
Insight

Patron: Dame Maggie Smith 
glaucoma.uk

SUMMER 2021
It's Glaucoma 
Awareness Week! 
page 48

The official membership 
magazine of Glaucoma UK

http://glaucoma.uk


Glaucoma UK 
Woodcote House,  
15 Highpoint Business Village 
Henwood, Ashford, Kent TN24 8DH

Glaucoma helpline: 01233 64 81 70 
General enquiries: 01233 64 81 64 
Email: info@glaucoma.uk 
Website: www.glaucoma.uk

Glaucoma UK is the operating name of 
the International Glaucoma Association, a 
charity registered in England & Wales  
No. 274681, in Scotland No. SC041550

Cover story:

It's Glaucoma 
Awareness Week!

Contents
Letter from the editor 03
News 04
Talking glaucoma 13
Research news 31
Supporting you 38
Your view 42

Awareness 48
Supporter news 52
Support groups 57

mailto:info%40glaucoma.uk?subject=
http://glaucoma.uk


Letter
from the editor
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Rachel Hughes 
Communications &  
Engagement Manager

Although there’s lots to celebrate in 
this edition of Insight, I must start 
this magazine with an apology.

I’ve received several letters expressing 
disappointment at the interview 
published in the last magazine which 
featured the experiences of two 
optometrists working throughout 
the pandemic. The article included a 
representative from a high street optical 
chain, and those who got in touch felt 
it was biased towards the high street 
group. I recognise that my editing did 
not go far enough to remove mention 
of the brand, and for this I sincerely 
apologise. I would like to assure you that 
we have improved our review processes 
to ensure this doesn’t happen again. 

Among the letters was also a fantastic 
note from a member writing to remind 
us of the importance of making 
information accessible to those who 
do not use the internet. As the world 
increasingly moves towards a ‘digital-
first’ approach, we’ll work harder to 
provide alternative ways for people to 
access information held online. If you 
read an article that includes a reference 
to a website which you’re unable to 
access, please contact us by calling or 
writing to us, and we’ll send out printed 
resources to you instead.

I always enjoy receiving letters from 
you. You might be surprised to learn 
how much of our activity is fuelled by 
the information you share in them. 
When deciding the theme for Glaucoma 
Awareness Week 2021, we reflected on 
the conversations we’ve had with you 
over the past year.

It’s been a year like no other, with 
many of us unable to be with family 
and loved ones. So, with Glaucoma 
Awareness Week 2021 falling just as we 
near restrictions being lifted across the 
UK, we’re celebrating the opportunity 
to come together while also sharing 
information that could help save sight. 
We’ve chosen ‘family and loved ones’ 
as our theme for Glaucoma Awareness 
Week this year. You can read about 
the plans on page 48. I hope you’ll join 
us in starting the conversation about 
glaucoma with your loved ones and 
friends this week.
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News

The Board of Glaucoma UK, led by Prof Philip Bloom, 
is considering changing our membership model, 
and would welcome your views on this. Two of our 
trustees, Dr Susan Blakeney and Julian Exeter, discuss 
the reasons for this:
Currently, we have several categories of membership, but only 
16% of our members have elected to have voting rights. In 
recent years most of our new members have opted to become 
non-voting members. Most of our members are therefore 
already non-voting, although we recognise many of those with 
voting rights are among our strongest supporters.

We are therefore considering whether we should move from 
the current structure with a broad membership, a number of 
whom have voting rights, to a model where the only members 
who can vote are the trustees. A number of charities use this 
model, including the British Heart Foundation, Macmillan 
Cancer Support, Breast Cancer Now, and UNICEF UK, the latter 
making the change in the last couple of years. As this is a big 
and important change for the charity, we would really value any 
views you may have on this, particularly if you are one of the 
members who have voting rights. 

For those members, the most immediate effect of the change 
would be that they would waive their voting rights at Annual 
General Meetings (AGMs) which normally cover such matters 
as approving the annual accounts, appointing the auditors and 
electing the trustees. There would also be no requirement for 

Changing the membership 
structure?
Glaucoma UK trustees Julian Exeter and Dr Susan Blakeney 
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us to hold a formal AGM, although as 
mentioned below, we envisage the annual 
lectures will continue.      

There are two main reasons why we 
are considering this change. Firstly, in 
recent years the governance of charities 
has become increasingly important 
with additional regulations from the 
Charity Commission (CC) and the 
voluntary Governance Code. Under our 
current model, the trustees have legal 
accountability for this, but there is a risk 
that their decisions could be overturned 
by the voting membership, who have no 
such accountability. 

Secondly, a simpler membership 
structure would have the advantage 
of enabling us to focus our resources 
on engaging more with members and 
patients alike in our general aim of 
increasing awareness of glaucoma. 

If the change does go ahead, we will 
ensure that we continue to provide many 
different ways for you to have a say in 
the work we do. We will therefore restart 
the patient conferences, including our 
important and popular annual lecture 
in London. We also plan to hold more 
regional meetings, a more recent initiative 
which we have had to put on hold because 
of the pandemic. 

We would also retain our valuable Readers 
Panel and expand the role of the more 
recent Consultation Panel that has proved 
invaluable in commenting on statutory 
policy changes, often at short notice. We 
hope that all these developments will also 
increase the opportunities for interaction 
between members, senior staff and 
trustees. Overall, a simpler membership 
structure would save the charity both 
time and money, therefore releasing 

resources to meet our charitable aims. 

It should be stressed that in considering 
this change, we do not envisage any 
alteration to the basic aims or activities 
of Glaucoma UK. Campaigning to raise 
awareness of glaucoma, providing 
support and advice to people living with 
the disease and funding research, 
including the Chair of Ophthalmology, 
would remain our principal aims. 
We would continue to operate through 
our Board of Trustees, guided by its two 
main Committees – the Clinical Advisory 
Panel and the Finance and Governance 
Committee.

We would ensure accountability through 
the annual external audit, the legal 
requirement to submit our annual report 
and accounts to the Charity Commission, 
as well as our transparent procedures. 
The appointment of new trustees would, 
however, be the responsibility of the 
existing trustees, rather than by a vote at 
the AGM.

We would also emphasise that if the 
proposed change occurs, all current 
members will remain a valued part of the 
Glaucoma UK community. We recognise 
that our membership has always been a 
source of financial support, many have 
devoted time and expertise in supporting 
our activities and many have – and will 
continue to - become trustees of the 
charity. We hope you will continue 
to support the charity in these ways, 
continue to receive Insight magazine, and 
remain willing to support the charity in 
whatever ways are appropriate for you. 

When we have considered your views, 
we will take professional advice on 
this proposed change, and hope to 
be able to come to a decision by the 
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We are looking for 
a new Honorary 
Treasurer
Richenda Kew

In March 2022, our treasurer 
David Sanders will stand 
down, and we are looking for 
his successor – someone with 
strong strategic and financial 
ability, and a good level of 
awareness of the issues facing 
the charity sector.
The Treasurer’s role is to maintain 
an overview of the organisation’s 
financial affairs, ensure its financial 
viability and ensure that proper 
financial records are maintained 
and appropriate procedures are 
followed. 

Day to day responsibility for financial 
matters is delegated to the Chief 
Executive, supported by the Head 
of Finance. The role requires 
attendance at four trustee board 
meetings each year and four finance 
& governance sub-committees plus 
other ad hoc meetings as needed. 
Meetings are held both face to face 
and virtually.

If you think you might be 
interested, please refer to the 
application pack on our website. 
If you would like an informal 
discussion about the role, please 
contact Karen Osborn, Chief 
Executive, on 01233 64 81 72 or 
k.osborn@glaucoma.uk

If you have views on this issue 
which you would like to share, 
you can complete the short 
online questionnaire available 
on our website in the news 
section, you can email  
r.kew@glaucoma.uk, you can 
write to us at our head office, 
or you can call us on  
01233 64 81 64.  
Please let us have your 
thoughts by 25 July 2021 so that 
the Board can take your views 
into account.  

time of the AGM in March 2022. If we 
were to proceed with a change to our 
membership structure, then one likely 
consequence is that we would need to 
adopt a new set of Articles of Association, 
although this would be the subject of a 
separate resolution.

mailto:k.osborn@glaucoma.uk
mailto:r.kew@glaucoma.uk
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Looking to the future: The changing landscape 
of eyecare services in Scotland’s capital 
Philippa Mason

For over 50 years, the Princess 
Alexandra Eye Pavilion (PAEP) has 
been the hub of eye care services 
to people living in and around 
Edinburgh.
First opened to patients in August 1969, 
it provides specialist care to people with 
glaucoma as well as other diseases and 
conditions of the eye. It has an acute 
referral ward, three theatres and two 
day-care wards. As well as being the 
oldest and one of the largest centres for 
ophthalmic treatment in Scotland, it’s also 
a key centre of teaching and research. 

As a regular visitor to PAEP, I can see that 
it has become something of an institution 
for people living with glaucoma in the 
Scottish capital, many of whom have 
been attending appointments in the 
building for decades. Unusual in its city 
centre location, it is one of the only ‘free-
standing’ eye hospitals in the country 
and, in partnership with the University 
of Edinburgh, has the only University 
Chair of Ophthalmology in Scotland. 
In 2005, the then Chancellor Gordon 

Brown became the patron of a centre 
of excellence within the PAEP. Brown 
had received treatment there himself in 
the 1970s after experiencing a detached 
retina of his right eye in a game of rugby.

Unfortunately, PAEP is now ageing and 
has outlived its expected lifespan. In 
2018, NHS Lothian announced they were 
developing a business case with a view 
to moving the eye hospital to the new 
‘BioQuarter’ campus near to the Royal 
Infirmary of Edinburgh. At this time, the 
Scottish Government agreed in principle 
to provide £45 million of funding. Soon 
after, Glaucoma UK members were 
involved in consultations about the new 
eye care centre and how it might be 
made accessible to people with visual 
impairments. 

In December 2020, the Scottish 
Government announced that they would 
not now fund the new eye hospital. They 
cited the increase in funding required 
(stating that costs were now closer to 
£82 million) and that with increasing 
movement from hospital to community-
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based care, it was no longer convinced 
that the original plan was still the best 
course of action. This came as a shock 
to patients and professionals alike. NHS 
Lothian was then asked to draw up 
proposals for alternative eye care delivery 
models, and these are expected to be 
announced imminently.

Since the announcement to pull funding, 
we have seen a great deal of vocal 
opposition from patients, professionals 
and politicians, and even the creation 
of a new campaign group. KEEP (Keep 
Edinburgh Eye Pavilion) is campaigning to 
protect specialist eyecare services in the 
Lothians.

We have already heard from 
some Glaucoma UK members 
and supporters about this 
issue. If you use the Edinburgh 
Eye Pavilion, we are keen 
to hear your thoughts so 
they can be relayed to policy 
makers should any further 
consultation take place. 
 
We will of course keep you up to 
date with the situation but in the 
meantime, please email me at  
p.mason@glaucoma.uk or address 
a letter for my attention if you wish 
to express a view on this issue. 

Sight Loss Council 
launched in York
Rachel Hughes

A new advocacy group, led 
by blind and partially sighted 
people, has launched in York. 
Sight Loss Councils, funded by 
Thomas Pocklington Trust and 
led by blind and partially sighted 
volunteers, advocate the needs of 
blind and partially sighted people, 
and influence positive change.

York Sight Loss Council will campaign 
for positive change in the city and 
tackle a range of issues affecting 
blind and partially sighted people, 
such as e-scooter safety and access 
to health and social care.

York Sight Loss Council will join 
an existing network of Sight Loss 
Councils across the country, working 
to improve access to products and 
services at a local and national level.

Iain Mitchell, Engagement Manager 
at Thomas Pocklington Trust, 

 Photo courtesy of Thomas Pocklington Trust

mailto:p.mason@glaucoma.uk
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said: “York Sight Loss Council will meet 
with politicians, local businesses and 
organisations to voice the needs of 
visually impaired York residents.”

The Sight Loss Council will meet once a 
month and base its work on six priority 
areas: education, employment, transport, 
technology, sport and leisure, and health 
and social care.

The council is still open to applications 
from new members. Iain adds: “You will 
gain advocacy experience which can help 
with confidence and you will make a real 
difference in your local community. It’s 
also a chance to meet like-minded people 
and improve your skillset.”

To learn more, visit the 
Sight Loss Council website 
www.sightlosscouncils.org.uk 
or call 020 8996 1937 

Allergan UK 
responds to your 
feedback on 
product packaging
Rachel Hughes

In the Winter 2021 edition of 
Insight, we encouraged you to 
share your experience of using 
Ganfort eye drops, as our 
helpline had received several 
calls about the packaging.
Allergan UK, who manufacture the 
drops, wanted to thank those who 
got in touch and wrote this response 
for us to share.

Allergan (an Abbvie company) 
appreciates your feedback 
regarding our product 
packaging. We will always do 
our utmost to ensure patients 
have the best possible 
experience when using our 
products. We have ensured 
this feedback has been passed 
on to our manufacturing 
and design teams to support 
continuous improvements, 
whilst also understanding the 
complexity of manufacturing 
and the need for it to follow 
strict regulatory and quality 
control processes.”

http://www.sightlosscouncils.org.uk
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Glaucoma UK supports campaign calling 
for Network Rail and the Department for 
Transport to address rail safety faster
Rachel Hughes

In the last edition of Insight, we shared the sad news that Cleveland 
Gervais, a partially sighted man, was tragically killed last year by an 
oncoming train after falling from a platform without tactile paving at 
Eden Park Station in South East London.

A report by the Rail Accident Investigation 
Branch (RAIB), found that the lack of 
tactile surfacing was a likely key factor in 
Cleveland’s death. 

In response, 11 organisations including 
Glaucoma UK have signed a joint 
statement which calls on Network Rail 
and the Department for Transport to 
urgently install warning tactile surfacing 
on railway platforms in Britain. 

While the organisations who have signed 
the joint statement welcome Network 
Rail’s commitment to installing tactile 
surfacing across all operational platforms, 
we’re asking for their current timeframe 
for completion by 2029 to be brought 
forward. 

Blanche Shackleton, Head of Policy, Public 
Affairs and Campaigns at Guide Dogs says, 

“The current timeframe from Network 
Rail is hugely disappointing and doesn’t 
recognise the urgency of the situation. 

Tactile surfacing is a vital safety measure 
for everyone. Evidence from America 
shows us that when tactile surfacing was 
introduced, people falling from platforms 
was reduced by 65% among those with 
sight loss and 45% for the general public. 
We cannot wait until 2029 for platform 
safety.” 

The Department for Transport and 
Treasury also have a role to play in 
increasing the pace of funding releases 
to Network Rail so tactile surfacing can 
be installed in all stations as a matter of 
urgency. 

The following organisations have added 
their names to the joint statement in 
support: Disability Rights UK, Glaucoma 
UK, Guide Dogs, Leonard Cheshire, 
Macular Society, Retina UK, Sense, 
Thomas Pocklington Trust, The MS 
Society, The Royal National Institute of 
Blind People (RNIB) and Visionary.
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Congratulations to our latest Excellence in 
Glaucoma Care Awards winner
Sue Cutts

As traditional eye services 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. That’s why we run 
our annual Excellence in Glaucoma Care Awards. Thank you to all who 
put forward nominations for the 2021 awards. We were delighted to 
announce Sue Cutts as our 2021 winner at our recent AGM. Sue kindly 
wrote the letter below in response to receiving the award. 

First of all, thank you very much for the 
Excellence in Glaucoma Care Award. I 
was surprised and delighted to accept the 
award, for myself, and for my colleagues 
in my two practices where we work as a 
team to look after our patients as well as 
we possibly can. 

When I qualified as an optometrist in 
1980, I knew little about glaucoma apart 
from the basics. In 1987 I moved from 
a small chain of practices in the West 
Midlands to work in Chris Royle’s practice 
in Longton, Stoke-on-Trent. Chris was 
a meticulous and caring optometrist 

but known as over-cautious by the local 
ophthalmologists for referring patients 
with visual field defects and optic disc 
changes as glaucoma suspects, though 
their intraocular pressure was normal. 
The usual response was ‘nothing wrong 
with them, send them back when their 
pressures reach 30mmHg’. But Chris 
knew they had glaucoma, and my interest 
in glaucoma detection and management 
started there. 

There have always been varying opinions 
on how glaucoma should be defined, 
detected and managed. Recognition 
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of the early signs of glaucoma is vital 
to give the patient the best chance of 
avoiding visual loss. But with such a 
complex range of presentations, this 
will never be easy. I think that glaucoma 
detection by optometrists has improved 
in recent years, due to better training 
and improved technology. We would all 
like to see new and better treatments for 
glaucoma. Topical treatment, although 
vastly improved, still seems to condemn 
users to a lifetime of ocular surface 
discomfort and unwanted side effects. 
SLT (selective laser trabeculoplasty) 
and MIGS (minimally invasive glaucoma 
surgery) were going to be the answer, 
but I rarely see patients who have had 
this treatment. We all hope that new 
treatments will evolve to successfully 
control glaucoma and avoid sight loss, and 
that they will be available to all patients. 

I would like to thank Sue Stringer for 
nominating me for this award. Her 
journey as a patient has been challenging 
for her, and I have enjoyed researching 
the many different treatments she has 
been offered and discussing my findings 
with her. It is great to have a patient who 
takes ownership of their eye disease and 
engages with the professionals treating 
it. I am fortunate to have many friends in 
the profession who are experts in their 
own specialties and can help me answer 
all kinds of questions from patients, 

and I must thank Dr Kevin Cass from 
Manchester Royal Eye Hospital for all his 
advice. Am I nearing retirement, as Sue 
Stringer suggests? I should be thinking 
about it, but I still love optometry, my 
colleagues, and my patients. So, maybe 
not just yet. 

Thank you very much. 

Sue Cutts BSc (hons) MCOptom 
Director, Royles Opticians, Longton, 
Stoke on Trent 
James Herd Opticians, Tunstall, Stoke 
on Trent 
Part time Clinical Tutor, Department of 
Optometry, University of Manchester 
CET Officer, Staffordshire Local  
Optical Committee  
Secretary, South Staffs Optical Society 

I think that glaucoma 
detection by optometrists 
has improved in  
recent years

Nominations now open 
for the 2022 Excellence in 
Glaucoma Care Awards

We’d like to invite you to nominate 
someone for the 2022 Excellence 
in Glaucoma Care Awards. 
Nominations are open until Friday 
7 January 2022. You can nominate 
an individual or team from any 
field of glaucoma care. 
Find out more on our website 
where you can also download a 
nominations form:  
www.glaucoma.uk/glaucoma-
care-awards 
Alternatively, give us a call or write 
to us and we will send you a form 
in the post.

http://www.glaucoma.uk/glaucoma-care-awards 
http://www.glaucoma.uk/glaucoma-care-awards 
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Talking
glaucoma

The Treatment of Advanced Glaucoma at 
Presentation (TAGS)
Keynote lecture at the Glaucoma UK 2021 Annual Lectures by Professor Anthony King

When patients come to us with glaucoma, there is a large range of 
different clinical presentations. 
Some people present with mild glaucoma, as shown in the image on the left, and some 
people present with more advanced glaucoma, as shown in the image on the right. 
The advanced nature of the disease is indicated by a much larger area of damage (the 
deeper colour in the visual field diagram).

Figure 1
Visual field diagrams
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As clinicians, our job, regardless of the presentation, is 
to prevent further disability during a patient’s lifetime. 
We do this by preventing or slowing intraocular 
pressure (IOP) related visual field loss. 

I think most of us recognise that glaucoma generally 
diminishes quality of life, and this is particularly true 
in patients with advanced disease. Many studies have 
assessed vision-related quality of life in glaucoma 
patients and then correlated that against the amount 
of visual field damage. They confirm quite a predictable 
pattern: if there is a reduction in the visual field, there 
is a reduction in quality of life. 

In patients who already have advanced disease, there 
is a disproportionately increased reduction in quality 
of life for every bit of visual field loss. Compared with 
somebody with early glaucoma, they may lose two to 
three times more ‘quality of life’ for every unit of visual 
field loss.

As many of you will know, this impacts on everyday 
activities. Patients with glaucoma, particularly advanced 
glaucoma, are much more likely to have falls because 
they bump into things. They are at much greater 
risk of being involved in road traffic accidents and 
having their licence taken away, which is a significant 
problem in terms of independence. Patients may have 
difficulty in recognising faces, which is an important 
aspect of social interaction. Glare affects many of my 
glaucoma patients, particularly when they are shopping 
or outside, and again, this interferes with their visual 
interaction with inanimate objects or with other 
individuals. People with glaucoma also face difficulty 
reading, and it affects their ability to carry out their 
hobbies. These are all important from a health and 
wellbeing point of view, so it's not surprising that 
patients with significant glaucoma are more likely to 
suffer mental health problems, anxiety and depression 
related to their disease. 

A study which looked at ‘Views of glaucoma patients 
on aspects of their glaucoma treatment’ (2006), found 
patients didn't really mind what treatments they had, 
they were really only concerned about being able to 
continue to drive. Driving is important to patients 

if there is a 
reduction 
in the visual 
field, there is 
a reduction in 
quality of life

Professor 
Anthony King
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with glaucoma because in many cases 
it determines their independence. In a 
further study titled ‘Exploring patients’ 
expectations and preferences of 
glaucoma surgery outcomes … ‘(2019), 
the importance of driving also came out, 
and these patients also said they'd like 
to know what the long-term outcomes 
of treatments were prior to making 
decisions about what intervention they 
would have. This is a problem because we 
don't have that information for many of 
our glaucoma interventions.

So, if you present with advanced 
glaucoma, does that present you with a 
problem in terms of your likelihood of 
worsening disease? Sadly, the answer is 
yes, because people who present with 
more advanced glaucoma are more likely 
to develop more visual field loss - or 
quicker visual field loss - than patients 
who present with early disease. 

A study in Sweden titled ‘Factors 
associated with lifetime risk of open-angle 
glaucoma blindness’ looked at patients 
who had treatment for their glaucoma 
which was felt to be appropriate for that 
stage of their disease. For those patients 
who presented with advanced disease, 
they found that 50% of eyes became blind 
during their lifetime. That's a significant 
number of people becoming blind. Recent 
studies have been consistent with these 
findings. For example, Prof David Crabb 
at City, University of London looked at 
a large cohort of patients and modelled 
their outcomes in his research. His 
findings were consistent with earlier 
studies: patients who present with 
advanced glaucoma are more likely to 
become blind than patients who present 
with early glaucoma. 

Of course, there’s a cost of providing care 
for glaucoma, and this varies. Patients 
with more advanced disease generally 
tend to be more expensive than patients 
with mild disease. This makes sense 
because they require more hospital visits, 
they require more drops, and they require 
more surgical interventions. Yet sadly, 
not all these patients retain their vision. 
There is also a cost of supporting people 
who become blind: estimated to be 
about £12,000 - £20,000 per year for an 
individual with blindness. Of course, there 
are significant costs for the individual too, 
in terms of loss of independence, social 
isolation, financial loss, and how it affects 
the family. So obviously it’s best if we 
can have a way of preventing this from 
happening. 

But do we need to be concerned about 
how many patients are presenting with 
advanced glaucoma? Well, the most 
recent study from Aberdeen and Glasgow 
universities suggested that up to 38% of 
patients present with advanced glaucoma 
in at least one eye. This is a large number! 
The findings are supported by some other 
work from Prof David Crabb, who looked 
at the number of patients presenting with 
advanced glaucoma over a 10-year period 
at several different centres in the UK. 
While the situation was improving, in that 
the number presenting with advanced 
disease fell from 30% to 21%, this is 
still a significant proportion of people 
presenting with advanced disease in at 
least one eye. There was also a variation 
of 22% to 34% between the different 
centres in the study, which shows that 
local factors contribute significantly to 
the number of people presenting with 
advanced disease. 
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Would it not be better to stop people 
presenting with advanced disease in 
the first instance, rather than trying to 
manage them when they get into hospital 
services? This is a great question, but 
we don’t yet have an answer to it. What 
we do know is that one of the most 
likely causes of people presenting with 
advanced disease is social deprivation. 
Also, if you’re a man, you’re much more 
likely to present with advanced glaucoma 
than if you’re a woman. 

So what can we do for patients when they 
present with advanced disease? We know 
there is a spectrum of different glaucoma 
medication and treatments available, but 
if we’ve got two patients presenting with 
different levels of glaucoma, do we treat 
them the same? 

Well, we know from Prof David ‘Ted’ 
Garway-Heath’s ‘United Kingdom 
Glaucoma Treatment Study (UKGTS)’, 
that lowering pressure prevents the 
progression of visual field loss. We also 
know from the ‘Advanced Glaucoma 
Intervention Study’ (AGIS), that the 
amount of pressure lowering is important, 
and the timing of that pressure lowering 
is important. If we can manage to control 
the pressure early on in a patient’s 
disease, and sustain that lower pressure, 
that improves our outcomes. 

So, what do we do? We have drops, 
we have laser treatment, and we have 
surgery. We know from a study by 
Prof Gus Gazzard that the results from 
medical and laser treatment in patients 
with early glaucoma are very similar. 
But when people present with advanced 
glaucoma, the choice is normally between 
medical treatment and surgery. The 
medical treatment is usually a stepped 

approach, where we start patients on 
some medications. If that’s insufficient 
to control, then we continue adding 
medications until we either control things 
adequately or we’re unable to use any 
more. If we’re unable to control their 
progression or their pressure with drops, 
then we’ll carry out a trabeculectomy. 

What does the literature say about 
using medicines or surgery as the first 
intervention? Well, there are three studies 
which have looked at this: two from the 
UK and one from the US. They compared 
trabeculectomy with drops. A review 
identified that primary surgery is much 
better at lowering pressure than primary 
medication but may be associated with 
some additional ocular discomfort. But 
more importantly from the advanced 
glaucoma point of view, it also identified 
that there was actually very little research 
in patients with advanced disease, so 
we don’t know whether primary surgery 
or primary medicine is better for these 
patients. There’s also very little in the 
literature about modern surgery and 
modern medicines, because these studies 
were carried out over 20 or 25 years ago.

So can the guidelines help us? The 
European Glaucoma Society guidelines 
suggest that it would be quite reasonable 
to carry out surgery on patients who 
present with advanced glaucoma. The 
guidelines from the American Academy 
of Ophthalmology don't necessarily 
recommend glaucoma surgery for 
patients presenting with advanced 
disease. The National Institute for Health 
and Care Excellence (NICE), which is our 
own body in the UK, is very firm: patients 
with advanced glaucoma should be 
offered an augmented trabeculectomy. 
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This guidance first came out in 
about 2009, but we wanted to know 
whether UK consultants follow it. We 
surveyed ophthalmology consultants 
in the UK through the Royal College of 
Ophthalmologists and found that, despite 
the recommendation for advanced 
glaucoma patients being surgery, 70% 
of both glaucoma experts and non-
glaucoma experts started their patients 
on medication. So, this goes against the 
guidance, and we wanted to know why 
that was. 

Essentially it boils down to the fact 
that they were concerned about the 
risks associated with surgery, both for 
their patient and to some extent for 
themselves. Interestingly, it was not 
because they believed that medical 
treatment was better. These surgeons 
believed that surgery was probably 
better in controlling the disease but were 
reluctant to do it because of the surgical 
risks. In addition, they were concerned 
that the level of evidence supporting 
primary surgery was insufficient.

It’s not surprising that consultants were 
concerned about complications, because 
a study carried out about 30 years ago 
indicated that there was quite a high risk 
of complications following glaucoma 
surgery. This study is embedded in the 
minds of many of my colleagues. The 
reality, however, is the study was done at 
a time when trabeculectomy had not yet 
evolved to be the safe operation that it 
is today. Great improvements have been 
made both in terms of the outcomes and 
the safety of trabeculectomy surgery, 
thanks primarily to Sir Peng Tee Khaw 
at Moorfields and his development of 
the safe surgery technique. And while 

nobody could ever claim there are no 
risks associated with surgery, the level 
has greatly reduced, and the number 
of very severe complications has fallen 
drastically. 

So, we now have some rationale for 
primary surgery. We know that low IOP 
results in better visual field stability 
from the AGIS. We know that lower IOP 
is achieved with primary surgery from 
several studies including the Collaborative 
Initial Glaucoma Treatment Study 
(CIGTS). We also know from the CIGTS 
that better visual field stability is achieved 
with primary surgery. So, you could argue 
that surgery is the best approach for 
people presenting with advanced disease.

But before we suggest trabeculectomy 
as the primary solution, we need to 
know whether all surgeons are achieving 
the same results with it. A study by Mr 
James Kirwan audited trabeculectomy 
outcomes from multiple centres around 
the UK, and he found that wherever you 
have the surgery, the results are pretty 
much the same, which is very reassuring 
in terms of the quality of surgery and the 
results achieved. We also know that for 
trabeculectomy, if you have early success, 

70% of both 
glaucoma experts and 
non-glaucoma experts 
started their patients 
on medication
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it's likely to last you for very many 
years. Glaucoma is a lifelong disease, so 
information about long-term outcomes is 
extremely important for patients. Another 
advantage of surgery over medicine is 
that you get much less fluctuation in 
terms of IOP, which greatly reduces the 
risk of further progression during your 
patient's lifetime. 

There is a counter argument, of course, 
that it may be a bit unfair to undertake 
surgery on somebody soon after they've 
been diagnosed, because glaucoma 
progresses at different rates in different 
people. Also, we don’t know how long 
a patient is going to live after their 
diagnosis. 

But if we think about eye drops as a 
primary treatment, there are some 
clear advantages here too. There’s a low 
risk of complication, a lower upfront 
commitment, and drops avoid the risks 
of surgery in the short term. But there 
are also some disadvantages, such as 
less pressure reduction and more IOP 
fluctuation. There is also the concern 
that if you put a patient on drops, you 
don’t know whether they are using them 
as prescribed, and that’s particularly 
an issue with multiple drops. And we 
know that putting drops in the eye can 
affect the quality of the surface of the 
eye and make it more prone to scarring 

after glaucoma surgery. So surgery, if it 
becomes necessary, may not work as well 
in people who have been on drops for 
some time. 

The argument that we should follow 
all patients up and then intervene with 
surgery in a timely manner if things 
get worse sounds great in theory but 
unfortunately, in a stressed NHS, 
people are not getting their visual fields 
measured frequently and we’re not able 
to follow them up as often as we’d like to 
make those decisions. This has probably 
been accelerated even more in the 
COVID-19 era. And in fact, patients with 
mild disease get almost as many visual 
field tests as patients with severe disease, 
which is counter intuitive. We should 
really be monitoring patients with severe 
disease much more frequently if we’re to 
detect whether change is occurring. 

So, the reality is that we have a 
disagreement in the guidance provided 
by the various bodies, and we also have a 
mismatch between the guidance and what 
we currently do as ophthalmologists. Part 
of that is because there is uncertainty 
about what the best option is for treating 
patients who present with advanced 
glaucoma. 

Unfortunately, advanced glaucoma is 
likely to be with us for a while because in 
the UK there’s no screening programme 
to detect glaucoma. We also have an 
ageing population, so more people will be 
diagnosed with glaucoma. Once they have 
it, they will live longer and, therefore, 
have a greater chance of going blind 
during their lifetime.

Healthcare resources are already 
stretched so we need to know how best 
to deliver care in patients with advanced 

We should really be 
monitoring patients with 
severe disease much 
more frequently
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glaucoma. The question for clinicians 
is whether we should do a primary 
trabeculectomy or whether we should 
start patients on drops. This question has 
led to our recent study: the Treatment of 
Advanced Glaucoma Study (TAGS).

Before we undertook our study, we 
needed to understand better what 
patients’ perspectives of advanced 
glaucoma were, whether they’d be 
willing to participate in the study and 
what barriers may prevent them taking 
part. So, we ran a patient survey, and the 
information from people who took part 
was really insightful, giving us a great 
basis to inform our study design. I’d like 
to thank Glaucoma UK for supporting this 
study with a research grant - it resulted in 
some very valuable information for us.

We already knew that lots of consultant 
ophthalmologists in the UK didn’t 
follow the NICE guidelines. However, 
a survey of clinicians told us that if 
good quality evidence became available 
suggesting primary surgery is the best 
way of managing patients with advanced 
glaucoma, they would change their 
practise accordingly. So we set out to 
look at this, and developed TAGS - a 
pragmatic, randomised control trial. 
When patients presented with advanced 
glaucoma, we randomised them into two 
groups. One group received eye drops 

and one group received surgery. Then 
we followed them up for two years to 
gain information about their quality of 
life - the thing that appears to be most 
important to patients. 

TAGS also gathered information 
on clinical measures such as visual 
acuity, visual field, pressure and, most 
importantly, safety, and we wanted 
to know what the most cost-effective 
route for the NHS was. The study was 
undertaken in 27 different centres 
throughout the UK. In total we recruited 
450 patients and I'm glad to say that 
we recruited to time and to target 
which is a great acknowledgment of the 
cooperation we had from both clinicians 
and patients. Most of our patients have 
agreed to be followed up for 10 years to 
try and produce information on lifetime 
outcomes for patients with glaucoma. We 
have published some outputs from this 
study but at the time of presenting this 
talk, we haven't yet been able to release 
the full results which indicate whether 
surgery or medicine is better. Currently 
we remain unsure as to how to treat this 
patient who walks into our clinic, I'm 
hoping that later in this year we will be 
able to share that information with you. 

Glaucoma UK provided a grant to support 
our original work developing this TAGS 
study. This paid dividends and translated 
into an NIHR funded study worth £2 
million. Without this sort of support, we 
wouldn't be able to undertake these sorts 
of studies. Thank you very much.

Since Prof King delivered our Annual 
Lecture, we’re delighted to say that 
this TAGS study has been published 
in the British Medical Journal. We will 
bring you the findings shortly.

We needed to understand 
better what patients’ 
perspectives of advanced 
glaucoma were
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Laser surgery for 
glaucoma: No, Mr 
Bond, I expect you  
to die see!
Joanna Bradley

When people hear laser, their 
thoughts often run to Goldfinger 
pinning James Bond to a metal 
table, with the laser slowly burning 
through and getting steadily closer 
to Bond’s groin… That makes it 
hard to take in any information 
during a glaucoma consultation 
if you’re advised to have laser 
treatment! 
There are several types of laser 
treatment for glaucoma. They all target 
different parts of the eye and are used 
to treat different types of glaucoma. It 
can be confusing to keep track of the 
different types, so here is a summary 
of the most common ones. More 
information can be found on our website 
here: www.glaucoma.uk/laser 

The most common type of laser 
treatment for eyes is laser refractive 
surgery. This is for people who need to 
wear glasses, and the surgery aims to 
reduce the need for glasses or contact 
lenses. The cornea at the front of the 
eye is just as important as the lens in 
focusing the light on the retina at the 
back of the eye (for more information, 
see our Autumn 2020 article “How 
does the eye work – and why can’t I 
see my visual field defects?”). During 
the surgery, the shape of the cornea is 
changed slightly. This means the light 

There are several 
types of laser 
treatment for 
glaucoma

http://www.glaucoma.uk/laser 
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Figure 1
Before and after laser 
refractive surgery

should be focused on the retina without 
the need for glasses or contacts. 
However, this laser treatment has 
nothing to do with glaucoma, so if you 
have refractive laser surgery it will not 
treat your glaucoma.

Before surgery: 
light is not focused on the retina

After surgery: 
light is focused on the retina

In healthy eyes, aqueous fluid is made 
in the ciliary body and flows between 
the lens and the iris, then through the 
pupil. It provides nutrients to the front 
portion of the eye, then drains out 
through the drainage channels called 
the trabecular meshwork. The drainage 
angle is where the cornea and iris meet. 
Most glaucoma is caused when there is 
too much aqueous fluid in the eye, the 
pressure in the eye is increased, and the 
optic nerve gets damaged. Glaucoma 
treatments aim to reduce eye pressure 
by decreasing the amount of aqueous 
fluid that is made or increasing the 
outflow through the drainage channels. 

Figure 2
Normal drainage through 
the eye

Schlemm's 
Canal

Trabecular 
meshwork

Iris

Cornea

Flow of aqueous 
humour through 
the pupil

Ciliary body
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Selective laser trabeculoplasty (SLT)
What types of glaucoma does it treat? 
Open angle glaucoma, or ocular hypertension.

Where does it target? 
The trabecular meshwork (TM).

What does it do? 
It causes damage to the TM. White blood cells, which fight infection, come to the site 
and break down, then re-build, the TM.

How does it help? 
Improves flow of aqueous fluid out through the TM, reducing pressure in the eye.

Type of laser beam 
Low energy, which targets particular cells in the TM.

Other comments 
SLT has now mostly replaced an older form of treatment called argon laser 
trabeculoplasty (ALT), which is similar but uses a higher energy laser.

Figure 3
Selective laser 
trabeculoplasty (SLT)

Trabecular 
meshwork

Ciliary body

Laser

Cornea

Lens

IrisPupil
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Laser iridotomy
What types of glaucoma does it treat? 
Angle closure glaucoma, or narrow 
angles.

Where does it target? 
The iris.

What does it do? 
In angle closure glaucoma, the drainage 
angle becomes squeezed and closes 
up. That is often because the lens and 
iris are touching. Aqueous can’t flow 
through the pupil, so it builds up behind 
the iris. This pushes the iris forward and 
closes the angle completely. The laser 
makes a hole in the iris to divert the flow 
of fluid and stop it building up.

If you have narrow angles, there is a risk 
that angle closure can happen, so an 
iridotomy is performed to help prevent 
this happening.

How does it help? 
The hole in the iris means that the 
aqueous can flow into the front portion 
of the eye. As it is no longer built up 
behind the iris, the iris falls back into 
its normal position. This opens up the 
drainage angle again, so that the flow of 
fluid can return to normal. This means 
the eye pressure can reduce.

Type of laser beam 
High energy, which creates a tiny hole in 
the iris.

Other comments 
A related treatment is called laser 
iridoplasty. This burns away a thin layer 
of the iris by the drainage angle, creating 
more space. This means the angle is less 
likely to close and block the outflow of 
fluid.

Iris

Figure 4
Laser iridotomy

Lens and iris touching

Drainage angle closed

Hole in 
iris

Hole in 
iris

Iris

Pupil

Path of fluid 
is blocked

Fluid can 
now drain

Before surgery

After surgery
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Cyclodiode (including Micropulse)
What types of glaucoma does it treat? 
When other types of glaucoma treatment haven’t worked.

Where does it target? 
The ciliary body.

What does it do? 
Targets cells in the ciliary body that produce aqueous fluid. The laser probe is placed 
on the outside of the eye.

How does it help? 
Less aqueous fluid is made by the ciliary body. Therefore, the eye pressure can 
reduce.

Type of laser beam 
High energy, very concentrated laser beam.

Other comments 
MicroPulse cyclodiode treatment is the same but uses short bursts of energy. The 
ciliary body can then cool between laser pulses. The damage to the surrounding 
tissues is less.

Figure 5
Cylodiode
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Endocyclophotocoagulation
What types of glaucoma does it treat? 
Moderate glaucoma, for people who 
have had or having cataract treatment.

Where does it target? 
The ciliary body.

What does it do? 
Targets cells in the ciliary body that 
produce aqueous fluid. The laser probe 
is inserted into the eye, often during 
cataract surgery.

How does it help? 
Less aqueous fluid is made by the ciliary 
body. Therefore, the eye pressure can 
reduce.

Type of laser beam 
High energy, which creates a tiny hole in 
the iris.

Other comments 
This is usually done at the same time as 
cataract surgery. The treatment itself 
causes cataracts, so can’t be done if 
you’ve never had cataract surgery.

Figure 6
Endocyclophotocoagulation (ECP)

Iris

Laser Lens

Probe

Cornea

Ciliary body

So, although all of these treatments use 
laser beams, they are very different in 
the types of glaucoma they treat and the 
parts of the eye they target.

If you’ve been advised to have 
laser treatment, don’t forget 
about our buddy scheme. You can 
talk to someone who has had that 
treatment before and ask them all 
your questions. 
We are always looking for more 
buddies, so if you have had 
laser or surgery for glaucoma 
and would like to share your 
experience by being a buddy, 
please get in touch.

To find out more about  
our buddy scheme,  
contact our helpline on  
helpline@glaucoma.uk  
or call 01233 64 81 70

mailto:helpline@glaucoma.uk 
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‘Seeing in Isolation’: how 
blind and visually impaired 
people became part of the 
visual world
Elena Cooper in conversation with Karren Visser

An exciting new exhibition was launched in May 
this year which gave a voice to the blind and 
visually impaired community in a time when the 
world stood in the clutches of a global pandemic. 
‘Seeing in Isolation’ is a series of digital stories that share 
personal accounts of people living with sight loss and 
challenge people’s perceptions of what it may be like to be 
blind or visually impaired. 

Working in collaboration with community arts 
organisation Multistory, photographer Karren Visser 
brought together members of Sandwell Visually Impaired 
(SVI) to share their stories of living with sight loss 
through audio recordings, photographs, music and 
animation. Though COVID-19 changed the shape of what 
was to come, it didn’t falter their determination to speak 
and be heard, and the result is a moving exhibition which 
gives personal accounts of living with sight loss but still 
very much wanting to be part of the visual world. 

We caught up with Karren, who has degenerative myopia 
and glaucoma, to find out how she lives with her sight 
loss and to talk about her inspiration behind ‘Seeing in 
Isolation.’ 

Talking glaucoma

Self-portrait of Karren 
Visser, taken March 2021 
© Karren Visser. Seeing 
in Isolation, produced by 
Multistory and Karren 
Visser, 2021.

I think it’s 
crucial to take 
ownership of 
your disease, 
as it’s a team 
effort between 
you and the 
clinicians
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How long have you lived with poor 
eyesight?

I was born in South Africa with high 
myopia, but my parents didn’t realise 
until I had an incident as a young child in 
a game reserve. I was five years old, and 
a giraffe licked my face. I told my mother 
that an animal had licked my face. I didn’t 
see the giraffe; I just saw the bumps on its 
tongue. 

My parents took me to an optometrist, 
and I was given glasses with very thick 
lenses. The first day I put them on, I ran 
around frantically pointing out things, like 
the mountains and the flowers. When I 
went to school there was no support for 
my being very short sighted, and I soon 
learnt to downplay how little I could see.

When were you diagnosed with 
glaucoma?

My diagnosis of glaucoma came about in 
2013. I saw an optometrist for a regular 
eye test and he noted that I had high 
intraocular pressure (IOP) readings. 
Soon after that, I was seen by a glaucoma 
specialist at the John Radcliffe Eye 
Hospital in Oxford. I was very relieved to 
be seen. Not many people understand 
the essential need to have eye pressure 
checks, and my high readings made 
me aware of how crucial it is to make 
sure eye pressure is managed properly, 

especially as it’s silent. 

I didn’t know much about glaucoma at the 
time I was diagnosed, but the glaucoma 
consultant explained it thoroughly. I later 
learned from speaking to family members 
that my great grandfather on my paternal 
side had had glaucoma, and he went blind. 

What treatment have you had for your 
glaucoma?

I’m on numerous eye pressure drops. The 
drops I take are preservative-free because 
I react very badly to the preservatives in 
most eye drops. I think it’s so important 
for people to be aware that they should 
block their tear duct when putting in 
eye drops, as I've found that this can 
make a beneficial difference to eye 
pressure readings. I had selective laser 
trabeculoplasty (SLT) at the start of 2020 
to see if this would help with my IOP, but 
unfortunately in my case it didn’t.

In 2016, I was told that my myopia was 
degenerative and that I should prepare to 
go blind as this is the trajectory for the 
disease. Because I have both degenerative 
myopia and glaucoma, the medication 
for the glaucoma which manages my 
eye pressures could potentially slow 
down the retinal damage caused by the 
myopia. However, it’s taken me a long 
time to understand and accept that the 
two are not dependent on each other. I 
thought that if I was doing everything for 
my glaucoma, my sight loss would not be 
ongoing, but that’s not the case. So, I’m 
dealing with two eye diseases.

I think it’s crucial to take ownership of 
your disease, as it’s a team effort between 
you and the clinicians. That’s why I always 
ask for my eye pressure readings when 
I go for hospital appointments, because 
once the damage is done, it’s irreversible. 

Talking glaucoma

Self-portrait of 
Karren Visser, taken 
2021 © Karren 
Visser. Seeing in 
Isolation, produced 
by Multistory and 
Karren Visser, 2021.
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Also, it’s important to build a relationship 
with your Eye Clinic Liaison Officer 
(ECLO). They are key in making sure you 
receive consistent care.

What impact do you feel COVID-19 has 
had on your eye health and treatment?

In preparation for my SLT in February 
2020, I was told to stop my IOP drops. 
Although this worried me, I followed 
the advice. Unfortunately, my IOP 
subsequently increased dramatically, and 
the clinician immediately put me back 
onto my medication before I had the SLT. 
The request to stop the IOP drops before 
an SLT procedure is common practice, 
but not everybody responds the same way 
to a period of not taking their medication. 

During the first few months of lockdown, 
all I could think about was the possible 
loss of sight because of the temporary 
increase of IOP. In the past three years, 
the sight I have lost is such that if I lose 
the equivalent in the next three years, I 
will be totally blind. Since we couldn’t be 
seen at the eye hospital during that time, 
I told my GP about my concerns, and 
she wrote to my consultant to ask that I 
be put on the priority list for when they 
started seeing patients again.

Talking glaucoma

Why did you decide to become a 
photographer? 

I did a Fine Art degree at the University of 
Cape Town, majoring in photography. For 
me, photography was about trying to see 
what I sensed I may be missing. I would 
photograph really close up to find out 
about my surroundings. In my final year I 
spent most of my time at what was then 
the Cape Town docks, before the area was 
redeveloped. Although I felt protected 
by those who worked there because they 
saw me at the docks so often, I did end 
up in some hair-raising situations, and 
had to rely on my other senses to pick 
up the signals that I should pack up my 
equipment and run. 

Photography is about seeing and 
navigating my world. It’s also about 
looking at things and not taking life for 
granted. I don’t think my glaucoma has 
impacted my career as a photographer, 
but the ongoing sight loss from the 
degenerative myopia means that I am 
having to constantly adapt my practice. 

What was your inspiration for ‘Seeing in 
Isolation’?

I spoke at the Sandwell Visually Impaired 
(SVI) AGM in 2018, which was nerve-
wracking, as I’d never spoken publicly 
before about my sight loss. During my 
talk, I described growing up on a farm in 
South Africa, walking up the farm road 
with my dogs, and hearing the baboons in 
the valley. 

The attendees at the AGM were all 
members of SVI, and so were blind 
and visually impaired. Everyone there 
would’ve seen the picture I was painting 
based on their own experiences and how 
they visualise these things. 

Even though you and I 
won’t visualise the same 
thing, by speaking with one 
another, by sharing and 
listening, we have a better 
understanding.
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People put together seeing and 
visualising, but if you have no sight and 
somebody spends time with you and 
helps you create mental pictures of 
something, you’re able to visualise it. And 
that’s what relationships are built on. 
Even though you and I won’t visualise the 
same thing, by speaking with one another, 
by sharing and listening, we have a better 
understanding. 

And so I worked closely with the 
Multistory team, in particular project 
manager Becky Sexton and Emma 
Chetcuti, director at Multistory, because 
we wanted the ‘Seeing in Isolation’ project 
to challenge traditional perceptions of 
what seeing means, and to show the shift 
from seeing to visualisation.

I must say that Multistory were 
remarkable. As an arts organisation, 
they build connections between 
artists and communities and produce 
creative projects that tell stories of 
everyday life. The SVI participants 
worked with Multistory and I to choose 
the experiences they most wished to 

highlight, and they were involved in 
writing and recording the script. So the 
process was as important as the final 
outcome, because each person co-
created and audio-described their own 
digital story. 

What challenges did you encounter 
when ‘Seeing in Isolation’ had to change 
from a hands-on project to a digital one, 
due to the pandemic?

All the people that Multistory and I 
engaged with at SVI have lost sight and 
are either visually impaired or blind. None 
were born blind. One of the distinctions I 
always try and make is between blind and 
visually impaired.

If you’re born blind, you’ve never lost 
anything because you’ve never had it in 
the first place. If you’re born blind and 
you go to school for the blind, you have 
adaptive skills and technology training 
from a very young age. Whereas if you 
have ongoing sight loss, it’s similar to a 
work commitment and constantly making 
sure one has the relevant skills, because 

Talking glaucoma

Above left: Photograph of Jean, provided by Jean. Seeing in Isolation, produced by Multistory and 
Karren Visser, 2021. Above right: Perm, Magda and Malvena the dog © Steve Keenan. Seeing in 
Isolation, produced by Multistory and Karren Visser, 2021.
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you’re thinking ‘I can do this today, but 
what about tomorrow?’

Turning a collaborative photography 
project into something virtual was a 
challenge in itself but doing so with blind 
and visually impaired people I believe is a 
first. It was very much about preparation 
and sharing adaptive skills. Multistory and 
I, with the support of SVI’s development 
manager Sandra Troth and chairman 
Tony Averis, decided that the best way 
for us to continue collaborating with 
the project participants would be via 
workshops on Zoom, as well as on the 
phone and via voice recordings. Many of 
the SVI members overcame the hurdles of 
working virtually and using technology to 
share their stories. 

Craig, one of our SVI contributors, lost 
his sight due to diabetes and is now 
practically blind. He also has Charles 
Bonnet Syndrome, as do I and many 
other people with glaucoma. One of the 
challenges we faced was how to portray 
the hallucinations that Craig experiences. 
Visualisation is grounded in reality, but 
hallucination isn’t. We decided to work 
with an animator, Sedat Savas, and to 
use Craig’s voice to describe his Charles 
Bonnet Syndrome hallucinations. 

What impact do you hope ‘Seeing in 
Isolation’ will have? 

We had an amazing response after the 
exhibition was launched in May. I feel that 
we achieved what we hoped from the 
project, under the circumstances. I think 
for many people, it will be considered as a 
contained socially-engaged project which 
has a beginning, a middle and an end. But 
it’s important to recognise that for the 
contributors from SVI and for me, this 
isn’t going away. This is life! 

Photograph of Craig, provided by Craig.  
Seeing in Isolation, produced by Multistory 
and Karren Visser, 2021.

You can watch the ‘Seeing  
in Isolation’ digital exhibition  
by visiting

CBS is a common condition among 
people who’ve lost their sight. As your 
brain is no longer receiving as much 
information from your eyes as it used 
to, it compensates for this by creating 
new patterns and pictures of things 
that aren’t really there. These are 
medically known as hallucinations  
and are only caused by sight loss.  
They do not mean you have a mental 
health problem.

https://multistory.org.uk/
project/seeing-in-isolation/ 

What is Charles Bonnet 
Syndrome (CBS)? i

https://multistory.org.uk/project/seeing-in-isolation/ 
https://multistory.org.uk/project/seeing-in-isolation/ 
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Research 
news
Researchers investigate if protein 
in blood can prevent sight loss 
from glaucoma
Rachel Hughes

Researchers funded by Glaucoma UK, Fight for Sight 
and The Spectacle Makers’ Charity, are investigating 
if a naturally occurring protein in the body can be 
used to prevent sight loss from glaucoma. 
The study, taking place at Cardiff University, is exploring if 
a neuroprotective agent called Brain-Derived Neurotrophic 
Factor (BDNF) can be released in a controlled way from 
the blood when stimulated with an ultrasound as a targeted 
treatment for glaucoma.

Glaucoma is characterised by the loss of retinal ganglion cells 
(RGCs) and leads to irreversible sight loss. RGCs are located 
near the inner surface of the retina and are responsible for 
sending messages to the brain, allowing us to see. A key area 
of glaucoma research, therefore, is exploring how to preserve 
these RGCs and prevent further sight loss.

Brain-Derived Neurotrophic Factor (BDNF), which occurs 
naturally in blood platelets, has already been shown to have 
protective effects on RGCs as well as many other types of 
nerve cells. However, BDNF is difficult to deliver to the correct 
cells and its beneficial effects appear to be reduced over time, 
and so new ways to control dosage and delivery are needed. 

Dr Andrew Want is leading the research at Cardiff University. 
He said: “Glaucoma is linked to high eye pressure and so 
current treatments for the condition are aimed at the 
reduction of this pressure. However, many patients continue 

Images courtesy of  
Dr Andrew Want 



32  Insight Spring 2021 Research news

And yet more  
grant news...
Karen Osborn

We’re delighted to tell you that 
in our recent ophthalmology 
grant round, we awarded 
£49,811 to Dr Christin 
Henein for a study into the 
effectiveness of minimally 
invasive glaucoma surgery, or 
MIGS. 
MIGS refers to a range of implants, 
devices and techniques which all aim 
to reduce the pressure in the eye, and 
“minimally invasive” means that they 
use tiny incisions and/or microscopic 
equipment. During the pandemic, the 
use of MIGS has increased, at least 

to lose sight despite effective pressure 
control, highlighting a pressing need to 
find additional treatments. We want to 
take the benefits of BDNF seen in prior 
work closer to a viable clinical treatment 
by addressing several of the difficulties in 
delivery and dose control. As ultrasound 
equipment is already widely used in eye 
clinics, if our experiment is successful, 
this would ensure a quick, safe and 
cost-effective route to delivering this 
treatment in the clinics.”

Researchers will use a genetic model in 
the lab to determine the optimal exposure 
times and frequency of ultrasound 
needed for BDNF. Over four weeks they 
will monitor the eye pressure levels of 
a glaucoma model and give intermittent 
ultrasound treatments to determine if the 
BDNF reduces the degeneration of RGCs 
seen in glaucoma, demonstrating the 
ability of this treatment to protect these 
cells.

Dr Andrew Want
Above:
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in part because the surgery is quicker 
and usually requires fewer follow-up 
hospital visits compared to surgeries like 
trabeculectomy. 

A growing number of MIGS devices are 
approved for use in the EU, but there is 
a lack of robust unbiased research into 
their effectiveness and safety. Many 
of the studies haven’t met adequate 
reporting guidelines or have not properly 
recorded ‘adverse events’ resulting from 
the surgeries. 

Often the clinical trials haven’t had an 
adequate sample size either, or a long 
enough follow-up period to assess safety 
outcomes. 

Dr Henein’s study will involve a major 
review of existing research combined 
with newer data to quantify the risk of 
a serious ‘adverse event’ during MIGS 
surgery. It will also look at the use of 
NHS resources – for example, how many 
people are having MIGS surgeries, how 
many of them are coming back into 
hospital needing further procedures or 
appointments, and how many still need to 
use eye drops after a MIGS procedure. 

The study will inform future trends 
in glaucoma surgery post-pandemic, 
and will provide valuable information 
for clinicians, health economists and 
commissioners. And of course, crucially, 
the findings will also help patients to 
make informed choices between different 
treatment options. 

Dr Henein, who is based at UCL’s Institute 
of Ophthalmology, told us:

 

using multiple sources of 
research and routinely 
collected NHS data, 
this project aims to 
quantify harms related 
to MIGS, identify cost-
effective options, and 
determine regional 
variations in practice; 
therefore providing an 
opportunity to improve 
services. I would like 
to thank Glaucoma UK 
and the generosity of its 
members in supporting 
this project.” 

 
Glaucoma UK trustee Chris Wall was a 
patient rep on the awards interview panel. 

She told us “It’s always been a pleasure 
and a most interesting exercise to be an 
adjudicator for Glaucoma UK funding 
awards. At stake is a not- insignificant 
sum for research. 

My priority in judging the applications 
is simply this: supporting research that 
could make a tangible difference to the 
life and treatment plan for a significant 
number of real patients”.

Dr Christin Henein
Left:
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Glaucoma dashboard: 
facts and figures, at a glance
Joanna Bradley

In our Winter 2021 edition of Insight, we shared with you a dashboard 
of data showing the impact of COVID-19 on glaucoma care in England. 
As promised, we are now working on another data tool, which shows 
what glaucoma care looks like across England, along with relevant 
demographic or socio-economic factors that are linked with glaucoma.

What is the dashboard?

The dashboard looks like lots of different 
interactive maps of England, with some 
bar charts next to them. The maps are 
‘heat maps’, which show the level of a 
particular measure. For example, we 
have a map that shows the estimated 
prevalence of glaucoma in each area 
of England. Areas with high levels of 
glaucoma are darker in colour, and 
areas with low levels of glaucoma are 
lighter in colour. The bar charts break 
that data down for a particular area. For 
example, we could look at the prevalence 

The dashboard 
looks like lots 
of different 
interactive maps 
of England

Research news

We hope to use this dashboard to 

a. Have a better understanding of what 
glaucoma care looks like across 
England, e.g. how many people have 
trabeculectomies, or take particular 
eye drops in different areas.

b. See where people are at most risk of 
glaucoma, due to risk factors such as 
ethnicity or age.

c. Work out how to make sure that 
people with glaucoma get the right 
care, information and support to live 
well with the disease.
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of glaucoma by age group or ethnicity 
within Barnsley CCG, or in one of the new 
Integrated Care Systems.

Why is it only England?

Most of the data has been provided 
by NHS England. Unfortunately, NHS 
Scotland, NHS Wales and Health and 
Social Care Northern Ireland don’t 
routinely share their data in the same 
way.

What data do we have?

The dashboard shows a huge amount of 
anonymised information. The categories 
of data are:

• Socio-economic and demographic, for 
example, levels of deprivation, age, or 
how rural the area is.

• Prevalence data, for example, the 
estimated number of glaucoma cases 
in the population according to age or 
ethnicity.

• GP prescribing data, for example, how 
much of each type of glaucoma drop is 
prescribed by GPs.

• Hospital activity, for example, number 
of trabeculectomies or MIGS done in 
each hospital trust.

• Workforce data, for example, the 
number of ophthalmologists in each 
area.

• Other data, for example CVIs 
(certificates of visual impairments) 
due to glaucoma in each area or the 
number of optometrist practices.

What will it tell us?

The dashboard will tell us what is 
happening in glaucoma care across the 
country. This could be done in quite 
a simple way, for example, identifying 
areas where a lot of MIGS procedures 
are done, and where there are very few. 
We could then look at comparing two or 
more different values. For example, we 
might be able to see if there are more or 
fewer MIGS done in areas with deprived 
populations. We could also see if there 
is a relationship between the number 
of ophthalmologists in an area and the 
number of MIGS done compared to drops 
prescribed.

Some people are at greater risk than 
others of developing glaucoma or 
going blind from the disease. One of 
our strategic aims is to get better at 
providing information and support for 
people at high risk and raising awareness 
of glaucoma among these groups. This 
dashboard will help us identify the areas 

We aim to ensure that 
everyone across the UK 
gets the best quality care

Research news
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where people are, so we can plan our 
activity in those areas and make sure 
people know about glaucoma and how to 
live well with it. 

The type of data we have is anonymised 
meaning there is no way to identify 
individuals from it. 

What will we do with the information?

A lot! When we’re looking at areas with 
high risk for glaucoma, we can plan 
campaigning activity to raise awareness 
of glaucoma in these areas. We’ll look 
to identify partners in those areas who 
we can work with to help reach people 
with glaucoma and make sure they get 
the information, advice and support they 
need. This support might be community 
talks or training partners to help them 
care for people with glaucoma. Partners 
might be sight loss organisations, or 
community groups that have good links 
into communities we want to reach.

When we’re looking at glaucoma care 
in different areas, we aim to ensure 

that everyone across the UK gets the 
best quality care. That doesn’t mean 
everyone should get the same care, but 
we might look at areas with very few 
ophthalmologists, or not many MIGS 
being performed, and ask questions about 
why that is happening. For example, 
we might work centrally with The Royal 
College of Ophthalmologists or NHS 
England to try to make sure we have 
enough ophthalmologists all over the 
country. In other areas we might engage 
with clinicians to see what support they 
want from us to better help people with 
glaucoma.

Can other people see the dashboard?

Currently, the tool is only available to 
Glaucoma UK staff. However, in the 
future, we hope to share the most 
interesting findings from the dashboard, 
and information on what we plan to do 
with those findings. Watch this space!

Research news
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We’re here for 
people with glaucoma 
and their loved ones

Our helpline staff are here to listen to your 
concerns, answer your questions, and help 
you support your relatives with glaucoma. 

Call 01233 64 81 70

Glaucoma UK is the trading name of the International Glaucoma Association
Charity Registered in England & Wales no. 274681 and in Scotland no. SC041550

glaucoma.uk
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Watch out, there’s a 
Humphrey about!
Helen Doe

Our helpline manager Helen Doe is an 
ophthalmic trained nurse and runs a visual field 
clinic each month in a hospital. We know many 
of you loathe the test, so we’re sharing Helen’s 
own experience of helping people perform 
visual fields to take the worry out of fields for 
you.
When the time for your visual field test comes around, 
many of you don’t look forward to it. I know this to be 
true as I do a visual field clinic once a month and no one 
is ever happy to see me! 

There are different types of visual field machines. The 
most common one is the Humphrey visual field analyser. 
For those of you who remember a certain commercial 
on television which went ‘watch out, watch out, there’s 
a Humphrey about’, this seems to sum this test up very 
well for people who have to do them! 

Don’t panic!

If someone is very anxious, I always encourage them to 
relax and remind them that the test results show their 
consultant a lot of information about their vision and 
how well their glaucoma treatment is working. 

Getting comfortable before the test

It’s important that you’re comfortable doing the test. 

Supporting 
you
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We realise that you’re not just a pair 
of eyes! If you have a painful neck, 
back, hand or other, please tell the 
test technician or nurse and we will 
make you as comfortable as possible. 
The more comfortable you are, the 
better the test results. The height of 
the machine and how close you are, 
are both important. If we decide it’s 
necessary, we’ll gently lift your eyelid 
using tape to avoid your top eyelid from 
obstructing your view. You’ll still be able 
to blink comfortably. 

Preparing for the test

Your name, age and glasses prescription 
are entered into the machine. If you 
have your most recent prescription 
for your glasses from the optician, 
remember to take this along with you. 

Don't panic!

The lens you need for near vision 
will be placed ready for you to look 
through, and you will be given a 
mouse or button. It’s a good idea 
to give it a couple of presses before 
starting the test, to ensure you’re 
happy with it. If you have dexterity 
problems, you can use the mouse or 
button in different ways so just ask 
the technician or nurse for help. You 
can ask them to stop the test at any 
time. Alternatively, you can pause the 
test by keeping the button pressed 
down. If you’ve never done this test 
before, you can have a quick practice 
test to familiarise yourself with what 
to do.

How does the test work?

We’ll ask you to move towards the 
machine and we’ll adjust the height 
to a comfortable position. You’ll then 
need to place your chin on the chin 
rest and your head against the band 
at the top. Don’t worry, you won’t be 
strapped in!

We’ll place the lens in front of your 
eye. This should be comfortable and 
not pressing into the side of your 
nose. One eye is tested at a time, so 
the other eye is covered with a patch. 
You can keep both eyes open but only 
see with the unpatched eye. The test 
lasts between five to ten minutes for 
each eye, though this will probably 
seem longer to you because you’ll be 
concentrating.

When you’ve finished the test for one 
eye, the patch will be changed over 
and a couple of minutes given for the 
second eye to adapt to the change 
of light. The process will then be 
repeated for the other eye. 
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I have had two 
people fall asleep 
on the chin rest 
whilst the test was 
underway!

Supporting you

What happens during the test?

While you’re looking through the lens, 
we’ll check that you can see the central 
light. It’s important that you look at 
the light all the time during the test 
and carry on blinking as necessary, 
otherwise your eye will start watering. 
Breathing is also a must! 

The room will be darkened for the 
test. One light at a time will appear in 
different places within the bowl shape 
you are looking at. The brightness of 
the light will also vary. You’ll be asked 
to press the button every time you see 
another flash of light while looking at 
the central light, whether it’s bright or 
dim, big or small. There will be times 
when you don’t see any lights and that’s 
perfectly normal. 

Before starting the main test, some eye 
doctors may also ask you to look in the 
centre of the small diamond shape just 
beneath the central light and to press 
the button every time you see a light 

appear inside the diamond. This test will 
be done on each eye.

If your eye begins to wander away from 
the central light, the monitor will show 
us that this is happening so we will let 
you know. The machine will also beep 
twice. If your eye constantly strays 
from the central light, you could miss 
lights on the opposite side to where you 
are looking. If your eye wanders at the 
beginning of the test, it usually settles 
down as you become accustomed to 
what’s happening. 

As the lights vary in brightness it may 
cause you to question whether you have 
seen it or not. That light will appear 
again but a little brighter than before.

I let people know when they are halfway 
through the test and when it’s nearly 
finished. If you move your head or chin, 
the chin rest will move slightly to target 
your eye centrally with the light so we 
may need to pause the test at times to 
realign your head and chin. 
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Visual field 
tests show 
changes in 
your vision 
which you may 
be unaware of

Supporting you

What if you have a bad day?

The way you perform a test is also affected by how 
you are feeling physically and emotionally. If you are in 
pain or have a lot on your mind, you may not perform 
it as well as the last time. Don’t worry about this, your 
eye doctor will compare your results with previous 
ones. If there is any doubt about changes, they may 
ask you to attend sooner for your next visual field 
test, to see if there is any improvement. You can also 
let the technician or eye doctor know that you found 
it particularly difficult to concentrate on that day. I 
have had two people fall asleep on the chin rest while 
the test was underway! They had both been working 
during the night and not had any sleep.

Visual field tests are usually performed once a year, 
but your eye doctor may decide to do them more 
often. This can be because of a previous unreliable 
result or if your doctor finds any changes in your 
results. Changes in your intraocular pressure 
measurements or the appearance of your optic disc 
may also result in further tests. Visual field tests show 
changes in your vision which you may be unaware of. 
Other diseases, such as cataract, stroke and macular 
degeneration can also influence the visual fields. 
Your doctor will consider these possible effects when 
interpreting the results.

Driving visual field test (Esterman test)

If you are asked to do a driving visual field test by the 
DVLA, the procedure is performed in the same way by 
clicking a button every time you see a light appear. The 
big difference is that you do the test with both eyes 
at the same time and with the glasses you wear for 
driving. It is an easier test to perform due to the fact 
the lights don’t keep fading.

You can find out more about this test in our ‘Glaucoma 
and Driving’ booklet, which can be ordered free on our 
website www.glaucoma.uk or by calling the helpline 
on 01233 64 81 70

Now you know how to perform a VF test well, 
we’ll discuss what the results mean and how to 
interpret them in our next edition of Insight.

http://www.glaucoma.uk
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Your view

Your view

My diagnosis and  
treatment journey
Keith Thomas, Glaucoma UK life member 

I was diagnosed with glaucoma in October 
2007. But by that time, I had been living with 
progressive sight loss for seven years.
My mother, her sister and their father had glaucoma. 
Because of my family history, my optician did annual 
visual field checks. He first noticed a suspicious defect 
in my right eye in September 2000. I also suffered slight 
double vision (diplopia) when tired. I was referred to 
a specialist, whose conclusion was that I had a static 
visual field defect related to myopia. 

My optician referred me again in May 2005, when 
the progression of the visual field defect in my right 
eye caused further concern. The consultant (whose 
specialism was muscular imbalances – I think because 
my original referral had included the double vision) 
again concluded the defect was due to a ‘tilted disc’. 
He said that glaucoma was unlikely, despite my family 
history, due to the low measured pressures of my eyes.

My optician referred me a third time in September 
2007, when a visual field test on my right eye showed 
further deterioration. The consultant again concluded 
it was not glaucoma, but he asked for a copy of 
retinal photos taken by my optician in 2001 to show 
to a glaucoma specialist colleague. His colleague 
immediately concluded that I had glaucoma and 
treatment of my right eye with Travatan drops was 
started. 
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I was relieved that something was finally 
being done about the progressive loss 
of sight in my right eye that was being 
shown by my optician’s visual field tests. 

I had a good understanding of glaucoma 
from discussing the disease with my 
mother and with my optician over the 
years. I cannot praise my optician highly 
enough for his skill and diligence. 

However, at the time of my diagnosis, 
I was not given any information from 
the eye hospital, such as an explanatory 
booklet about glaucoma or even an 
explanation of how to administer the 
eye drops (other than the leaflet that 
came with the drops themselves). My 
mum gifted me Glaucoma UK (then 
known as the IGA) life membership, 
and the charity’s magazines provided a 
wealth of useful information that helped 
me better understand the disease and 
its treatment options. 

In November 2008, my corneal 
thicknesses were measured and found 
to be thin. This means that my measured 
eye pressures may always have been 
underestimated by about 5mmHg. 

Having started with eye drops in my 
right eye when I was diagnosed in 2007, 

I began using them in my left eye from 
the end of 2010. I have since had many 
changes of drops. 

From the beginning of 2011, I was under 
the hospital’s glaucoma clinic, but after 
seeing the lead consultant for initial 
assessment, I usually saw a different 
registrar at each six-monthly check. 

From December 2010 to May 2014, the 
hospital only asked me to do 10-2 visual 
field tests on my right eye. A wider angle 
test may have shown earlier that my 
right eye was continuing to deteriorate. 
However, even the narrow field 10-2 
test showed a worsening trend. In May 
2014, I showed the registrar a graph 

I was relieved that 
something was 
finally being done

My mother, her 
sister and their 
father had glaucoma

Keith Thomas
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that I had created from my own records 
of my field results over several years 
– showing the clear progression. He 
took this to the clinic’s consultant lead, 
but they concluded that there was ‘no 
progression’, which made no sense to 
me. 

I called the Glaucoma UK helpline with 
my concerns. My parents had previously 
used the helpline on several occasions 
when they had questions about my 
mum’s glaucoma and had always found 
it very helpful. 

The helpline advised me to get a second 
opinion. I got my optician to refer 
me to a private glaucoma consultant 
at a different hospital. The private 
consultant performed a trabeculectomy 
on my right eye in July 2014, which 
stopped the progression. 

I have since continued to see the same 
consultant. I think it has made a very 
important difference seeing the same 
consultant at every check, rather than 
a registrar who I’d often never seen 
before. 

Over the last three years my consultant, 
in addition to my ongoing glaucoma 
care, has done cataract surgeries on 
both of my eyes. My right eye pressure 
slightly increased post-cataract surgery 
and I am now on preservative-free 
drops (left eye – Tiopex, Trusopt and 
Monopost and right eye – Tiopex only). 

Whenever I think about my condition, 
it creates a mild level of anxiety about 
what the future holds regarding my 
sight. My glaucoma was one of the 
reasons I took early retirement from 
full-time work at age 54 in 2015, 
although I have continued to work part-

time. There has been minimal impact 
so far on my family. We have two sons, 
who I encourage to have regular visual 
field tests at their opticians. They have 
accepted there is an increased risk of 
them developing glaucoma, but they see 
it as a treatable condition.

I think my story, with the seven-year 
delay in diagnosis, and then the failure 
to consider the progression of sight 
loss in my right eye over the long term, 
illustrates two important areas. 

The first is that the NHS should 
ensure all people referred for 
possible glaucoma are assessed by 
ophthalmologists who have specialist 
knowledge of glaucoma – a general 
ophthalmic consultant may not 
recognise the early signs, as in my case. 

I also believe that the NHS should 
ensure a standard wide angle visual field 
test is taken by glaucoma patients at 
every test. I’ve heard that this is already 
the case, but it wasn’t in my experience. 

Also, instead of only comparing results 
with those from the previous test, any 
long-term trends should be considered 
and acted upon. Again, this apparently 
should already be the case, but it wasn’t 
in mine. These things should be done 
across the board for all glaucoma 
patients. I think that some recent visual 
field test machines have the capability 
to record previous results and plot 
whether there is a statistically significant 
trend.

My advice for anyone who is newly 
diagnosed with glaucoma is to try not 
to worry. There is a good chance that 
with the right treatment, you will retain 
your sight for the long-term. However, 

Your view
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do take an active interest in your 
diagnosis and treatment. Ask 
questions if you have any concerns.

Make notes of any questions you 
want to ask before attending 
hospital appointments – and ensure 
you get them all answered. If you 
have written notes, you are much 
less likely to forget to ask about 
something important under the 
pressure of a short appointment 
slot.

If you can, take a friend or relative 
with you to note what the consultant 
says about your condition. 

It's also important to establish an 
infallible routine for applying your 
eye drops. I did – though it didn’t 
stop the progression in my right 
eye, which only halted after my 
trabeculectomy. 

Most importantly, I would say make 
sure you understand the results 
from your visual field tests and keep 
records of these so you can check 
yourself if there are any changes. 

With hindsight, I feel I was too 
ready to accept the conclusion that 
I didn’t have glaucoma. I guess it 
was what I wanted to hear – despite 
the evidence to the contrary. I 
should have challenged this harder 
with the hospital during the seven 
years between my first referral 
and eventual diagnosis. And also 
when my right eye visual field was 
continuing to deteriorate but the 
hospital glaucoma clinic told me 
there was ‘no progression’.

Our voice can make 
a difference
Susan Edmunds, Glaucoma UK member

Susan was diagnosed with 
glaucoma in her mid-fifties and 
has recently shared her story 
with pharmaceutical companies 
and NHS commissioners to give a 
patient’s perspective on living with 
the disease. She has told us why 
speaking up about glaucoma is so 
important.
I have found that public awareness of 
glaucoma seems to be as silent as the 
disease unless you or a family member 
is affected. I think it’s important for 
people living with glaucoma to have a 
voice. I decided to support Glaucoma UK 
by being involved in some podcasts and 
webinars for pharmaceutical companies 
and NHS commissioners, to offer a 
patient’s perspective on living with the 
disease. 

Your view
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I was in my mid-fifties when I was 
diagnosed with glaucoma in January 
2015. I have a family history of the 
disease, and in July 2014 my optician 
suggested he refer me to the hospital 
ophthalmology department for some 
drops. There was a long waiting list, so 
I paid to see a consultant. I was seen 
after a tiring day at work on a miserable 
January night and diagnosed with 
bilateral normal tension glaucoma. 

I felt scared and alone, and went home 
in a state of shock. I had been having 
regular optician appointments and tests 
like visual fields and optical coherence 
tomography (OCT) due to my family 
history, but didn’t think I would have 
a problem. I felt in fear for my sight 
and potential loss of it. I didn’t receive 
much information at my diagnosis apart 
from another appointment date. At that 
time, all I knew about glaucoma was 
that it was a condition of older people, 
so I didn’t think I’d be affected by it at 
my age. I soon realised that glaucoma 
doesn’t discriminate, as all people can 
potentially be affected with various 
degrees of risk.

After my diagnosis, I searched online for 
information about the disease as I knew 
very little about it. I found the Glaucoma 

UK website, which is a brilliant resource. 
I wasn’t a member at the time but had 
support from the helpline when having 
a dreadful time with the side effects of 
prescribed eye drops. I’ve tried lots of 
different eye drops with varying degrees 
of challenge in terms of side effects, 
and without success in reducing eye 
pressure. The next step is to consider 
laser trabeculoplasty.

What those of us with the disease 
all have in common is an incurable 
condition called glaucoma, but how 
it impacts on each of us can be very 
different. For me, hospital appointments 
bring with them a lot of anxiety. Waiting 
times are often long, and appointments 
are also frequently cancelled or delayed, 
even more so in the current COVID-19 
pandemic. Seeing different health 
professionals with varying views and 
opinions is also a challenge. I haven’t 
suffered any obvious warnings of pain 
or sight loss so far, but my results 
show a different picture. I worry about 
the future silent progression of my 
glaucoma. It lurks around without any 
warning of deterioration, like a spirit in 
the background. I even dislike its name! 
I am still working full-time, running, and 
undertaking my usual daily activities so 
far. 

Since October 2020, I have supported 
Glaucoma UK by taking part in podcasts 
and webinars about my glaucoma 
history. I’ve spoken about what it’s like 
for me to live with the disease, how it 
affects my life, and my views on current 
care and treatment. I’ve also shared 
my thoughts on how drug companies 
may help with patient experience of 
treatments. 

I felt scared  
and alone

Your view
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The podcasts and webinars have been used for different 
purposes, including by a pharmaceutical company to 
train their staff on what it’s like to have glaucoma. 
They have also been used by NHS commissioners who 
are responsible for providing health care services. The 
aim has been to educate them about what it’s like to 
have glaucoma, what glaucoma care services look like 
across the country, and how to commission a good 
glaucoma service. I’ve also taken part in podcasts for 
drug companies to share with their product development 
staff and ophthalmology innovation research staff. I hope 
sharing my first-hand experience of living with glaucoma 
helps them to ensure they embed patient needs, 
perspectives and experiences in the daily decisions they 
make. 

I think it’s really important for those of us with glaucoma 
to speak up. It gives professionals an understanding of 
what it’s like for a person living with the disease. How 
the treatments and services currently offered affect 
us, positively and negatively. The worries we have of 
potential progression of our glaucoma. It means that 
they can empathise more with us individually rather 
than simply concentrate on the science and delivery 
of services. That they see the human factor behind 
glaucoma, without just seeing it as another condition to 
research and treat. 

I really enjoyed supporting Glaucoma UK with the 
podcasts and webinars. I love talking, and the drug 
companies and health care professionals genuinely 
wanted to listen. It was a pleasure to meet all the people 
from different countries who were involved in making the 
podcasts and webinars happen. They were so respectful 
and diligent in making sure my voice was heard.

Our voice as glaucoma patients can bring so much to 
the table. The condition affects us, not the scientists or 
health care professionals involved. They have expertise in 
their areas which we cannot do without, but how much 
better would it be to not only help their work, but to 
help them understand what it means to us as individual 
patients? Our thoughts and ideas on small changes could 
make a big difference, while also saving time and money.

I think 
it’s really 
important for 
those of us 
with glaucoma 
to speak up

Your view
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Awareness
It's Glaucoma Awareness 
Week!
Rachel Hughes and Elena Cooper

Glaucoma Awareness Week is taking place from 
28 June to 4 July this year. With so many people 
looking forward to reuniting with family and 
friends, this year our campaign focuses on the 
fact that glaucoma can be hereditary and the 
importance of loved ones in the lives of people 
with the disease. 
How can you get involved in Glaucoma Awareness 
Week?

If you’re living with glaucoma, we need your help 
to encourage your family members to attend sight 
tests every two years.

As you know, glaucoma can be treated. The earlier it is 
detected, the more successful the treatment is likely 
to be in controlling it and preventing sight loss. Most 
people with early glaucoma have no symptoms. That’s 
why it is so important to ensure that your relatives have 
regular eye examinations.

Conversations about your 
glaucoma diagnosis can be 
daunting. But we’re here 
to support you every step 
of the way.



49Awareness

Conversations about your glaucoma diagnosis can be daunting. But we’re here to 
support you every step of the way. Call our helpline team if you’ve got any questions 
or concerns.

If you’d prefer to get the conversation about glaucoma going in a more informal way, 
why not try some of these ideas out:

Tell your family, friends and colleagues about Glaucoma 
Awareness Week – and make sure it’s marked on their 
calendar for next year too.

Order our free glaucoma information booklets, 
especially our ’Glaucoma and your relatives’ leaflet, and 
share them with your loved ones

Organise an online family quiz night to raise awareness 
of glaucoma, with lots of questions about eyes and 
maybe a few questions about your family history!

Organise a socially distanced picnic with dishes made 
from food which can help promote healthy eyes to get 
the conversation going.
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We’ve also created a whole host of 
new resources for you to use during 
Glaucoma Awareness Week. From social 
media posts you can share on your own 
channel to posters you can print and 
display, you’ll find everything you need 
to celebrate Glaucoma Awareness Week 
both online and in person. 

You can download all the materials 
directly from our website and see the 
full range at  
www.glaucoma.uk/GAW2021

Glaucoma Awareness Week wouldn’t 
be possible without those who come 
forward to give a face to our campaign 
and give a voice to the different 
experiences of the estimated 700,000 
people in the UK with glaucoma. We’re 
delighted and grateful to have three 
amazing supporters, Jessica, Joan and 
Amba, who answered our call to share 
their story as part of our campaign this 
year. 

Twenty-seven-year-old Jessica from 
Cardiff was born with congenital 
glaucoma, a common form of childhood 
glaucoma. “My family and friends are 
really supportive and I’m able to talk to 
them about any issues I may be having” 
says Jessica. “It’s important for people 
to be aware of what you’re experiencing, 
especially as the disease can be invisible. 
If you don’t tell them, they won’t 
understand. Having that support bubble 
around you is so important.” Jessica is 
aware that glaucoma can be hereditary. 
“My partner and I often talk about the 
chances of our future children inheriting 
glaucoma” she says. “I remain optimistic 
that if my child does have the disease, 
then it won’t be a problem at all. 
Glaucoma has never stopped me from 

Awareness
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If you’d like to help us 
increase awareness of 
glaucoma to the public 
by sharing your story 
for future awareness 
campaigns, we’d love to 
hear from you! Call us 
or send us a message at 
marketing@glaucoma.uk

having a normal life, and I will be there 
as a pillar to lean on when our child 
needs my support”. 

Joan, from Hampshire, inherited 
glaucoma from her father, who went 
blind from the disease at the age 
of 80. “I knew that it was extremely 
likely that I would develop glaucoma 
because of the strong family history” 
says Joan. “My father had glaucoma 
and so there was a distinct possibility 
that I would too. My sister also has 
the disease. I certainly don’t take my 
sight for granted anymore.” Joan has 
made her close relatives aware that 
glaucoma can be hereditary. “My two 
sons have always known that they are 
at risk of developing the disease” she 
says. “They will be monitored at the 
optician’s.”

Amba was 12 weeks old when she was 
diagnosed with glaucoma in her right 
eye, which was caused by a Sturge 
Weber syndrome birthmark. “As a 
baby, I would often have patches over 
my eyes, either after an operation 
or as part of treatment, and people 
would stare” says Amba. “Now as a 
young adult, my glaucoma is invisible 
to most people, so they don’t know 
the struggles I have to face on a daily 
basis. It’s hard to explain to people 
and my loved ones what it’s like to 

have glaucoma and to see the world 
completely differently. I want to share 
my glaucoma story and the impact it’s 
had on my life so that people can see 
that glaucoma isn’t just a disease in 
older people. Like me, you can have 
it from birth as well. Around five in 
every 100,000 children in the UK have 
glaucoma.”

I remain optimistic
Jessica

mailto:marketing@glaucoma.uk 
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Supporter 
news

Welcome to our new 
Fundraising Manager
Natallie Hoare

We are delighted to introduce you to Natallie, our 
new Fundraising Manager, who joined the team 
recently.
I’m Natallie and I am the new Fundraising Manager at 
Glaucoma UK. I joined the charity at the beginning of June 
2021 and I am very excited about my new role as it’s such 
an inspiring charity. I’m also extremely passionate about 
fundraising, having been a professional fundraiser for 20 
years. My previous roles have been for both local and national 
charities including Marie Curie, RSPB, a Surrey hospice and 
most recently a carers’ charity. I can’t wait to work with the 
many dedicated supporters here at Glaucoma UK.

I graduated from Plymouth University in 2000 with a Bachelor 

I am very 
excited about 
my new role

Supporter news
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of Science degree in Ecology. 
This was followed by a Raleigh 
International expedition to Namibia 
where I carried out volunteer 
projects. This included a placement 
supporting eye specialists visiting 
Bushmen in the Namib desert who 
were at risk of going blind or had 
already lost their sight. I had to 
personally fundraise £3,000 to attend 
the expedition, and this is where my 
passion for fundraising began. 

I am really inspired about helping 
people to achieve their fundraising 
dreams and overcoming their 
personal challenges. I myself have 
skydived, bungee jumped, been on 
a charity trek up a volcano and run 
the London marathon, and I can’t 
wait to help others raise the much-
needed funds to enable Glaucoma UK 
to continue vital awareness, support 
and research work.

In my personal life, I enjoy spending 
time outside with my husband, our 
two girls and our recent addition – a 
police puppy named Tilly, who we are 
currently fostering. My volunteer role 
involves getting Tilly ready for her 
professional sniffer dog training that 
will hopefully begin at 14 months old.

I am really 
inspired about 
helping people

Data, data 
everywhere!
Joanna Bradley

One of the key things we’ve been 
working on recently is getting 
better at measuring the impact of 
the work we do. We know we help 
people, but where’s the evidence?
Our helpline helps us gain huge insights 
into what people with glaucoma are 
concerned about or struggling with. 
However, too often that information 
sits within our systems, and we don’t do 
enough to share it or use it. So, we’ve 
been lucky to have been supported by 
two different sets of experts to create 
systems that help us monitor our work.

As you know, we have launched a series 
of digital glaucoma support groups 
(DGSGs). If you have attended any 
sessions, you will know that we include 
polls and a follow-up questionnaire in 
each talk, to make sure that the DGSGs 
are helpful for our audience. We wanted 
to make sure we developed an effective 
way to monitor this, such as identifying 

Supporter news
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which topics are particularly popular, or 
whether people prefer us to host talks 
in the evening or daytime. We decided 
there must be a clever way to develop a 
beautiful summary of the data. 

Our development manager in Scotland, 
Philippa Mason, who has a background 
in data and analytics, began working 
on the project. Luckily, her husband 
Phil Mason (yes, we get confused 
too!) is an expert in this – he works 
leading a data team in the energy 
industry. His specialism is working 
with data relating to rocks under the 
ground, and subsequent management 
and visualisation of this data. Working 
together, Philippa and Phil have created 
a dashboard that gives us all the 
information we want to know about the 
DGSGs. For example, we can look at:

• How many people registered for and 
attended each session 

• How many people found the sessions 
helped them feel less anxious about 
their glaucoma, or better understand 
their glaucoma

• How much people learned about the 
topic of each session

Phil told us: 

 

It was a pleasure to support 
Glaucoma UK in thinking about 
the way their data should 
be structured and stored so 
it can be used to gain new 
insights. The principals of 
structuring and analysing data 
are the same no matter what it 
might be describing. In my team 
we have learnt a lot over the 
years on how best to approach 
this, and I was really happy to 
share this knowledge, especially 
given the important work 
Glaucoma UK do.
It can seem a bit daunting 
starting out with new tools 
and techniques but in my 
experience, you find that people 
quickly see the benefits it can 
bring and before you know it, 
it’s just part of what you do.”

Supporter news

We'll use this 
data to help  
us plan
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We’ll use this data to help us plan 
future sessions and provide training 
or additional resources for the people 
running the sessions.

Inspired by this initiative, we started 
to think about our helpline, and how 
we could do a better job of learning 
from and sharing the insights we gain 
from our callers. Our Head of Support 
Services, Joanna Bradley, reached out 
to Stroud International, a professional 
services consultancy firm which helps 
companies improve their operations. 
One of their strengths is working with 
client teams to help them use data 
to make informed decisions about 
their activity. Stroud kindly agreed to 
help us with the helpline data, and we 
started working with Harriet Caisley, 
an associate consultant at Stroud. 
Harriet worked closely with Helen 
Doe, our Helpline Manager, and Tracy 
Dorman, our IT Development Manager, 
to identify how to extract the data from 
our database and present it in the best 
possible way. They have now created a 
dashboard which tells us all about the 
helpline and why people are calling us. 

All of this data is, of course, anonymous 
on the dashboard. This is just the start, 
and we hope that soon we’ll be able to 
track a few more data points, such as 
how people heard about us, and how 
often people tend to phone us.

Harriet said:

 

I have been working with the 
helpline team at Glaucoma UK  
 

 
to develop a new dashboard 
that tracks data such as the 
main topics of calls, time and 
day they occur and whether 
the team referred the caller to 
another resource. The goal is 
to provide anyone who calls the 
helpline with a better service by 
using better-tracked and better-
displayed data to aid decision 
making.
The project has been especially 
interesting because of my family 
connection to glaucoma - my 
mum and my granny both have 
normal-tension glaucoma. I am 
grateful to have the opportunity 
to work with Glaucoma UK and 
give back to the community that 
has supported my family for 
many years.”

 
We hope to use this insight in the 
following ways:

• Talking to professionals about the 
information, advice and support 
people with glaucoma need, to help 
doctors or nurses help you

• Identifying need for other services, 
e.g. new information leaflets or 
support for particular groups

• Workforce planning

 
We’d like to say a big thank you 
to Phil and Harriet, who kindly 
donated their time to us, for their 
amazing and generous support with 
these projects. 

Supporter news
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Glaucoma
UK

Glaucoma UK is the operating name of the International Glaucoma Association, a charity  
registered in Scotland SCO41550 and in England and Wales No. 274681

15 Highpoint Business Village, Henwood, Ashford, Kent TN24 8DH

� glaucoma.uk   �  01233 64 81 64
� support@glaucoma.uk

Help us see well 
into the future

Around 75% of our glaucoma 
support services are funded 
directly by the wonderful people 
who leave gifts to Glaucoma UK 
in their wills.
 
Making a will ensures your wishes are 
carried out, but it’s also an opportunity 
to do something amazing. Leaving a gift 
in your will is a promise to be there for 
people living with glaucoma, and to make 
a real difference to the work we do and 
the support we give.
 
Your gift will help people get the support 
and information they need to live well 
with the disease and fund vital research 
that helps people retain sight for life. 
Thank you.
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Support 
groups

Peer support sessions: an update
Joanna Bradley

As mentioned in our Spring 2021 edition of Insight, 
we recently ran a pilot project of peer support 
sessions, thanks to funding from the National Lottery 
Coronavirus Community Support Fund. Here’s how 
we got on…
Our peer support sessions involved three groups of people 
living with glaucoma. They each took part in three hour-
long, weekly meetings. We ran two groups for people with 
glaucoma sight loss, and one group for people who were 
newly diagnosed. Each group had around five participants. The 
sessions for the newly diagnosed people covered topics such 
as how the NHS works, what glaucoma eye tests are all about, 
and healthy living with glaucoma. The sessions for people with 
glaucoma sight loss were about coming to terms with sight 
loss, building confidence and being independent.

We asked participants in the peer support sessions for their 
feedback afterwards, in the same way as we do for our digital 
glaucoma support groups (DGSGs). Our results for the peer 
support groups were rather mixed, especially compared to the 
data for our DGSGs. 

We’re very excited about 
what we’ve learned

Supporter news
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While the peer support groups helped people to understand their glaucoma better 
and to feel more confident about managing the disease, not everyone found that they 
were feeling less anxious about their glaucoma: 

If we compare the data from the DGSGs with the data from the peer support groups, 
we can see that in some ways, the DGSGs provide better results:

...I understand my 
glaucoma"

...I understand my 
glaucoma"

...I am feeling less 
anxious about my 

glaucoma"

...I am feeling less 
anxious about my 

glaucoma"

...I feel more confident 
about managing the 

impact of my glaucoma"

...I feel more confident 
about managing the 

impact of my glaucoma"

Strongly 
agree

11%

22%

0% 0% 0%

33% 33%

22%22%

44%44%

22% 22%

11% 11%

Peer support
(agreed or strongly agreed)

50%

60%

40%

50%

30%

40%

20%

30%

10%

20%

 0%

10%

 0%

44%

22%

56%54%

33%

45%

Strongly 
disagree

Agree

DGSGs

DisagreeNeither agree 
nor disagree

"As a result of this course...

"As a result of this event...
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More people found they understood 
their glaucoma better and were 
feeling less anxious following the 
DGSGs compared to the peer support 
sessions. However, a higher proportion 
of respondents at the peer support 
sessions found they felt more confident 
about managing the impact of their 
glaucoma.

Ninety-one per cent of participants 
in the peer support groups found the 
sessions informative, and all but one 
would recommend them to other 
people.

We found the peer support sessions 
helped us understand the needs of 
people much better, particularly those 
facing sight loss due to glaucoma. 
However, we found that they were 
very labour intensive to run, given we 
have a small team. We have, therefore, 
decided not to continue running the 
peer support sessions in this format. 
However, we’re determined to use what 
we’ve learnt to provide better help and 
support to people with glaucoma. We 
recognise the value of people with the 
disease sharing their experiences, and 
we can do this in lots of ways. 

Our ideas for the future are:

• Provide more examples 
of lived experience in the 
services we offer. For 
example, can we include 
people’s stories in our 
leaflets or booklets, to 
make them easier to 
understand and more  
 

 
relatable? Can we broaden 
our buddy service, so that 
more people can take 
part, particularly people 
experiencing glaucoma 
sight loss or people who 
are newly diagnosed? How 
can we make better use 
of our community forum 
on Health Unlocked, to 
encourage more people to 
share their experiences? 
Can we include more 
patient speakers in our 
DGSGs?

• Provide better support to 
people with glaucoma sight 
loss. We’re never going to 
be the experts in dealing 
with sight loss, but there’s 
more we can do to signpost 
people to more support 
earlier in the process, so 
that people get support 
before they lose vision 
rather than after. 
 

We’re very excited about what we’ve 
learned from the peer support groups – 
although we’re not carrying on with the 
sessions in the same way, the project 
has taught us so much and given us lots 
of ideas for the future!

We’d like to thank everyone who 
took part in the peer support 
groups and who expressed an 
interest in the sessions. We couldn’t 
have learnt all that we have without 
your input and support.



He’s got my looks,
but has he got 
my sight?

If you’ve got glaucoma, your relatives are at 
higher risk of developing the disease.

Encourage them to have regular eye tests.

Glaucoma UK is the trading name of the International Glaucoma Association
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