
supporters, and enable us to reach 
more people who could benefit 
from our advice and support. 

Throughout the rebranding process 
and the development of our website, 
one of our main goals has been to put 
more of a focus than ever before on 
making our materials accessible to all.

But what do we mean by accessibility 
when we’re talking about the web?

The standard for accessibility on the 
web is set by the World Wide Web 
Consortium — or W3C for short. 
The W3C was founded in 1994 and is 
currently led by Tim Berners-Lee, an 
engineer and computer scientist best 
known as the inventor of the World 
Wide Web.

‘Personal Glaucoma 
Monitoring Record’ 
now available to order
Rachel Hughes

Having one place to write your thoughts 
and store information about your 
glaucoma can be helpful. That’s why we 
have worked with Santen to produce the 
Personal Glaucoma Monitoring Record 
— a small handy diary for people with 
glaucoma or those at risk of developing it. 

The Record, or Orange Book, contains 
insights and tips, and space to record 
information that can help you, and the 
clinicians working with you, to monitor 
and manage your glaucoma. It also 
outlines example treatment journeys, 
tips for using your eye drops and has 
a frequently asked questions section, 
developed in close collaboration with 
people with glaucoma and health 
professional working in glaucoma clinics 
around the UK. 

You can now order your own free 
Personal Glaucoma Monitoring Record 
from our new website: glaucoma.
uk/product/my-personal-glaucoma-
monitoring-record or call our helpline if 
you do not have access to the internet.

News

http://glaucoma.uk/product/my-personal-glaucoma-monitoring-record
http://glaucoma.uk/product/my-personal-glaucoma-monitoring-record
http://glaucoma.uk/product/my-personal-glaucoma-monitoring-record
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The W3C created a set of guidelines 
called the Web Content Accessibility 
Guidelines (WCAG) which explain how to 
make web content and interfaces more 
accessible to people with disabilities.

The guidelines cover the visual design 
of webpages, including minimum font 
sizes for text, and a “minimum contrast 
ratio” for colours (i.e. the amount that 
the colour of a piece of text, a button or 
icon should contrast with the background 
colour behind it). They also cover the 
stuff “behind the scenes”, like how to 
format a webpage’s code in such a way 
that the page can be read correctly by 
screen readers and using ‘alt text’ that 
describes images for those who can’t see 
them.

As a charity for people with Glaucoma, 
we’ve put a special emphasis on making 
our content as accessible as possible for 
people with the disease – but of course, 
there’s no ‘one size fits all’ approach for 
designing a website that’s accessible for 
people with low vision or sight loss. From 
research, and speaking to our members 
and supporters, we know for example 
that some find that a bright yellow 
background makes text easier to read — 
but not all. Some find stark black on white 
easiest, while others find that this causes 
glare. Different people may have different 
perspectives on what they consider to be 
‘large text’.

That’s why, in addition to making our 
webpage meet the standard accessibility 
guidelines, we also rolled out an 
additional feature: a set of “accessibility 
tools” that allow you to adapt the colours 
and text size of our website to your 
individual needs.

The accessibility toolbar at the top of 
our site allows you to choose from three 
text sizes and three colour schemes – our 
‘default’ brand colours (which themselves 
have been chosen with low vision and 
accessibility in mind), a ‘high contrast’ 
version on a bright yellow background, 
and a black and white version.

Our hope is that by providing a way of 
‘fine tuning’ the way our website displays, 
we can cater to as many different people 
and needs as possible.

Our work on making our content as 
accessible as possible doesn’t end with 
the launch of these tools — we want to 
continue to expand and improve what we 
provide to our members and supporters.

We’d love to hear your feedback on 
these new accessibility tools — have 
they improved your experience of our 
website? What could we do to improve 
the accessibility of our website further? 
Contact us at marketing@glaucoma.uk 
with your feedback.

there’s no ‘one size fits all’ 
approach for designing a 
website that’s accessible

News

mailto:marketing%40glaucoma.uk?subject=
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Talking
glaucoma

Talking glaucoma

We all know glaucoma is an eye condition 
which can cause sight loss, and that it can by 
symptomless. But how do the eye and brain 
actually work together to help us see? And 
why can’t people with glaucoma normally see 
the gaps in their vision?
How does light travel through the eye?

To see a clear image, light must travel through the eye 
and be focused on the back surface, called the retina. 

First, the light passes through the outer surface of the 
eye, called the cornea. This protects the eye, and also 
helps focus light on the retina.

Next, the light passes through the pupil, which is the 
hole in the front of the eye. 

How does the eye work — 
and why can’t I see my visual 
field defects?
Joanna Bradley

How do the eye and brain actually work 
together to help us see?
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Talking glaucoma

The size of the pupil is controlled by 
muscles in the iris, the coloured part of 
the eye. In bright light, the pupil gets 
smaller, to protect the eye from being 
dazzled. In dim light, the pupil gets larger, 
to let in more light.

The light then passes through the lens. 
This can change shape, to focus the light 
on the retina. The shape of the lens is 
controlled by the ciliary muscles – part 
of the ciliary body. The ciliary body also 
produces aqueous humour – the liquid 
that is controlled by eye drops to reduce 
your eye pressure. 

How is light processed in the retina?

The light is focused on one spot in the 
middle of the retina, called the macula. 
This is the part of the eye affected by age-
related macular degeneration, or AMD.

There are light-sensitive cells all over the 
retina. Cones are used for sharp, detailed 
vision and are mostly on the macula. Rods 
are used for night and peripheral vision, 
and are scattered all over the retina. 
When light lands on these cells, they 
send a signal to a series of nerve cells, 
eventually reaching nerve cells which 
make up the optic nerve.  

Bright light: 
pupil gets 
smaller

Far object: lens is 
long and thin

Near object: lens is 
short and fat

Dim light:
pupil gets 
larger

Lens

Iris

Pupil
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The signal then travels along the optic nerve to the brain.

In glaucoma, the nerve cells are affected by the increased pressure in your eye. The 
current understanding is that nerves in both the retina and the optic nerve are both 
damaged. Therefore, signals from light sensitive cells can’t get sent to the brain.

How does the image form in 
your brain?

The signals from your two eyes 
are sent along the separate 
optic nerves to the back of 
the brain, where they are 
processed.

Your two eyes see two slightly 
different views. Your brain 
combines these two views to 
create an image of what is in 
front of you. As you can see 
from the diagram, the two views 
mostly overlap. Your brain uses 
the overlapping area to work 
out how far away objects are 
(by comparing the view seen in 
each eye — closer objects look 
more different to each eye).

Left �eld
of vision

Binocular
�eld of vision

Right �eld
of vision

Left eye

Optic
chiasm

Brain

Right eye

Optic
nerve

Integrated
picture “seen”
by the brain

Optic nerve
Optic disc (or blind spot)

Macula (contains many cone cells)

Layers containing 
nerve cells

Cross section of retina

Layer containing light 
sensitive cells

(both rods and cones)

Cross section 
of the retina

Binocular vision diagram from the MSD Manual Consumer Version (Known as the Merck Manual in the 
US and Canada and the MSD Manual in the rest of the world), edited by Robert Porter. Copyright 2019 
by Merck Sharp & Dohme Corp., a subsidiary of Merck & Co., Inc., Kenilworth, NJ. 
Available at http://www.msdmanuals.com/home. Accessed 4/9/2020.

Talking glaucoma

http://www.msdmanuals.com/home
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What’s happening in the eyes of 
people with glaucoma?

People with glaucoma have gaps in 
their field of vision caused by the 
nerve cells being damaged. 

If you have a visual field defect 
(caused by glaucoma) in one of 
your eyes, the brain will use the 
information from the other eye to fill 
in the gap. 

In fact, we all have one visual field 
defect in each eye, where the optic 
nerve leaves the eye — see the 
section about “finding your blind 
spot”. But your brain fills in the 
information based on what it can see 
around that blind spot. 

If you have glaucoma in both eyes, the 
damage to the visual field might be in 
the same place in each eye, e.g. the 
top right-hand corner. The brain does 
the same thing that it does around 
your blind spot caused by the optic 
nerve. It fills in the gaps based on 
information around the gap, without 
you knowing the gap is there. That’s 
why glaucoma is symptomless. 

Talking glaucoma

Finding your blind spot
This is a fun activity to help you 
understand how your brain fills in 
information which isn’t there! Everyone 
can do this, not just people with 
glaucoma.

Where the optic nerve leaves the 
eye, there are no light-sensitive cells 
(because the optic nerve cells are in the 
way). This is the blind spot, also known 
as your optic disc.

Look at the image above, with your face 
quite close to the page. Close your right 
eye, but keep looking at the cross with 
your left eye.

Move your face slowly back away from 
the page. At some point the dot will 
disappear. This is where your blind spot 
is in your left eye. Repeat the exercise, 
but this time looking at the dot while 
closing your left eye.

The dot or cross disappears because 
your brain is filling in based on the 
information around the blind spot. 
Because the area around the dot or 
cross is white, the brain assumes the 
whole area is white.
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Our genetic code provides the building 
blocks of who we all are. It’s the 
instructions that build us, makes us 
look how we do, and influences how we 
behave. One of the most heritable traits 
is eye colour. On the basis of someone’s 
genetic code, we can predict with almost 
100 per cent accuracy, what eye colour 
they will have. 

But what is the genetic code? What does 
it look like? 

I think one of the best examples that 
describes the genetic code is a piece of 
art that was displayed at the Wellcome 
Collection in London. In a room where 
the ceiling was two stories high, there 
was a huge bookshelf. On it was lots of 
books numbered between 1 – 22. When 
you open these books, they don’t contain 
a novel, but instead lines of tiny text, 
entirely made up of the letters A C G 
and T. These letters are the components 

Code breakers: how genetic research is 
unravelling the secrets of glaucoma
Anthony Khawaja (edited by Philippa Mason)

Glaucoma UK are often asked about the relationship between glaucoma and 
genetics, and whether your genes hold the key to why glaucoma is more likely 
to develop in some people. In our summer magazine, our Head of Support 
Services, Joanna Bradley, wrote an article focusing on some research being 
done by Queen Mary University London and Moorfields on a particular gene 
and its relationship to primary angle closure glaucoma (PACG).

Continuing on this topic, we are now delighted to bring you an article based 
on the presentation consultant ophthalmologist Anthony Khawaja would have 
given on glaucoma and genetics at our AGM. 

Image © Wellcome Collection

Talking glaucoma
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of DNA, the chemical string which 
makes up our genetic code. Simply put, 
the letters form genes which provide 
instructions to make proteins, which are 
the building blocks of cells. For example, 
some proteins will shape the anatomy of 
the eye. So, you might think this is a bit 
of boring book, but this is actually one 
person’s genetic code! 

The genetic code for a single person is 
three billion of these letters, and most 
of the code is the same in each human. 
It’s the points that we differ in this three 
billion letter code, that make us look and 
act differently. These differences in the 
code are called variants or mutations. As 
well as influencing the way we look, just 
one change out of all three billion letters 
can be enough to cause disease. Cystic 
fibrosis, sickle cell anaemia and some 
forms of hereditary breast cancer can all 
be traced back to a single letter mutation.

Looking specifically at glaucoma, is it 
possible to trace this to a particular 
gene or mutation? Research has found 
that in a small percentage of glaucoma 
cases (about 5 per cent), disease is due 
to a mutation in a gene called MYOC 

(myocilin). Just one letter variation in 
the code is enough to cause a type of 
hereditary glaucoma that will be repeated 
in almost every generation of a family. 

However, 95 per cent of glaucoma is not 
caused by one, single mutation, but by 
a combination of variants, each having a 
small effect. We call this ‘complex disease’ 
and most glaucoma can be categorised 
in this way. So, this means there may be 
several individual risk factors that on 
their own would not cause glaucoma but 
it’s the combination of them together 
that you’ve inherited separately from 
your mum and dad that then result in 
disease. Finding each of these individual 
risk factors is complicated and therefore 
research is time-consuming, expensive 

Just one letter 
variation in the code 
is enough to cause 
a type of hereditary 
glaucoma

The first printout of the human genome
© Wellcome Collection

Talking glaucoma
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and requires a very large number of 
participants.

But there have been some huge 
breakthroughs over the last decade that 
are making this easier and more cost-
effective. As technology evolves, it is now 
much cheaper to work out the genetic 
code of individual people from a blood or 
saliva sample than it was ten years ago. It 
has also become more accessible as you 
can buy a kit from your local pharmacy 
and post it off to an organisation who will 
then send you back your genetic code and 
an interpretation of it! 

These home testing kits have become 
very popular, especially for people 
interested in their ethnic heritage and 
genealogy, but can they tell us anything 
about glaucoma? These tests can pick up 
if you have an increased risk of developing 
genetic diseases but currently, they don’t 
routinely interpret the code for glaucoma 
risk. I would love to see this included 
as glaucoma is one of the most genetic 
common diseases there is in humans. 
Understanding who has a high genetic 
risk could revolutionise the way we detect 
glaucoma in wider populations. 

The problem is that screening everyone 
for glaucoma is unrealistic. It would 
overwhelm the health care system by 
producing too many false positives and 
be very expensive. This is because only 
around 2 – 3 per cent of the population 
over 40 years of age will have glaucoma, 
so even a very accurate test is likely to 

produce errors that result in people 
having to get further tests when they 
don’t need to. 

Instead, this type of approach would be 
useful if we narrowed our screening to 
certain ‘at risk’ populations. We already 
know that your chances of developing 
glaucoma are higher if you are over 
40, have a family history and/or are of 
African Caribbean or East Asian origin. 
By focusing on these specific groups, we 
would get a better detection rate more 
cost effectively. Similarly, if we could 
identify people in the general population 
who are at high risk of glaucoma on the 
basis of their genetic code, then screening 
may be efficient in these individuals.

So, what can we do to prove that this 
type of screening would be effective and 
that there is justification for rolling it 
out? Well, one of the projects currently 
investigating this is the UK Biobank Eye 
& Vision Consortium. With data from 
over 100, 000 UK Biobank participants, 
this group are studying the relationship 
between genetics and diseases of the 
eye. Six eye measurements including 
intraocular pressure and visual acuity 
were taken from those involved creating 
a huge databank that can be interrogated 
and researched. 

So how do your genetics increase your 
risk of developing glaucoma? Well, this 
can be explained by how your genes 
shape your anatomical structures. As 
we know, glaucoma is usually caused by 

As technology evolves, it is now much cheaper to 
work out the genetic code of individual people
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increased eye pressure that damages 
the optic nerve. This pressure increase 
may be caused by insufficient drainage 
of intraocular fluid. In a healthy eye, this 
fluid drains away effectively through the 
trabecular meshwork and into a structure 
called Schlemm’s canal. In many cases of 
glaucoma, this drainage system doesn’t 
work as efficiently as it should. This may 
be due to how their genes instructed the 

eye anatomy to develop. This information 
could help us predict someone’s chance 
of developing glaucoma, and how it might 
develop before it even is detected. 

One example of research in this area 
uses data from the USA. It looked at 
the genetic markers of 4,000 glaucoma 
patients and 30,000 people without the 
condition to see if using genetic variants 
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Genetic research may also 
be able to tell us which eye 
structure is more likely to 
be affected in individual 
glaucoma patients. Some 
people may be genetically 
more likely to have a 
Schlemm’s canal problem 
rather than a trabecular 
meshwork problem

could help them predict who might go 
on to develop it. The results told us that 
using this data, we could predict with 76 
per cent accuracy who would develop 
glaucoma. This is really striking because 
it tells us that genetic markers, which 
we could measure as soon as someone 
is born, could tell us what’s going to 
happen to their eyes when they get 
older. Genetics could identify those that 
are really high risk and make sure these 
people are screened. 

Genetic research may also be able to tell 
us which eye structure is more likely to be 
affected in individual glaucoma patients. 
Some people may be genetically more 
likely to have a Schlemm’s canal problem 
rather than a trabecular meshwork 
problem and therefore we can prescribe 
treatment options that are better 
targeted. For example, treatments that 
only target the trabecular meshwork may 
not be appropriate for patients that have 
a Schlemm’s canal problem. 
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 At present, consultants can only prescribe using the 
data they have, but having this extra layer of genetic 
information may help us get the full picture so we can 
act earlier with more specific and targeted treatments.

Currently, consultants will prescribe glaucoma treatments 
and interventions based on the evidence for how well 
patients will do on average, but some people do not react 
as well as we would hope. Some medications work really 
well to bring the eye pressure down, but in other patients 
they are not as effective. We currently have to use trial 
and error to find the best solution. Some people get really 
bad side effects. I recently published the results of a study 
that looked at how well laser worked across five different 
glaucoma units in the UK. It showed how the effect of 
laser differs across individual patients, with some seeing 
a good drop in their eye pressure and others where their 
pressure even increases. It would be wonderful if we could 
use genetics to predict effectiveness before we give any 
treatments. We would be able to provide ‘personalised 
medicine’ that could be adapted to the individual. 

As well as understanding the chances of developing 
glaucoma and which treatment options would be most 
effective, it would be great to use genetic data to 
understand the individual trajectory of the glaucoma 
journey, because this differs for everyone. Understanding 
how quickly or slowly it could develop and how bad the 
sight loss/disease might be would mean we could tell the 
difference between people:

• who might not need as much treatment, as this could 
led to side effects and therefore a lower quality of life 

It would be 
wonderful 
if we could 
use genetics 
to predict 
effectiveness 
before we give 
any treatments
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when they were unlikely to lose vision 
anyway 

• who should be treated more intensively 
from the start to prevent vision loss.

So, what is the aim of using genetics for 
glaucoma care and how will this affect 
you as a patient? The ultimate aim is that 
you would have an electronic record that 
your doctor could access, integrated with 
the genetic data. This would automatically 
provide you with the genetic risk which 
can be easily accessed and looked at 
by doctors and patients. This could be 
combined with ‘modifiable risk’ data: this 
is information about the patient’s lifestyle 
which may also be important. The data 
could then be used to provide a more 
personalised approach to the glaucoma 
journey. 

Genetics research is moving at fast 
pace, and it is easy to see how this 
could become the preserve of wealthier 
nations. As health researchers, we have a 
responsibility to ensure that our findings 
are equitable and accessible on a global 
scale: that they benefit people across the 
world and are applicable to all. 

We know many of you enjoy the lively 
question and answer session which usually 
follows the annual lecture. In an attempt 
to emulate this, Anthony kindly answered 
questions from the Glaucoma UK staff 
team following his presentation. 

Is there anything you can do if you find 
out you have a higher genetic chance of 
developing glaucoma?

The most important thing is to get your 
eyes tested! Apart from that, you need to 
look at your modifiable risk, or lifestyle 
risk. There is a lot of research ongoing 
in this area now, including a UK Biobank 

study that is looking at glaucoma and 
caffeine intake. I am sure lots of readers 
enjoy coffee and tea and so I will share 
those results with you when we are 
finished!

Do you think the NHS should roll out 
this type of genetic testing across 
the population as it may be beneficial 
for many conditions in addition to 
glaucoma? Would that be more cost-
effective than dealing with preventable 
sight loss?

I’m 100 per cent in agreement with this 
idea. We still need to prove a lot of these 
things going forward but one test — that 
could end up costing the NHS something 
like £15 to 20 — could not only tell you 
who needs to be screened for glaucoma, 
but who needs to be screened for breast 
cancer and other diseases with a genetic 
component. It can also help inform 
treatment decisions such as whether 
individuals benefit from taking cholesterol-
lowering medications. It could end up 
being the most cost-effective test that 
there’s ever been. 

Is there any evidence that genetics are 
passed down on gender lines? Mother 
versus father? 

Your cells contain mitochondria, which 
are the power stations of the cell. These 
contain DNA, which is passed down only 
from your mother. Research suggests 
mitochondria are important in glaucoma. 
However, there’s no gender link that’s 
been identified, and you’re just as likely to 
inherit genes which may cause glaucoma 
from your mother or your father. 

Do you think people would be more likely 
to take their glaucoma risk seriously 
if they understood they had a genetic 
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predisposition for it? 

I don’t think we know for sure, but there is 
a study in the United States where they are 
looking at people’s behaviour and whether 
they are more likely to get tested based on 
knowing if they have a high genetic risk or 
not. 

Is the genetic research liable to lead 
to any gene therapy that might, in due 
course, restore sight lost to glaucoma? 

Probably not. The sight you lose with 
glaucoma is irreversible so once it’s gone, 
it’s gone forever. If we do ever manage to 
restore sight, that’s more likely to come 
from stem cell research.

I worry that companies might use this 
type of information about my genetics 
against me, for example in not providing 
insurance. Would companies be able to 
access genetic data for these purposes?

This is really a wider ethical and societal 
issue. In order to ensure we protect our 
most vulnerable people and they have 
access to the treatment they need, there 
will need to be some sort of social contract 
that ensures people are not penalised due 
to their genetic make-up. 

Is it a foregone conclusion that if one 
parent has primary open angle glaucoma, 
you’ve got a 50 per cent chance of having 
glaucoma, and if both parents have it you 
have 100 per cent chance? 

The majority of glaucoma is complex, 
as it’s caused by a build-up of variations 
rather than just a single mutation. As I 
said in the article, there is a glaucoma that 
affects about 5 per cent of those with 
the disease that is directly hereditary and 
repeats down the generations, but in the 
vast majority of cases, you can’t predict it 
that directly.

Talking glaucoma
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New glaucoma qualification 
for Scottish optometrists
Philippa Mason in conversation with Lisa Cowan

Across the UK, ophthalmology services are 
working to improve how glaucoma patients 
are diagnosed, monitored, and treated. The 
combination of an ageing population, limited 
resources and demand outstripping supply 
means that the NHS is getting creative on how 
best to provide a glaucoma service fit for the 
future. 
The NHS is a devolved service, which means it runs 
independently in England, Scotland, Wales and 
Northern Ireland. This gives each nation the power to 
make decisions more locally and decide how best to 
run services. In Scotland, the Scottish Government has 
been looking for ways that stable glaucoma patients can 
be managed in the community to help free up hospital 
eye clinics and ensure everyone gets the right care. We 
spoke to Lisa Cowan, Hospital Optometrist at Falkirk 
Community Hospital and Senior Specialist Glaucoma 
Lead for NHS Education for Scotland, to tell us more 
about a new glaucoma course being offered by NHS 
Education Scotland. It is designed to give community 
optometrists all the skills they need to manage stable 
glaucoma in a community setting.

So Lisa, can you tell us a bit more about how and why 
this course was created? 

In the past, regular glaucoma monitoring appointments 
meant patients having to take a trip to the hospital 
eye clinic. The clinics are very busy, and patients 
often wait a long time to be seen. Many people with 
glaucoma are classified as ‘stable’ but still need regular 
review. With highly skilled community optometrists 
and modern technology, we can take some of the load 
from the hospitals. Some small-scale regional schemes 
have been set up using community optometrists in 
glaucoma, but to make this a reality nationally, NHS 
Education for Scotland devised a new course aimed at 
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giving community optometrists all the 
skills and knowledge they need to monitor 
and manage glaucoma patients from the 
convenience of their practice.

The course was created in close 
consultation with ophthalmologists, 
optometrists and the charity sector as 
we wanted to make sure both clinicians 
and patients had confidence in the 
skills and knowledge of the community 
optometrists. 

Can you tell us a bit about how the 
course is run? 

The course is mainly online with a couple 
of ‘hands on’ patient days. The flexible 
online format allows optometrists to 
study around their already busy jobs. 
It also means that they can study from 
home, rather than having to travel 
regularly to lectures.

The first course intake of 21 students is 
underway and they are due to complete 
it later this year. The students, who 
are already skilled optometrists with 
additional independent prescribing1 

qualifications, will have completed several 
hundred hours of specialist glaucoma 
training over the year. When completed, 
they will get an NHS Education for 
Scotland Glaucoma Award. This will 
enable them to manage glaucoma patients 
discharged from the hospital. The current 
student intake is from four health board 
areas and we hope to roll it out across the 
whole of Scotland next year. 

When creating the course, you asked for 
help from Glaucoma UK members. How 
did you use patient experience to shape 
the course?

Including patient voices on this course 
was vital as we appreciate there may 
be differences in what matters to 
patients and what matters to healthcare 
professionals. We asked volunteers 
what mattered to them when attending 
appointments regarding their glaucoma. 

This information helps optometrists 
undertaking the course understand the 
issues that are important to the patients 
we are working with. We also interviewed 
a Glaucoma UK Development Manager 
and used data from the Glaucoma UK 
helpline that looked at the reasons people 
contact your helpline for extra help or 
support. 

Finally, there are people with stable 
glaucoma who will have been visiting 
their hospital eye clinic for many years. 
How can you reassure them that if they 
are asked to go to their optometrist for 
monitoring instead, that they will get the 
same standard of care? 

Change can be unnerving, and it is 
important people feel confident their 
glaucoma is being managed effectively. 
Therefore, we worked closely with 

Including patient voices 
on this course was vital 
as we appreciate there 
may be differences in 
what matters to patients 
and what matters to 
healthcare professionals
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ophthalmologists and hospital 
optometrists who currently run glaucoma 
clinics to make sure the course content 
delivers all the skills required to monitor 
glaucoma. If there is any deterioration in 
the glaucoma that requires the opinion 
of an ophthalmologist, you would be 
returned to the eye clinic for further 
tests and opinion. Modern technology has 
also made a huge difference. Community 
optometrists now have this equipment 
in their practices which means you no 
longer have to go to the eye clinic to get 
many of the traditional tests done. 

We will see lots of advantages for the 
patient. In the past, you may have had to 
travel a long way to get to the hospital. 
There would have been little flexibility 
over your appointment time, and you 
may have had to wait for several hours 
for your tests. Being seen locally in a 
community optometry practice means 
that you would not have to travel as far or 
wait as long. Appointments may be more 
flexible, fitting around your life. We are 
looking forward to seeing how our first 
graduates progress and will keep readers 
up to date with progress.

1 Independent Prescribing means 
optometrists can diagnose an eye 
condition, decide how to manage 
it and prescribe medicine where 
necessary.Being seen locally in a 

community optometry 
practice means that you 
would not have to travel 
as far or wait as long 
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Thank you so much for talking with 
me, Eleanor. Would we be able 
to start off with you talking me 
through the campaign, and what the 
objectives are? 
Since the pandemic started there have 
been some major issues for blind and 
partially sighted people. Our initial crisis 
response was to make sure people could 
get priority supermarket delivery slots 
and to ensure the information going out 
through local authorities was accessible. 
We also did lots of outbound calls to blind 
and partially sighted people to check 

how they were getting on, how they 
were feeling and what was concerning 
them. Initially, that was around access 
to food and medicine. Then as the crisis 
continued, we noticed a huge increase 
in anxiety levels of people concerned 
about what that would be like for them as 
lockdown eased. So, the campaign came 
out of us thinking how we can support 
our community in this really difficult 
time, not just in practical ways but also by 
raising awareness.

We did a survey and found two thirds (66 
per cent) of blind and partially sighted 

Let’s talk about the World  
Upside Down campaign
Rachel Hughes in conversation with Eleanor Southwood

As lockdown eases, the Royal National Institute of Blind People (RNIB) has 
launched a new campaign that calls for people to think about the challenges 
blind and partially sighted people might face in a world turned ‘upside down’ 
by new social distancing measures and rules. We spoke to Eleanor Southwood, 
Chair of Trustees at RNIB about the World Upside Down campaign to find out 
more. 
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people feel less independent than before 
lockdown. And I would absolutely count 
myself within that 66 per cent. Social 
distancing is put in place to keep everyone 
safe, and that’s really important and 
obviously just as important for blind and 
partially sighted people, but some of the 
measures, particularly public spaces and 
in shops, are not accessible. For example, 
you cannot feel the markings on the floor 
that have been put down to indicate the 
one or two metre distances, so there’s no 
way of knowing where it’s safe to stand. 
Some can’t see the Perspex screens that 
have been put up in shops. And there’s 
anxiety about going out and being guided. 
Lots of us rely on taking an arm and 
navigating that while social distancing 
is really tricky. We really want to raise 
awareness of some of the challenges that 
people might be facing and for the public 
to be aware, be thoughtful and offer help. 

In one of your campaign videos with 
tips on interacting with people with 
sight loss during the pandemic, the 
first tip was that everyone should be 
aware that not all blind and partially 
sighted people will visibly appear 
to have sight loss. I think that may 
resonate with some of our members 
who may live with severe glaucoma. 
What advice would you give someone 
if they are feeling worried about 
asking for help because of this? 
It’s really tricky, particularly for people 
who aren’t used to asking for help. Many 
blind and partially sighted people may 
not visibly appear to have sight loss; 
not everyone would use a guide dog or 
a white cane. People remembering that 
someone may not be able to see, even if it 
isn’t obvious to them, is really important. 

Personally, I don’t have any useful sight so 
when I go out and about, I’m quite used 
to people realising, and I’m used to asking 
for help. But if you’re not used to this, I 
think my advice would be to reach out to 
other people in a similar position and hear 
about their experiences. Most people 
want to be helpful, but they often don’t 
know how, or don’t want to get it wrong. 
I think there’s something about being 
really clear about what would help you in 
a particular situation. We’ve put together 
guidelines for businesses on how to make 
social distancing measures accessible, so 
people can direct local businesses to that 
resource.

You’ve worked with corporations/
large companies as part of the 
campaign, particularly to amplify 
your message. How far do those 
relationships go, and have you seen 
them change their behaviour as a 
result of the campaign?
It’s been a really interesting way to 
start conversations with some of those 
big corporates. I think it raised their 
awareness as well, and people have 
been responsive because we’ve tried 
to keep the advice really practical. That 
often helps and it’s opened up a wider 

Two thirds (66 per cent) 
of blind and partially 
sighted people feel less 
independent than before 
lockdown
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conversation about the experiences blind 
and partially sighted people have when in 
their shops, using their website or at their 
restaurants. 

One of the really interesting things that 
I’ve noticed is that loads more menus 
have gone online now because, of course, 
lots of restaurants have moved to offering 
takeaways and they’re encouraging people 
to order from home with an app. That’s 
something we’ve been wanting for ages.

You’ve also engaged with many MPs 
throughout the campaign – what 
types of conversations have you been 
having, and are there outcomes to 
report on?
The engagement we had with the 
Department for Environment, Food 
& Rural Affairs was brilliant, and they 
responded quickly on getting priority 
shopping slots. Local authorities were 
responsive as well in terms of distributing 
information to people locally in an 
accessible format. The big one that we 
are having ongoing conversations with 
government on is around guidance on 
sighted guiding. 

Do you think more people might be 
losing significant sight as a result of 
not being able to access services, 
perhaps because they worry about 
going to busy places where these 
services are often located?
That’s such an interesting and important 
question. I don’t know if we have any 
data yet, but I think it’s something we 
really need to keep an eye on. There is 
already a huge number of people not 
getting treatment or even clinical advice 
quickly enough and that extra pressure 
of not wanting to go to busy places is 
really causing problems. We have been 

We really want to raise 
awareness of some of the 
challenges that people might 
be facing and for the public to 
be aware, be thoughtful and 
offer help
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encouraging people to not to miss 
appointments. Inevitably though I think a 
lot of people will be feeling anxious.

What type of feedback have you had 
from the people you support about 
the campaign?
Really positive. I’m always amazed when 
we do these kinds of things how generous 
people are with their own experiences, 
and not always good experiences either. 
People have been sharing moments 
where they’ve been reprimanded by other 
members of the public for not keeping 
their distance when they’ve not be able 
to, and some really difficult experiences 
of loneliness and feeling disconnected.

One of the aims of the campaign is 
to create tailored guidance for blind 
and partially sighted people on social 
distancing, including clear rules 
around guiding. Often with guiding 
it’s family members who take on that 
role. So, have you been working at 
that level with families? 
Our advice to people, because we are 
committed to following government 
guidelines, is that that the ideal situation 
would be to be guided by someone in 
your household or someone in your 
extended bubble. That’s not always 
possible for people, and one in four of us 
don’t have anyone in the household who 
guides. I don’t, for example. That’s why 
our conversations with the government 
are so important because we need them 
to be clear to help blind and partially 
sighted people make informed decisions 
on who to ask and how to ask. We have 
been working with the government to 
produce specific guidelines for blind 
and partially sighted people about being 
guided – which will really help clear up 

some of this confusion.

It’s been great to hear about your 
own experiences. You’ve got such a 
personal connection to the campaign; 
I wonder if you could just talk to me a 
little bit about that. 
I consider myself pretty independent 
and outgoing. And I would say that the 
experience, not particularly of lockdown, 
but of lockdown easing, has definitely 
made me feel more disabled than I think 
I’ve ever felt. That’s in terms of going 
out and not being able to easily access 
information around me such as signs but 
also more subtle stuff. 

My local Sainsbury’s, for example, has 
a really good queuing system set up 
outside, but I never quite know where 
it is. I never quite know which way the 
queue is going to be and where the rope 
is, and it limits the pavement space that 
you can walk on. All of this has hugely 
changed the environment which used to 
be quite familiar. My local high street is 
a totally new experience every time I use 
it, and that is exhausting because I rely so 
much on habit. 

Local authorities have been putting in 
new measures to try and encourage 
people to walk or cycle, and that is 
changing the landscape as well.  

The experience of 
lockdown easing has 
definitely made me feel 
more disabled than I 
think I’ve ever felt 
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We’re also working with local councils 
on how to do that without making every 
trip that a blind or partially sighted 
person takes feel like an Arctic adventure 
because you have to concentrate so 
hard on it! I share people’s anxiety about 
returning to the office, because of the 
journey there and back. We all use public 
transport; there is no other way for me to 
get around. 

I feel those things, and I’m very confident 
and I’ve been blind for nearly 40 years, so 
I’ve had some practice. I can only imagine 
what this must feel like to somebody 
who perhaps has lost some of their sight 
during lockdown. I think that’s why I 
feel so personally about this campaign 
because I’ve felt it in a very real way 
myself.

How can the sight sector work 
together to bring about some of 
these changes? 
Partly it’s definitely about getting these 
messages out there. It’s not that people 
don’t want to help, but if they are 
unaware of the issues then they aren’t 
looking out for it and it makes our lives 
a bit trickier. It would be lovely to live in 
a world where you didn’t always have to 
ask, where someone might offer first.

We need to galvanise our whole sector 
around supporting people, so make sure 
that the clinical elements of our sector 
are still encouraging people to take up 
appointments and making sure that 
environment feels really safe. We are the 
sector who should be leading the way 
in raising awareness of these issues and 
making sure we are taking those really 
practical steps like tactile markings on the 
floor. 

And, lastly, is there anything else 
you’d like to share with our readers?
I’d really love them to know there are a lot 
of people out there experiencing anxiety 
but there is support and help out there. 
There are practical things that we can 
all do, and I’d really love their help with 
spreading the word and raising awareness 
so that it makes it that bit easier for all 
of us who are going out about in these 
strange times.

Find out more about the World 
Upside Down campaign at rnib.org.uk

I feel so personally 
about this campaign 
because I’ve felt it in a 
very real way myself
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Self-monitoring your 
glaucoma: does it work?
Helen Doe

Because glaucoma is symptomless, lots of 
people with the disease feel like they don’t 
know how their condition is faring in between 
appointments. This can be unsettling, because 
you don’t want the condition to have got 
worse without trying to do something about it. 
We often get requests about home monitoring 
of eye pressure (IOP) and visual fields, so at 
least people can identify if their condition is 
getting worse.
For measuring IOP, the best-known device is the iCare 
home tonometer. This costs around £2000, and uses 
contact tonometry, requiring disposable probes (£50 
for 50). 

The manufacturers recommend the iCare home 
tonometer is used 3-4 times a day. The advantage of 
this is that you could get lots of measurements of your 
IOP, to identify your typical eye pressure. 

Eye pressure naturally fluctuates, over any given day 
and also over longer periods of time. When you visit 
the hospital, you may be attending at a time when your 

Thank you to 
Mr Kay for 
suggesting this 
article
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pressure is at its highest or when it is at 
its lowest measurement for the day. By 
contrast, collecting more measurements 
at home enables to you get more of a 
feel for the overall pattern of your eye 
pressure. Think about this a bit like your 
weight if you’re on a diet – sometimes 
you’ll be heavier, sometimes you’ll be 
lighter, but what matters is the overall 
trend in your weight.

However, there are also disadvantages to 
the iCare Home tonometer. Obviously, it 
costs a lot of money for starters! 

The device can be fiddly to use, and 
measurements aren’t that reliable. For 
example, if you don’t have the device 
lined up exactly at right angles to the 
cornea, the result won’t be accurate. 
If you blink during the measurement, 
you won’t get a proper reading. Also, if 
your IOP is fluctuating, you might get 
concerned unnecessarily. 

In addition, the iCare Home tonometer 
doesn’t take into account factors such 
as the thickness of your cornea. If 
you have a thin cornea, the iCare will 
underestimate the pressure, whereas 
if your cornea is thicker then it will 
overestimate the result. It would also 
be important to be shown how to use 
it properly and not to rely on written 
instructions. We strongly advise that you 
seek your eye doctor’s opinion before 
making any decisions and paying for 
anything.

For visual fields, there are several new 
pieces of software or devices which can 
be used at home. These devices often 
run on tablet computers, smartphones or 
virtual reality headsets. 

One example is EyeCatcher, developed 

by Professor David Crabb’s lab in City 
University, London. We’ve mentioned 
this in previous articles of the magazine 
(Spring 2019, Autumn 2019) and have 
funded research into how well it works 
for home monitoring. 

These devices work in different ways. 
Often, they’re similar to the visual field 
machine you use in a hospital, where you 
click the button when you see a light. 
Others use eye tracking software – a 
stimulus will appear, and the software can 
detect whether you look in the direction 
of the stimulus. One even measures 
the activity happening in your brain, to 
identify whether a stimulus was seen! 

Like measuring IOP at home, measuring 
visual fields at home allows people to 
collect a lot more data. This means you 
can get information about how the field 
is changing. By measuring the visual field 
frequently and at home rather than in 
hospital, people might feel less stressed, 
or they can avoid poor results due to 
factors such as tiredness. 

The disadvantages of these visual field 
testing devices are similar to those of 
home tonometry measurement. 

Most of these gadgets are still in the 
development phase and are being tested 
to identify whether the visual field can 
be measured accurately. We don’t want 
false positives (light seen when there 
was no light) or false negatives (lights 
missed which could or should have been 
detected), and we need to be sure that 
the devices accurately map the field, i.e. 
that the device knows where a stimulus 
appears on the visual field. 

Often the results are compared to the 
results found on the standard machines 
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in the hospital, and there are some 
differences, meaning the tests conducted 
at home are a bit less reliable. 

Most researchers would say that these 
home testing kits might be useful to 
monitor people at high risk of vision loss 
(e.g. due to age or if their condition is 
getting worse quickly), but that for most 
people it’s not really worth it currently. 
It could be that as the devices improve 
and get cheaper, they will become more 
useful for monitoring everyone, but we’re 
not there at the moment. 

The other thing to consider is that for 
most people, glaucoma is a condition 
which develops slowly. Doctors don’t 
want people becoming obsessed with 
their eye pressure or visual field and 
taking the measurements all the time. 

We know you all want to look after your 
eyes and see how they’re doing, but 
sometimes we can have too much of a 
good thing! 

One final suggestion from me: if you 
want to monitor your own vision very 
approximately, try this: 

• Pick a view from your window, 
e.g. looking at a particular item.

• Close one eye, and see how the 
view looks. Are there blurry 
patches?

• Repeat with the other eye
• Do this every so often (not very 

frequently!). If your glaucoma 
is getting worse, you might 
notice blurry or misty patches 
developing over time.

Talking glaucoma
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Research 
news

Research news

Karen Osborn

The pandemic has seen charities’ income plummet. As the UK went into 
lockdown charity shops were closed, fundraising events were cancelled, 
and donations were diverted to NHS charities. 

In June, members of the Association 
of Medical Research Charities (AMRC) 
reported a 38 per cent loss in fundraising 
income. While some charities are 
benefitting from the Government’s £750 
million support package, medical research 
charities have so far been overlooked. 
With no financial support in sight, AMRC 
charities are projecting an average 41 per 
cent decrease in their research spend 
over the next year, a £252 – £368 million 
shortfall. 

The AMRC reported that by June, 70 
per cent of clinical trials funded by their 
members had been stopped, paused 
or delayed. In July the Royal College 
of Ophthalmologists also outlined 
concerns1 that academic ophthalmology 
and ophthalmic research had been 
significantly affected in the first phase of 
the pandemic. A lot of research funding 
was suddenly re-directed to COVID-19 
studies, and the College was concerned 
that much eye research would not meet 
these new funding criteria. 

Yet research has not just been interrupted 
because of finances – the reasons are 
more complex. Many studies were halted 

when universities and other research 
facilities closed, or laboratories were 
taken over for COVID-19 research. The 
availability of research staff has also had 
an impact. As we heard in our last edition, 
many clinicians were pulled from eye 
care and moved to COVID-related care, 
and this was also the case for academic 
ophthalmologists, many of whom were 
moved to frontline NHS services. This 
interrupted dedicated research time and 
training, and the College fears there could 
be a long-term impact on how much 
research can be done on ophthalmology 
and a shortage of people trained to do 
it. Of course, many NHS staff were also 
affected by COVID illness themselves, 
or by the need to self-isolate or care 
for dependents, and this has added to 
the challenges for research. And lastly 
the pandemic meant that patient-facing 
studies stopped too, as patients and 
healthy volunteers alike were unwilling or 
unable to attend trials in person.

Sadly, the College expects that as routine 
NHS services start again, researchers will 
have to review whether clinical trials can 
be restarted and may decide that some 
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important research is no longer possible. 

Unsurprisingly, given the scale of the 
pandemic’s impact, our own research 
funding plans have also been affected. In 
March and April 2020, the award panels 
for our £50,000 Allied Healthcare grant 
and our £100,000 ophthalmology award 
both had to be delayed because of a lack 
of people to act as panel members and 
peer reviewers. We hope that both panels 
will now meet in October or November 
this year, and happily most applicants 
have confirmed they would like to 
continue with their applications.

Our £100,000 PhD award opened in 
Spring 2020 with a 31 October deadline, 
and it will be interesting to see what 
impact the pandemic has, not just on 
the number of applications but also 
the PhD themes. Sadly, the UK & Éire 
Glaucoma Society Conference scheduled 
to take place in Portsmouth on 26 and 27 
November has had to be cancelled, and 
the annual UKEGS research grant will not 
be awarded this year. But on a positive 
note our team are organising the first 
ever virtual UKEGS conference which will 
take place on 27 November – a technical 
challenge that’s both exciting us and 
making us slightly nervous! See page 7 for 
more information

The projects we’re currently funding have 
also been affected. Dr Heather Waterman 

and her research team in Cardiff had to 
postpone the start of the project because 
Cardiff University buildings were closed. 
They hope to re-start on 1 December, 
COVID permitting. 

Professor Colin Willoughby is funded by 
Glaucoma UK for a study that will shed 
light on the development of fibrosis 
(scarring) in glaucoma and was also 
affected. He told us “We had a lockdown 
of the research facility from mid-February 
until mid-July - 5 months. During this 
time, we analysed an extensive dataset 
we had generated prior to lockdown. This 
was done from home and we hope to get 
two papers published from that work. 
Now we’re using the time to complete 
experiments and try and generate some 
larger datasets in case of a second 
lockdown. That would be difficult as we 
really need to be in the lab — thankfully, 
that large dataset saved us. The other 
large problem was juggling the clinical 
side – identifying glaucoma patients at 
risk of sight loss.

Thankfully we have an electronic care 
record in Northern Ireland and electronic 
notes for most of our patients, but the 
whole glaucoma team spent a lot of time 
triaging the notes. Our capacity is down 
and we really need to ensure timely care 
for glaucoma patients who may need 
more support”.

1 https://www.
rcophth.
ac.uk/2020/07/
mitigating-the-
impact-of-covid-
19-on-academic-
ophthalmology-
and-ophthalmic-
research/
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you

RNIB, Amazon and Glaucoma UK on Fire!
Joanna Bradley

Amazon, RNIB and Glaucoma UK joined forces earlier in the summer to get people 
with visual impairments online. Amazon decided to donate Amazon Fire tablets to 
people who are blind or sight impaired. The Amazon Fire is a basic tablet, which 
allows people to watch films and TV, read books, listen to music and browse the 
internet. 

To receive a tablet, people needed to:

• Be blind or partially sighted

• Live in the UK

• Have an internet connection

• Not own a tablet (or own one older than three years old)

We scoured our databases and got in touch with people who receive Insight via audio 
recording, or people who had called the helpline and mentioned they have advanced 
glaucoma. The feedback has been brilliant so far, with people commenting about how 
easy the process has been. The RNIB technology support team are available to help 
people with setting up the tablets, and people who have received a tablet have found 
them very helpful. 

Photo credit: © Amazon
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If people aren’t 
given the right 
information 
to understand 
their health 
condition, they 
are more likely 
to experience ill 
health

Generating readable patient 
information literature  
Making our information  
easy to read!
Joanna Bradley

One of the aims of our recent name change and 
updated visual identity is to help us reach those who 
need help and support. If our information isn’t easily 
understood by people with glaucoma or those who 
care for them, we’re failing in our job. We know a lot of 
our materials can be too complex, for example in the 
words we use. That’s why we’re launching a project to 
make all our content easier to read.

Most adults in England have a reading age of 11-141 
and the maths skills expected of a 9-year-old2. 6 in 10 
adults in England find it difficult to understand health 
information3. This could be:

• what the doctor is saying to a patient during an 
appointment

• booklets provided by charities like Glaucoma UK

• the leaflet in a packet of painkillers. 

Often, doctors or the people giving the information, 
assume the reader knows more than they actually do or 
thinks that the information they are giving is simpler than 
it is. 
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If people aren’t given the right information to 
understand their health condition, they are 
more likely to experience ill health. However, 
this project isn’t just going to help people who 
sometimes find it hard to read our materials. 
Everyone enjoys reading content which is clear 
and easily understood. It’s not about dumbing 
down our writing, it’s about making sure you get 
the right information and support. No-one wants 
to be slogging through difficult material trying to 
find the bits that are relevant to them.

How readable a text is depends on several things, 
including:

• How long the sentences are;

• How complex or common the words are;

• How long the words are.

There are lots of tools online which calculate the 
reading age of a text. We’re aiming at a reading 
age of around 13, so that all our content is easily 
understood by most people. However, when we 
put extracts from leaflets, the website or the 
magazine into the tools, we found they had a 
reading age of around 17. This means most people 
will struggle to understand it. So we’re reviewing 
all our written resources. This is a big project, 
and we need to ensure we get it right. We’ll be 
working closely with our team of medical authors 
and editors who have written the booklets, to 
ensure they understand and support this work. 
We hope that the new booklets will launch around 
March 2020. 

However, we’d love your help too. Would you like 
to be part of our readers’ panel for this project? 
We already have a team of volunteers who help 
with reviewing our materials (thank you, readers’ 
panel!), but we’d like more people to help. We’d 
really love to hear from you if you ever find 
information from us or from your doctors difficult 
to understand. If you would like to get involved, 
please contact our helpline team on helpline@
glaucoma.uk or 01233 64 81 70.

1 Skilled for Health: Making 
the Case, DH, DfEE, 
ContinYou (2006)
2 2011 Skills for Life 
Survey: Headline findings. 
Department of Business 
Innovation and Skills
3 https://assets.publishing.
service.gov.uk/government/
uploads/system/uploads/
attachment_data/
file/460709/4a_Health_
Literacy-Full.pdf
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Medication reminder 
apps: three of the best
Lindsay Haynes

For people diagnosed with glaucoma, 
it’s so important to remember to take 
any prescribed medications and use 
your eye drops, to stop the disease 
from getting worse. But it can be 
tricky to remember what to take and 
when – especially when you have 
multiple medications or drops to keep 
track of, which may need to be taken 
at different times of day. And during 
the pandemic, this may be more 
difficult as schedules are disrupted 
and there’s so much to keep on top of.
However, help is at hand – there are lots 
of smartphone apps available to help you 
keep track of your medications and remind 
you when to take them. We’ve rounded up 
three of the best apps below – and all are 
free to download.

MyTherapy Pill Reminder
https://www.mytherapyapp.com/

The MyTherapy app is available for Apple 
and Android devices. You can use the app 
to create a treatment plan that delivers 
reminders for medications, will remind 
you when you are running low, and also 
allows you to add family, friends or other 
caregivers, so that they will receive a 
reminder if you forget to take a dose. 

You can use it to track any symptoms you 
are experiencing, and it allows you to print 
out a health report to take along to any 
doctor or clinic appointments.

it can be tricky to 
remember what to take 
and when – especially 
when you have multiple 
medications or drops 
to keep track of

Photo credit: © MyTherapy
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Medisafe
https://www.medisafeapp.com/

Also available for both Apple and Android 
phones, it too will remind you when to take 
your medications, and when you need to 
refill your prescription. 

Much like the MyTherapy app, its 
“Medfriend” function allows you to add 
a family member or other carer to the 
app — which will send them a notification 
if you accidentally miss a dose — and 
will generate reports you can share with 
medical professionals.

Round Health
https://apps.apple.com/gb/app/round-
health/id1059591124

Only available for iPhones, this app is 
beautifully designed and a little different 
from the rest of the apps available. Round 
allows you to set ‘reminder windows’ – 
rather than an alarm telling you to take 
the medicine at a specific time, you set a 
‘window’ which ranges from half an hour 
up to 3 hours. During this time, the app 
displays the reminder on your phone’s lock 
screen; you can mark the dose as ‘taken’ 
simply by swiping on the reminder. 

This more flexible alternative to a single 
alarm might be useful for people with busy 
lifestyles, who may not be able to take 
their medication at the same precise time 
every day.

The app also has a calendar which allows 
you to track your history – see when you 
took your medicine, or if you have missed 
a dose in the past. If you have an Apple 
Watch, it will even integrate with that!

Do you use medication 
reminder apps? If you’ve got a 
favourite app that you think we 
should know about so we can 
tell others, let us know!

Photo credit: © Medisafe

Photo credit: © Round Health
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Experience
Hospital appointments post-
lockdown: my experience
Colin Wright, Glaucoma UK member

Many people with glaucoma are used to 
routine appointments at eye hospitals, but 
what this looks like post-lockdown is a little 
different to what we are familiar with. Across 
the UK, practices have changed to ensure we 
can restart activities safely, and eye clinic 
appointments are no exception.
Colin Wright, Glaucoma UK member and 
volunteer, recently attended his first eye 
hospital appointment since the UK went 
into lockdown and wrote down his thoughts 
following his hospital visit to share.
“Like so many others, my hospital appointment was 
cancelled at the end of April because of the virus. So, it 
was a pleasant surprise to get a telephone call inviting 
me to attend for a routine check of my glaucoma. 
The hospital gave me clear and concise instructions 
beforehand about their new systems to keep everyone 
safe. 

I was told not to arrive too early at the hospital before 
my appointment to limit time on the site and they 
explained that I would have to wait outside the unit and 
would only be allowed to enter when someone else left. 
It was all handled in a controlled manner with greatly 
reduced numbers of people at the hospital. 

Experience
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On arrival at the hospital, I had to use 
a mask and clean my hands. When I 
entered the eye unit, I was surprised 
to see that all the normal seating had 
been removed and ordinary chairs were 
scattered around for social distancing. 

I was ushered past the eyesight testing 
station and taken to a room where all 
the equipment had been removed and 
two other people were waiting. After a 
short wait I was called for my eye test 
and I went into a room containing the 
field test machine and a scanner. I then 
returned to the waiting room until I was 
called in to see the consultant for my 
check-up. 

It all went smoothly and was much 
easier than I have normally experienced 
over the last 27 years that I have had 
glaucoma.”

We’re delighted that Colin 
had a positive experience at 
this hospital appointment. 
But we know that not 
everyone experiences the 
same. If you’re worried about 
an upcoming appointment 
our helpline team are here 
for support. Give them a call 
on 01233 64 81 70 or email 
helpline@glaucoma.uk

It was all handled in 
a controlled manner 
with greatly reduced 
numbers of people at 
the hospital 

Experience
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Nominations still open!

Experience

Excellence in Glaucoma Care Awards 2020
Karen Osb0rn

Our first ever Excellence in 
Glaucoma Care Award in 2019 was 
won by Professor Gus Gazzard 
and his Moorfields team, for the 
exceptional care given to people 
participating in the game-changing 
LiGHT study.
As traditional eye services struggle to play 
pandemic catch-up and new services are 
being developed at astonishing speed, we 
feel it’s vital to celebrate the wonderful 
work being done in glaucoma care. We’d 
like to invite you to nominations for 
the 2020 Excellence in Glaucoma Care 
Awards, and nominations are open until 
Monday 4 January 2021.

You can nominate an individual or 
team from any field of glaucoma care, 
maybe someone who provided just 
the right information at the right time, 
or someone who gave you time and 
emotional support when you needed it 
most. It could be an excellent surgeon 
or nurse, an optometrist who gave you 
sight-saving advice, a volunteer who runs 
a great Support Group, or someone who 
has made a breakthrough in glaucoma 
research. 

To nominate someone who has made a 
real difference to you, please either email 
or write and tell us: 

• The name and contact details 
of the person or team you 
are nominating (organisation, 
address, email and/or phone) 

• Why you are nominating them: 
How have they made a difference 
to you or others living with 
glaucoma, and what makes 
them stand out above the rest? 
(maximum of 300 words)

• Your name and contact details

The closing date is 4 January 2021 and 
the nominations will be judged by a 
groups of Glaucoma UK trustees who 
themselves have glaucoma. Please send 
your nominations to Richenda at r.kew@
glaucoma.uk or by post at our head 
office. 

The winner will be announced at 
our Annual Lectures and AGM in 
March 2021.
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‘Don’t rub your eyes’: My life 
with dry eye disease
Elizabeth Balsom, Glaucoma UK member

“I’ve struggled with dry eyes since my late 20s; it’s not 
just an aspect of advancing years. It was a particular 
problem before my cataract surgery (which I needed at 
the relatively early age of 56). From the age of 17 I wore 
contact lenses, essential with my level of myopia - you get 
a better correction with lenses than with spectacles - but 
challenging if your eyes are dry. It was more irksome when 
I was working, since sealed air-conditioned units are drier 
than my house. Back then, at weekends I would sometimes 
just lie in a darkened room, glad to get the lenses out and 
rest my eyes rather than doing something more interesting, 
so in some ways the condition has robbed me.

I’ve run through a range of lubricating drops, over the 
years, at one point using ones developed for the NASA 
space programme but I now rely on OTC Hypromellose 
drops. I’m conscious that I don’t blink enough, or perhaps 
don’t blink properly. I remember once on the tube thinking 
I’d do some blinking exercises and a woman sitting opposite 
leaned over and said “I’m feeling just the same!”

Of course, it’s not just dryness, but itchiness, and I 
constantly remind myself, don’t rub your eyes. I remember 
the lovely ophthalmologist I used to see, sadly now dead, 
said, “when you feel you want to touch your eyes think, 
where has that hand been, what has it touched?”

Before I contacted Glaucoma UK, I used to wonder if the 
pressure-lowering treatments, whether drops or surgery, 
exacerbate the condition since their purpose seems to 
be to reduce the amount of fluid in the eye. They gave 
me information that reassured me this isn’t the case 
and explained that sometimes glaucoma eye drops, and 
particularly the preservatives inside the drops, can affect 
the quality of the surface of the eye which can make it 
feel dry. As with so many things medical, you’re between a 
rock and a hard place. But make no mistake, dry eyes are 
uncomfortable, often painful and irritating in all senses of 
the word.”

Personal stories 
of people who 
are living with 
glaucoma or dry 
eye disease are 
important to our 
work and give a 
voice to those 
who are dealing 
with the disease. 
If you have a story 
that you would 
like to share, we’d 
love to hear from 
you. Please email 
us at marketing@
glaucoma.uk

Experience
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Close your eyes. Now tell me 
what you see… the motivational 
speech written by a fifteen-year-
old with glaucoma
Deja McGowan

When fifteen-year-old Deja was tasked with writing 
a motivational speech as part of her English GCSE 
assessment, she made the brave decision to write 
about her personal experience of living with 
glaucoma. Deja was diagnosed with congenital 
glaucoma and opaque coronae when she was a 
baby, and she has endured many operations over 
the years. Encouraged by her teacher, she included 
personal details about her experience of having eye 
operations to her powerful speech.
Unfortunately, due to the pandemic, Deja hasn’t been able 
to read her speech out to her school peers as was planned; 
this is something she may have to do in the future. So, 
instead she shared her work with the ophthalmic team at 
Birmingham and Midland Eye Centre who have cared for 
her since she was just a few weeks old. Her writing offered 
them a rare chance to learn how their work shapes their 
patients’ lives and her consultant was so moved that, with 
Deja’s permission, he shared it with us.

Anything is 
possible with 
the right 
support, 
kindness and 
courage

Experience
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We are delighted to publish Deja’s 
moving speech in full, as she intended it 
to be read for her school friends, below.  

Close your eyes. Now tell me what 
you see. By Deja McGowan
Close your eyes. What do you see? The 
is sun shining, flowers blooming, friends 
laughing, the joy in your siblings’ faces 
when you give them sweets. The way your 
parents look at you when you’re acting up, 
or when they’re beaming with pride. The 
simple smile from someone, a best friend, 
that simple act of kindness that brightens 
your day. The look of love, turmoil and 
pure joy. Now open your eyes. 

Imagine it’s all gone, you’re only able 
to differentiate light from dark. Unable 
to determine a smile from a frown and 
see the beauty in all that surrounds you. 
Imagine never seeing the faces of your 
loved ones; mothers, fathers, brothers 
or sisters. The friendships you long for, 
your inability to make eye contact, to 
share a smile. Friendships shielded by 
the embarrassment others feel of being 
in your company, not wanting to invite 
you to gatherings as they feel they’re not 
“suitable” for you. Now think back to a 
time you have been judged and made to 
feel less worthy than those around you. 
That’s how I feel every day. How I used to 
feel. I do not ask for pity or sorrow. I am 
blessed in so many ways my experiences 
just simply differ from yours. I may not 
see the sun shining but I feel its warm 
embrace upon my face, I adore the potent 
smell of flowers, rustle of the trees and 
being awoken by the sweet sounds of 
birds chirping. For these reasons alone 
I feel blessed. My lack of vision does not 

define me; it merely provides me with 
a different outlook on life. For so long 
I have wanted to feel accepted. I have 
never understood how people treat life 
so carelessly, never embracing what 
they already have. For me life is like 
an emotional rollercoaster filled with 
countless appointments and operations 
in the hope to restore some vision, any 
vision, to be just like you. 

Operation days are the toughest. I can 
sense the fear and heartbreak as my 
mother tries to hold back her tears whilst 
I feel the comfort of my father’s firm 
embrace. I sit in silence. Nurses cackle in 
the distance, discussing prior events from 
the night before, they make me chuckle. 
Constantly scurrying around making tea. 
So much tea. The sound of monitors, 
patients and those mothers desperately 
trying to distract their children from 
the dreaded operation that lies ahead. 
You can hear the sorrow in their voice, 
their turmoil in the decision they have 
made. Panic stricken…the dreaded gown 
arrives… oh how I hate changing into that. 
Children’s cries echo the corridors as they 
make their way, then silence. 

I become distracted. Footsteps are 
approaching; formal, soldier like but 
softer followed by an overwhelming smell 
of metal. It’s the anaesthetist. Arrived to 
draw on the same ink stained arrow above 
my eye, as always. Soon accompanied 
by my surgeon; his approach is calming, 
parent like, extremely focused. He has 
treated me since birth and although I feel 
he would recommend postponement 
of treatments, he never gives up hope, 
he fights for me, for my vision. Papers 
begin shuffling, my parents inundated 
with questions, my mother responds with 

Experience
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endless questions, analysing everything 
they say. I sit quietly giggling to myself 
as I hear her regimented routine, making 
sure everyone knows what they are doing, 
making sure I am safe. She makes me 
smile. Then there’s Angie. She is favoured 
above them all. I can hear her footsteps 
swiftly patter the corridors, always 
seeming in a hurry but never too busy 
to help. The warmth of her touch as she 
prepares me for theatre calms me. She 
has a unique way of instilling hope and 
reassurance when it’s needed the most. 
She’s a protector, always positive. I like 
that. 

It’s my time. My mother frantically fussing 
with anything, desperately trying to 
disguise her emotions. “See you soon, 
love you” is all I hear as I am guided by 
my father’s warm embrace as we make 
our way. Countless jokes, laughter, 
smiles. I feel safe. Taking my position, I 
feel overwhelmed with nerves, a million 
thoughts flood my mind; will the world 
turn dark when I wake? what will I see? I 
pray it works this time. The potent smell 
of anaesthetic consumes me as I feel the 
cold tingling sensation travel up my arm. 
I can still feel the warmth of my father’s 
touch as he gently strokes my face and 
hear the sweet sound of Angie’s voice. 
Three, two, one. Then silence. 

I can’t focus, the room’s spinning. The 
excruciating pain I feel is hard to ignore. 
Awoken by familiar voices. I can sense 
the pride and relief in my mother’s 
voice that it is all over. Medication is 
administered at timely intervals hoping 
to ease the discomfort. I frantically try to 
rub my eye to stop the pain, only to be 
defeated by a plastic shield. My enemy. 
As anticipation grows stronger the same 

questions remain. As the days pass by I 
feel conflicted. Consumed by excitement 
of the possibilities whilst trying not to 
become disheartened by imagining a 
world of darkness. Until the swelling 
subsides, I never know what the future 
holds.

Operations come and go. All of which 
were deemed a success but inevitably 
have resulted in failure. There are an 
estimated 39 million people worldwide 
who are blind and a further 246 million 
people who have limited vision. They say 
only 3 – 6 people out of every 100,000 
suffer from the same condition as me 
and it is believed that global blindness 
will triple by ‘2050’. I have accepted that 
this is my life. This is me. Collectively the 
experiences I have encountered in such 
a short period of time have made me 
the person I am today. They have made 
me realise what is important in life and 
question myself; Why should I chase for 
acceptance for who I am? Why should I 
chase for friendships? Because flaws and 
all, I am no different to anyone else. 

I never take for granted opportunities 
that come my way, always focusing on 
the best of any situation. I shall continue 
to undergo surgery until my eye decides 
to give up. This is not for you but for 
me. I long to see the beauty in the world 
beyond my experiences. I have come to 
the realisation that yes; we can dwell on 
what we haven’t got but what happens 
if we looked beyond that? Anything is 
possible with the right support, kindness 
and courage. Remember who we become 
in life is what we give back to life. 

Now ask yourself… what do you take for 
granted?

Experience



48  Insight Autumn 2020

Awareness
Screen time spike: is your 
dry eye disease or glaucoma 
holding you back?
Joanna Bradley in conversation with Stephen Epstein

We’re launching a new campaign for National 
Eye Health Week (21 – 27 September 2020) 
to give people living with glaucoma and dry 
eye disease confidence that their diagnosis 
shouldn’t hold them back from taking part in 
digital activities.
Thanks to the coronavirus lockdown, lots of our usual 
activity is now taking place via screen, from keeping 
in touch with friends and family, through to collective 
worship and yoga sessions. However, people might be 
concerned about the impact all this screen time has 
on their eyesight, particularly if they have a diagnosed 
disease like glaucoma or dry eye. 

Joanna Bradley, our Head of Support Services, spoke 
to Stephen Epstein, optometrist, glaucoma patient and 
the vice-chair of Glaucoma UK, to get answers about the 
impact of increased screen time on our eyes and some 
top tips on using screens safely.

Think blink! And rest your eyes 
frequently

Awareness



49

How does the use of screens affect your 
eyesight, if at all?

When you’re looking at a screen and 
concentrating, you blink less often and, 
sometimes, less completely. Your eyes 
constantly make a tear film, and this 
nourishes the front surface of the eye. 
Each time you blink the tear film is spread 
over your eye, so if you’re not blinking 
enough, the front of your eye can start 
to feel uncomfortable. The position of a 
desktop screen is all important to avoid 
postural problems. If you wear regular 
multi-focals you might struggle to find a 
comfortable position to view the screen 
through the lenses. This can be fixed with 
spectacle lenses specifically for office use. 

Does using screens affect glaucoma?

No, don’t worry about your screen usage 
if you have glaucoma. There has been 
one study suggesting eye pressure may 
increase if people use screens for a long 
time but any link to glaucoma has not been 
confirmed.

Does having glaucoma affect how people 
use screens?

Most people with glaucoma will have no 
problems using screens. If your glaucoma 
is very advanced, and your central vision is 

affected, you may find increasing the font 
size, or switching the colour settings on 
the screen (e.g. make it white on black) 
will make things easier to read.

Is there anything people with glaucoma 
can do to make using screens easier?

Glare can be a problem for people with 
glaucoma. Think about using a glare-
reducing screen or filter and position 
the screen away from bright sunlight or 
other strong light sources. This advice is 
helpful for everyone, not just people with 
glaucoma! For some people, glaucoma 
eye drops can cause symptoms of dry eye 
disease. If that’s the case, you may wish to 
ask your eye doctor whether different eye 
drops might help.

How does lots of time using screens 
affect dry eye? What are the symptoms 
of dry eye disease?

Dry eye disease occurs when your eyes 
don’t make enough tears or when the 
tears evaporate too quickly. It can make 
your eyes feel dry, gritty or scratchy, or 
even watery. Your eyes may also look red. 
Because people blink less when they’re 
using screens, the tear film isn’t being 
spread across the eye properly, making the 
symptoms of dry eye disease worse.

The 20-20-20 rule 
is helpful – after 20 
minutes of screen 
usage, look at 
something 20 feet 
away for at least 20 
seconds

Awareness

Awareness
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What can people with dry eye do to make 
using screens easier?

Think blink! And rest your eyes frequently. 
The 20-20-20 rule is helpful: after 20 
minutes of screen usage, look at something 
20 feet away for at least 20 seconds. Try 
to keep a good distance between your 
eyes and the screen. Finally, you may 
find lubricating eye drops (also known as 
artificial tears) to be helpful – put these in 
your eyes as often as you like. If they help, 
you really don’t need to worry about how 
often you put these in your eyes.

Where can people go for more help if 
they’re struggling? And when should 
people seek help?

If you feel you have a persistent problem 
with dry eye, my advice would be to go to 
an optometrist practice to buy some eye 
drops. You can also buy these yourself, 
e.g. at a supermarket, where they may 
be cheaper. However, if you go to an 
optometrist, you’ll be able to ask for advice 
about which eye drops are the best ones to 
use for your symptoms. The optometrist 
may also recommend that you get referred 
to an ophthalmologist (eye doctor) or 
a MECS (minor eye condition scheme, 
which runs in some areas) if your dry eye 
disease looks more severe. Finally, look at 
the Glaucoma UK website or contact their 
helpline for more information and advice.

Awareness

Think about using a glare-
reducing screen or filter 
and position the screen 
away from bright sunlight 
or other strong light 
sources. This advice is 
helpful for everyone, not 
just people with glaucoma!

Try to keep a good distance 
between your eyes and the 
screen.
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Miriam Waite began drawing comics about 
glaucoma as a PhD candidate at the University 
of Dundee. Her comics break down complex 
medical information in an engaging and 
accessible way, to help people with glaucoma 
make sense of their diagnosis. Her work 
also explains and depicts some of the tests 
and treatments glaucoma patients might 
encounter along the way. We talked to Miriam 
to find out more about her project.
“The glaucomics project came about whilst doing 
my PhD. My idea was to see how successful patient 
information could be in the form of comics. 

I was doing a medical arts master’s degree and was 
asked to produce a public dissemination project. I 
decided to do a comic for my project and someone 
from a dentistry school liked my work. So, the project 
grew from there.

I came across glaucoma through meeting an ophthalmic 
surgeon who was really enthusiastic about the 
project. A lot of existing illustrations on this subject 
are quite off-putting so I was hoping to make it a 

Glaucomics
Kelly Oliphant in conversation with Miriam Waite

Awareness

Not everyone 
learns in the 
same way and, 
when faced with 
an upsetting 
diagnosis, 
information isn’t 
always taken in.
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bit more easily digestible. I had little 
knowledge of glaucoma at the time but 
as I learned more about the subject, I 
became appreciative and interested in 
the role comics and other visual ways of 
presenting medical information can have. 

I interviewed people with glaucoma 
as part of my research to understand 
their thoughts about the accessibility 
of existing resources, understand their 
struggles and what improvements they 
would like to see. There is a need for 
more information.

I hoped the project would encourage 
recognition that not everyone learns in 
the same way and, when faced with an 
upsetting diagnosis, information isn’t 
always taken in. 

I wanted it to be recognised that there 
are different ways to get information 
out there that might appeal to different 
people.

Although my glaucomics project has 
now ended, I am always interested to 
meet people who would be interested in 
working with me on the project.”

there are different 
ways to get 
information out there 
that might appeal to 
different people

Awareness

See more of Miriam’s 
work on her Twitter 
page: @Medisodes

http://twitter.com/medisodes
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Supporter 
news

October is Glaucoma UK’s legacy awareness month. 
During the month we raise awareness of this important 
and wonderful way of giving. Making a will is essential 
to ensure your wishes are carried out but is also an 
opportunity to do something amazing. Every year 
legacies fund approximately 75 per cent of all our 
services and sight saving support. 

Legacy giving: your gift will 
help everyone affected by 
glaucoma
Jenny McCarthy

Supporter news
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It is important to make a will, whatever 
your age. It will ensure that you are 
in control of what happens to your 
possessions and property. Most 
importantly, it will also mean that your 
loved ones are looked after according to 
your wishes.

We offer a free will writing service, 
connecting you with a qualified solicitor 
in your local area. This makes writing your 
will simple and convenient. To find out 
more visit our website.

Leaving a gift in your will to Glaucoma 
UK will mean you can help continue the 
fight against preventable blindness. You 
will help us support people with, or at 
risk of, glaucoma, ensuring they have 
the information and advice to help them 
retain useful sight for life. Every gift left 
in a will, no matter how large or small, will 
make a difference.

We understand that giving a gift of 
this sort is private between you and 
your family, but if you have any queries 
or would like to know more, for a 
confidential discussion please email 
fundraising@glaucoma.uk or call  
01233 64 81 64.

Every year legacies fund 
approximately 75 per cent 
of all our services and 
sight saving support

Supporter news

Supporter 
news

mailto:fundraising%40glaucoma.uk?subject=
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Our fundraisers have had a difficult 
summer waiting to find out if their 
event has been postponed or cancelled. 
Sadly, the majority have been disrupted 
in some way; the London Marathon, 
the Prudential Ride London and the 
Manchester Marathon have been 
cancelled for this year. 

We had participants in all these 
events and although there’s a lot of 
disappointment, all are focused on 
completing the rescheduled events for 
next year. We thank them and wish them 
all well.

Other fundraisers affected are: 

• Professor Keith Barton, Glaucoma 
UK’s former chair of trustees. He was 
due to take part in the annual London 
to Paris 24 Hour Bike Ride, which has 
been postponed from May 2020 until 
May 2021

• Carolyn Ellery, who featured in the 
summer appeal. She had planned 
to run the Great South Run to raise 
money for glaucoma research. This has 
been postponed from October 2020 to 
October 2021. 

There’s some good news, though: a 
number of virtual events have sprung 
up including a version of the London 
Marathon. 

Virtual marathon participants will run 
the famous 26.2 mile marathon distance 
anywhere they like over a 24 hour period 
on 3 October. As this year marks the 
40th anniversary of the first London 
Marathon it would have been a shame to 
not have some sort of event. Luckily our 
two runners, Andy and Martyn, have both 
deferred their places in the actual event 
for next year but are raring to take part in 
the virtual event too. 

Good luck both, we wish you all the best!

A number of virtual 
events have sprung up 
including a version of the 
London Marathon 

Fundraisers face challenges
Jenny McCarthy

Supporter news
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Be in it to win it
If you are interested in joining the lottery, 
or want to know more, call 01233 64 81 64 
or email fundraising@glaucoma.uk

Supporter news

Your chance to win 
£25,000 every Friday: 
could it be you?
Jenny McCarthy

Later this year we will be launching our 
new weekly lottery, the Glaucoma UK 
Lottery. This will give all players the 
chance to win amazing prizes and raise 
much needed funds to support people 
with glaucoma.

For just £1 a week you can be entered 
into the Glaucoma UK Lottery. You’ll have 
the chance to win £25,000 in the draw, 
every Friday. There are also smaller prizes 
of £1,000, £25 and 5 entries into the next 
draw. All players will have an equal chance 
(1 in 63) of winning a prize.

25 1

mailto:fundraising%40glaucoma.uk?subject=
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Our colouring 
competition winner
Lindsay Haynes

For Glaucoma Awareness Week 
2020, we asked budding young 
artists to colour in our brand 
new logo. Thank you to all the 
youngsters who entered our 
colouring competition. We 
loved all your creative entries!
As Glaucoma UK’s own graphic 
designer, I was tasked with judging 
the entries and it was a very tough 
job! Everyone did brilliantly and it 
was lovely to see so many different 
colourful interpretations of our logo.

Our winner is Will, age 8, and here 
is his winning entry. I loved the use 
of rainbow colours, and the careful 
balance of colour and white space.

I must also give a special mention to 
Clara, by far our youngest artist at 19 
months old!

Well done to everyone who entered —  
a brilliant effort by all of you.

The winning entry of our 
Glaucoma Awareness Week 
colouring competition 
 
by Will, age 8

A special 
mention goes 
to our youngest 
artist, Clara, 
age 19 months

Supporter news
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We received these colourful entries from (left to right): 
Jade, age 8; Llew, age 5; and Rory, age 6

Here’s Dafydd, age 8, with his artwork.

Supporter news
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Christmas cards: 
place your order now 
Are you ready to think about 
Christmas yet? It’ll be here 
before you know it, so now’s 
a great time to get a start on 
your preparations and help raise 
money for Glaucoma UK in the 
process.
We have a range of lovely designs to 
choose from this year and all will help 
raise money to benefit people with 
Glaucoma in the UK. 

The cards cost £3.50 (plus P&P) for a 
pack of 10 including envelopes.

To place your order

Call 01233 64 81 64 and pay 
by credit or debit card

Post the completed 
enclosed order form and 
together with your cheque 
made payable to Glaucoma 
UK. Post using the prepaid 
return envelope. 

Supporter news
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Peace and Love DoveSnowy Fox

Season’s Greetings Bauble

Gaggle of Geese

Partridge in a Pear Tree

Happy Christmas Tree

Ref no: 
674

Ref no: 
673

Ref no: 
675

Ref no: 
677

Ref no: 
676

Ref no: 
678

160 x 
160mm

150 x 
150mm

160 x 
160mm

160 x 
160mm

160 x 
160mm

160 x 
160mm

Left blank for your own messageLeft blank for your own message

Left blank for your own message

“With Best Wishes for a Merry 
Christmas and a Happy New Year”

“With Best Wishes for a Merry 
Christmas and a Happy New Year”

“With Best Wishes for a Merry 
Christmas and a Happy New Year”

Supporter news
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Welcome to our new 
Communications and 
PR Officer, Elena!
Elena Cooper

We’re delighted to introduce you 
to the newest member of the 
Glaucoma UK communications 
team, Elena.
My name is Elena, and I’ve just joined 
Glaucoma UK as Communications and 
PR Officer, a brand new role within the 
communications team.

I completed a bachelor’s degree in film 
studies at the University of Kent in 2004 
and went on to work as a Production 
Co-ordinator in Children’s Television 
after graduating. Life then led me back 
to Higher Education, but this time as 
a member of staff, and I worked in 
the areas of Student Administration, 
Recruitment and Supporter 
Communications throughout my thirteen 
years in the sector. The latter role hugely 
appealed to my creative side and made 
me realise that communications is where 
my heart lies.  

I, therefore, took the slightly daunting 
but very exciting step of changing career 
paths and follow my heart, and this led 
me to find my job at Glaucoma UK.  

Having previously volunteered with other 
charities in my spare time, working in a 
communications role within the charity 
sector is the perfect fit, and I’m delighted 
to be part of the team.   

Part of my role will include producing 
content for our social media channels and 

publications (including this magazine), 
raising awareness of the charity and our 
campaigns, and also ensuring our voice 
is heard across national media platforms. 
With Glaucoma UK’s rebrand in full 
swing, I’m looking forward to being on 
this journey with you all by reaching out 
to our new and existing supporters with 
fantastic content, increasing awareness 
of glaucoma across the country by 
producing engaging material that will 
grab people’s attention, and spreading 
the word about the vital work we do to 
support those with glaucoma to live well.   

I’m looking forward to 
being on this journey 
with you all

“
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glaucoma.uk

Our helpline is available to  
everyone in the UK

01233 64 81 70

Want to 
talk about 
glaucoma?

Open 9:30am – 5:00pm Monday – Friday

http://glaucoma.uk
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Support 
groups

With COVID-19 forcing hospitals to cancel face-to-
face glaucoma support groups, we started running 
some digital groups. We ran six sessions over the 
summer using webinar software called Zoom, and 
they’ve been a great success. The topics we covered 
were:

• Glaucoma for the newly diagnosed (by Professor 
Philip Bloom of Western Eye Hospital and another 
session by Mr Hari Jayaram of Moorfields Eye 
Hospital)

• Glaucoma and eye drops (by Ms Laura Crawley of 
Western Eye Hospital)

• How COVID-19 is changing glaucoma care (by Mr 
Nick Strouthidis, Medical Director at Moorfields Eye 
Hospital)

• Glaucoma and driving (by Mr Jonathan Clarke of 
Moorfields Eye Hospital, and a member of the DVLA 
drivers’ medical panel for vision)

• My glaucoma is getting worse (by Mr Pankaj Agarwal 
of Edinburgh Eye Pavilion)

Each of the webinars included a talk and then a lively 
question and answer session. The sessions were also 
streamed live on Facebook, and are still available on our 
YouTube page (youtube.com/c/GlaucomaUK) in case 
you missed any.

Glaucoma support groups, 
from your sofa
Joanna Bradley

Support groups
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Support 
groups

Support groups

We’ve had lots of lovely responses from the audience about these groups. 
People found the sessions useful and straightforward to attend.

Thanks for last night’s webinar, very interesting 
and informative, also my wife found it the 
same, and has really enjoyed all the events and 
understands a lot more about my condition 

As [my] eyesight [is] deteriorating, I welcome 
digital as I can be at home 

I definitely think there should be more of these 
webinars as it’s an excellent way to access 
information from the horse’s mouth without 
having to leave the comfort of your armchair! 

Thanks for making registration so easy, with clear 
instructions, etc

 
Some people working in eye care also attended the webinars to learn more 
about glaucoma and the experience of people with the disease.  

Fantastic session, thank you both for giving up 
your time. I will be recommending Glaucoma UK to 
any of my future clients that may have a diagnosis 
of glaucoma. I also wish all ophthalmologists were 
as friendly and approachable as the speaker!
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Here are some key stats about the webinars:

Support groups

Contained information I 
was previously unaware of: 

Was clear and easy to 
understand: 

Was relevant to me: 

Was interesting and 
engaging: 

Was informative:

(where 10 
is certain)

81%

88% 8

9

7

10

10

10

76%

77%

81%

78%

How likely are you to recommend this webinar?

How do you find the experience of DSG compared to a  
face-to-face support group?

of respondents gave a 
response of at least

respondents are likely to attend 
future digital support groups 
organised by Glaucoma UK.

said the same or better

out of

out of

out of

More than

The session….

When asked how they feel about their glaucoma, the number of people who felt 
positive about their condition more than doubled. This was particularly strong amongst 
people who were newly diagnosed. This is possibly because when people are diagnosed 
they worry they will lose their sight quickly. As they understand their condition better 
they learn that hopefully they will keep useful sight for a long time.  
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Support groups

How much do you know about glaucoma?

People’s knowledge of glaucoma increased, particularly amongst people who didn’t 
know much to start with: 

We plan to run sessions regularly in the future, run by our 
development managers but following the same pattern as 
the previous meetings. Based on feedback, the first few 
topics will likely be

• Glaucoma treatments – laser and surgery

• Research

• Living with glaucoma

• Dry eye

• Glaucoma and cataracts

Please keep an eye on our website for updates about when 
these sessions will be running and to book your place. If you 
do not have access to the internet, Zoom allows people to 
dial in by telephone. The call would cost standard landline 
call rates according to your phone provider. You would 
be able to hear everything but would not be able to ask 
questions or take part in other interactive aspects of the 
webinar. For more information or to register your interest, 
please contact us on 01233 64 81 79.

Nothing Very little A fair amount A lot

We’d love to 
keep hearing 
feedback from 
you about these 
sessions. 
Are there topics 
you would like 
covered? 
If you have 
any comments 
or questions, 
please contact 
Joanna at 
j.bradley@
glaucoma.uk or 
by phone on 
01233 64 81 79

mailto:j.bradley%40glaucoma.uk?subject=
mailto:j.bradley%40glaucoma.uk?subject=
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Have you visited 
our new forum?

Our forum is provided by HealthUnlocked, the social network for 
health. Join our community forum to talk to other people with 
glaucoma, ask questions and learn about other people’s experiences.

healthunlocked.com/glaucoma-uk

http://healthunlocked.com/glaucoma-uk

