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ABSTRACT
Objectives  Ocular surgery is a source of significant 
concern for many patients, especially in high-stakes 
circumstances. The purpose of this study was to explore 
patient experiences of undergoing surgery on their only-
seeing eye.
Design  A qualitative investigation using semistructured 
face-to-face interviews. Transcripts were analysed using 
thematic analysis.
Setting  Hospital eye service in the UK.
Participants  Twelve participants with a diagnosis of 
glaucoma with worse eye visual acuity <3/60± end-
stage visual field loss. All participants had experience of 
undergoing surgery on their better-seeing (ie, ‘only’) eye.
Results  Data were coded into three key themes relating 
to (1) emotional impact of surgery, (2) burden of visual loss 
and (3) coping with surgery. Patients reported depressive 
symptoms at all stages of their surgical journey; concern 
about poor visual outcomes was a common feature. Only 
eye surgery imposes an emotional burden due to the 
uncertainty regarding individuals’ ability to continue daily 
activities and maintaining social roles. Burden extended to 
the inconvenience of frequent hospital visits and difficulties 
with follow-up care. Participants’ ability to cope effectively 
with surgery appeared to be linked to extent of support 
from healthcare professionals. Key areas in developing 
trust and support were an open and transparent dialogue 
between surgeons and patients, continuity of care, patient 
inclusion in decision-making, and observable empathy.
Conclusions  The findings indicate a need for an 
enhanced model of care in only eye surgery to better 
target patient preferences and allay concerns inherent with 
these procedures.

INTRODUCTION
Surgery is undoubtedly a significant life event 
for patients across all fields of medicine. In 
ophthalmology, patients report challenges 
throughout their surgical journey.1 2 Surgical 
concerns are particularly pronounced among 
ophthalmology patients as eyesight is often 
regarded as the most valued sense, and loss of 

which creates great trepidation.3 Yet, a large 
proportion of the population will not expe-
rience blindness in their lifetime, even those 
living with ophthalmic disease.4 5

Patients at an elevated risk of experiencing 
life-changing vision loss and blindness are 
those requiring surgery on their only-seeing 
eye. Despite the seemingly impressive safety 
profile of routine procedures like cataract 
surgery,6 and trabeculectomy for glaucoma,7 
each year thousands of patients experience 
poor visual outcomes.8 9 For example, The 
National Ophthalmology Database in the 
UK showed that in 2018, over 3000 patients 
with cataract (with or without a copathology) 
were left with postoperative visual acuity 
(VA) of 6/60 or worse.8 Moreover, serious 
complications with potential for irreversible 
vision loss occur in up to 5% of glaucoma 
surgical procedures.9 While loss of vision in 
an eye in a binocular patient may be devas-
tating, the patient will likely retain functional 
vision, enabling driving and activities of daily 
living. However, loss of vision occurring in the 
better or ‘only’ eye is likely to have a devas-
tating impact on patients’ quality of life.10 11 
For example, vision in an only eye may make 

Strengths and limitations of this study

►► This is a unique study capturing in-depth qualitative 
data on patient perspectives of only eye surgery.

►► Semistructured interviews provided the opportunity 
to gain knowledge about a wide range of aspects of 
this surgery.

►► Recruitment was limited to two large urban hospital 
centres potentially limiting the generalisability of our 
findings.

►► Purposive sampling was used which may have led 
to a bias.
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the difference between being able to drive legally or not, 
being able to work and being able to perform basic tasks 
of daily living independently.

Evidence suggests surgeons performing only eye surgery 
experience high levels of stress, as well as intense feel-
ings of accountability when things go wrong.12 Currently, 
there is limited evidence relating to patient experiences 
of only eye surgery. A comprehensive evidence-based 
understanding of these high-stake procedures would 
help spotlight areas for improvement and promote a 
better surgical experience for patients. In addition, accu-
rate knowledge of patient experiences may help improve 
clinical outcomes13; this is particularly important for 
only eye patients. The aim of this study, therefore, was to 
explore the real-world delivery of only eye surgery from 
the patient perspective.

METHOD
Sampling and recruitment
Individuals who met our criteria for being an only eye 
patient were invited to participate in a semistructured 
interview. As described in our previous work,12 the defi-
nition of an only eye was where significant loss of vision 
in this eye would be deemed life changing with profound 
impact on a patient’s quality of life. VA in the fellow eye 
of <3/60 or worse ± end-stage visual field loss was consid-
ered insufficient to maintain the patient’s current inde-
pendent lifestyle. All patients had a diagnosis of glaucoma 
and had undergone surgery on their only eye.

Participants were recruited from two secondary care 
centres in the UK. Purposive sampling was used where 
participants were invited to participate in the interview by 
their treating clinician while attending regular follow-up 

visits for assessment of their eye health. Participant demo-
graphics are described in table  1. In total, 12 patients 
were approached, all of whom agreed to participate. We 
recruited patients from a range of ethnicities, eight self-
reported as Caucasian, one as Afro Caribbean, two as 
Indian Asian and one as Bangladeshi.

Data collection
Written consent from all participants was obtained prior 
to conducting interviews. As per the guidelines by the 
WHO, an interview topic guide was devised and piloted 
prior to commencing the study.14 The interview topic 
guide (table  2) was developed following consultation 
with an advisory group of patients and healthcare profes-
sionals (HCPs). Interviews were audio recorded and 
conducted face-to-face by a male PhD researcher with 
a background in psychology and trained in qualitative 
research (LJ). Median (IQR) interview duration was 31 
(22–37) min. Interviews were primarily carried out imme-
diately after participants’ follow-up consultation and took 
place in clinic rooms within the hospital eye service with 
participants’ informal caregiver present. The researchers 
corresponded with participants via email and telephone 
during recruitment, and had met some participants previ-
ously through patient and public involvement events.

Patient and public involvement
The Only Eye Study (OnES) is a series of research proj-
ects investigating only eye surgery. This is the second 
output in the series and reports patient experiences. The 
outcomes of surgeon interviews have been described in 
a previous report.12 Patients were included in the study 
advisory group who helped to develop the interview topic 
guide. Following data analysis, a ‘Bridging the Gap’ event 

Table 1  Participant demographics

Code Sex Diagnosis
Most recent only eye 
procedure

M1 Male POAG Phacoemulsification

F1 Female SOAG Baerveldt Tube

F2 Female PCG Trabeculectomy

M2 Male JOAG Trabeculectomy

M3 Male POAG/SACG Trabeculectomy

M4 Male JOAG Trabeculectomy

M5 Male POAG Phacoemulsification

F3 Female POAG Trabeculectomy

F4 Female JOAG Trabeculectomy

M6 Male SACG Trabeculectomy

M7 Male SACG Baerveldt Tube

F5 Female POAG Baerveldt Tube

JOAG, juvenile open angle glaucoma; PCG, primary congenital 
glaucoma; POAG, primary open angle glaucoma; SACG, 
secondary angle closure glaucoma; SOAG, secondary open angle 
glaucoma.

Table 2  Interview topic guide

Question 
purpose Item

Opening 
question

I am interested to hear about your experience as 
an only eye patient. Can you say a bit about how 
this came about?

Main 
questions

What were your first thoughts when you were 
told you needed surgery? How did it make you 
feel?

What was most important to you before having 
the surgery?

What could have been done to improve your 
surgical experience?

What advice would you give to somebody in a 
similar circumstance to you?

Can you reflect back to any high points/low 
points?

If you could go back in time and replay events, 
how might it be different?

Closing 
question

Do you think there is anything else I could have 
asked, or that you want to add?

 on A
pril 22, 2021 by guest. P

rotected by copyright.
http://bm

jopen.bm
j.com

/
B

M
J O

pen: first published as 10.1136/bm
jopen-2020-038916 on 9 N

ovem
ber 2020. D

ow
nloaded from

 

http://bmjopen.bmj.com/


3Jones L, et al. BMJ Open 2020;10:e038916. doi:10.1136/bmjopen-2020-038916

Open access

was hosted at Queen Elizabeth Hospital Birmingham to 
disseminate the research findings and conduct a member-
check exercise among stakeholders including surgeons, 
patients and carers.

Data management and analysis
Data were analysed using thematic analysis within a 
realist framework (ie, investigating the experiences and 
the reality of the participants).15 The codes and themes 
were developed using a semantic approach, whereby we 
considered the explicit content of the data at surface level. 
Familiarisation with the data was achieved by repeatedly 
reading the interview transcripts.16 Interviews were coded 
with manual and computer-based methods (NVivo V.11 
(QSR International, Cambridge, Massachusetts, USA)). 
Data were analysed by one of the authors (LJ), and inter-
pretation of the coding was discussed and finalised among 
the entire research team. Codes were not predefined, and 
an open, iterative process was used to develop codes from 
the data. Patterns of meaning in participants’ responses 
were coded, and these patterns were further explored by 
grouping codes into similar categories both within and 
across interviews and finally by generating common and 
coherent themes best describing the data.15 The research 
team recognised that data saturation had occurred when 
no new themes were forthcoming in the later interviews. 
Member-checking was used, whereby the authors’ inter-
pretation of the data was shared and discussed with a 
sample of the participants to ensure trustworthiness and 
reliability of the findings. All participants were invited to 
a dissemination event at the end of the study where the 
member-check exercise took place. Of the 12 study partic-
ipants, 10 participated in the member-check. No new 
themes were generated during this exercise and partici-
pants reported that the findings were accurate and repre-
sentative of their experience. The study was designed 
and reported following the guidance of the Consolidated 
Criteria for Reporting Qualitative Research.17

RESULTS
Data were coded and developed into three key themes 
relating to only eye surgery: ‘emotional impact of surgery’; 
‘burden of visual loss’; and ‘coping with surgery’. Direct 
quotations taken from the interview transcripts are ital-
icised and used to illustrate the chosen themes. All 
excerpts are annotated with a code given to the corre-
sponding participant.

Emotional impact of surgery

‘The whole world came crushing down around my 
shoulders; I went downhill very, very quickly.’ (F1)
Participants described their strong negative emotional 

response to learning they require surgery on their only 
eye. A common theme across patient narratives was an 
overwhelming sense of fear and shock:

‘I was so distressed I actually burst into tears. That’s 
very unusual for me, I don’t show when I’m upset’ 
(F5).

‘I walked out of there and I was absolutely devastat-
ed, completely and utterly devastated. I was majorly 
depressed and I didn’t know how to get out of it… I 
felt lonely, I felt like I was the only person in the world 
that this had ever happened to. I didn’t know what to 
do about it, I didn’t know where to go, who to speak 
to. It was a horrendous time, absolutely horrendous 
time.’ (F1).

‘It was made worse by the fact I was going to university 
at the time, glaucoma was the last thing I was thinking 
about’ (M6).

Along with the initial distress of learning of the neces-
sity of surgery, a number of participants reported a sense 
of fear regarding the potential outcomes of surgery, as 
well as feelings of uncertainty as to what was happening:

‘You do put your life in the surgeon’s hands really. 
When I met my surgeon it was—I’ve got to be honest, 
I was terrified because I just had no idea where I was 
going and what was going to happen’ (M4).

‘This is my eye that does everything, I was nervous… I 
think more than anything it’s the worry that if something 
goes wrong you’ve got nothing.’ (M2).

‘When you’re at the first stages it’s very scary because 
you don’t know what’s going on’ (M7).

Fear of negative outcomes of surgery was particularly 
pronounced in patients who had a responsibility for 
others, where patients reported concerns about main-
taining their caregiving role:

‘My experience of going into an operation on an only 
eye, one way to describe it is absolutely petrifying. You 
don’t know what’s going to happen. That was very 
daunting because I’d got a very young little girl, and 
didn’t know what was going to happen when I came 
out of it’ (F1).

In some cases, participants had witnessed a family 
member losing vision to glaucoma, and this close involve-
ment made them particularly fearful for themselves:

‘My brother has got the same condition but he’s gone 
blind, so that was a worrying factor for myself’ (F2).

Although thoughts of undergoing surgery were 
worrisome, participants frequently reported the most 
concerning aspect was the postoperative period, where 
there were significant anxiety and panic immediately 
after the procedure regarding visual outcomes:

‘I think the scariest bit was when you come out of sur-
gery, where you come out of the theatre and you’ve 
got an eyepatch and it’s scary…Between the opera-
tion and taking the eye patch off was pure panic. You 
think what am I going to see when I get this taken 
off - will I be able to see when they take the eye patch 
off’ (F3).
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‘I just feel very scared during the night [after sur-
gery]. I wake up crying and I don’t have anyone to 
say to that I’m scared’ (F4).

‘When I had my second surgery when I first woke up 
I couldn’t see straightaway and I panicked like hell… 
You’re lying there thinking, okay, I’ll find out tomor-
row morning when these bandages come off. I think 
that’s where I’ve probably felt the most isolated, over 
that night’ (F1).

‘When I was having surgery on my good eye it was 
really scary. Because I can’t see out of the other one, 
I was blind for a period of time afterwards which was 
pretty scary’ (M4).

‘I lay in bed for six weeks, I couldn’t see the light 
above me and if I’d had a gun I’d have put a bullet in 
my head. I used to sit up and break my heart’ (M7).

Many participants in this study had undergone a 
substantial number of surgical interventions. A common 
consensus was that ‘failed’ surgery (ie, where intraoc-
ular pressure was no longer stabilised) was emotionally 
challenging. One participant described their feeling of 
desperation and the hope that more could be done to 
save their vision:

‘It started to reject. I panicked, really, really panicked. 
It was a tough time, it really really was. My surgeon 
said to me—I can’t promise you anything but we’ll 
give anything a go. At that point I was like just try any-
thing; just do anything, anything you can do’ (F1).

Burden of visual loss

‘Eye problems and eye surgery is different to almost 
anything else because it is so overwhelming. Almost 
everything comes back to your eyesight. If you can’t 
see a thing, how on Earth do you distract yourself to 
take away the fear?’ (M4)
Living with restricted vision had an impact on partic-

ipants’ everyday life. Routine daily activities, such as 
reading and working, had become problematic due to 
deteriorating eyesight:

‘I’m living in a world where increasingly I just cannot 
see. We sing in the church choir, but I can’t see to 
read the music now…I can’t read to my grandchil-
dren. He snuggles up with a book, but I can’t read to 
him. I have to say, oh, let’s ask grandad’ (F5).

‘Vision in my left eye was bad enough that reading 
was becoming a problem, it was beginning to inter-
fere with my job’ (M1).

‘I was an accounts clerk and my eyesight was failing 
at that point. They told me they were sorry but you’re 
not seeing to do your job properly any more, we’re 
going to have to let you go. So I lost my job as well’ 
(F1).

‘I can’t drive anymore, which is a major thing for me’ 
(M2).

Changes to daily life incurred a sense of grief among 
participants. In addition, vision loss affected significant 
life events, such as taking vacations:

‘We went to Florida to see a rocket take off. I had my 
binoculars but I cried because I couldn’t see it’ (F1).

The burden of visual loss also extended to the incon-
venience of frequent hospital visits for monitoring eye 
health, and the strain of relying on informal caregivers to 
attend clinics:

‘I check in for my appointment, two hours later and 
I’m still waiting. There has to be a better system. I 
absolutely hate going, and now I have to go to two 
clinics. It will be the same story… What I really want 
to say is, I don’t want to come in anymore because I 
don’t like to be here… The visual fields, I hate them. 
You have to sit in front of a machine when you don’t 
even know if it’s working and you can’t see any of the 
lights, all you get is a big black print out’ (F5).

‘It’s expensive because I have to have time off work 
to attend appointments. There’s massive financial im-
plications because obviously I don’t drive anymore, so 
(my wife) has to have the time off work’ (M2).

A further burden was the often extensive treatment 
plans and repeated surgical interventions. The language 
participants used when describing their surgical experi-
ence gave some insight into how patients engage with the 
healthcare system. For example, surgery was described as 
a ‘difficult journey’ or a ‘regime’, giving a sense of the 
continuous and never-ending effort involved in trying to 
preserve their sight:

‘Once you’ve had the surgery, it’s not over… It is a 
journey of lots of different drops, a regime’ (M3)

‘I’ve had many operations, cataract surgery, trab-
eculectomies, and several bits of laser surgery. The 
journey has been difficult’ (F3).

Coping with surgery

‘The whole family just pulled together. They know 
how to sit and talk to me and get me believing in my-
self again’. (F1)
Many participants reported feelings of an inability to 

cope with the pressures of only eye surgery, primarily asso-
ciated with concerns of further visual loss after surgery. 
It was clear that for some participants the gravity of the 
situation was so powerful that it led them to have suicidal 
thoughts:

‘I’ll be honest with you, if I lost my sight, you would 
have found me [dead]. I just couldn’t cope… I meet 
people who have been remarkable by coping with it. I 
quite frankly just don’t think I could’ (M4).

‘It’s been very distressing. It’s got to the point where 
because the deterioration since the surgery has been 
very significant—far more than it ever was before-
hand—sometimes I just think, well, I’m not sure 
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whether life’s worth living now. I’ve got to the point 
where I have to really fight that thought’ (F5).

Participants described an array of strategies and circum-
stances that have helped them to cope. Effective coping 
appeared to be heavily influenced by participants’ rela-
tionship with their surgeon. Feelings of being cared for as 
an individual were important to many:

‘The more they discuss with you what may happen, 
what your thoughts are about it, what they’re going to 
attempt to do, it’s a very big thing’ (F1).

‘My doctor, I say that he is a gift from God. He knows 
how to speak to patients and that’s the main thing’ 
(M5).

‘They speak to me by my name, it’s a personal thing. 
It’s being made to feel you’re a person, not a number 
on the list. (F3)

These comments highlighted the importance of 
empathy, and surgeons’ ability to clearly and sensitively 
communicate about surgery. In contrast, participants who 
had frequently been under the care of multiple surgeons 
spoke negatively about occasions where they perceived a 
lack of empathy:

‘My diagnosis was very cold and callous—it was jol-
ly well insulting. Surgeons somehow need to bridge 
the intellectual gap and become empathetic towards 
their patients, especially in only eye surgery’ (M4).

‘The Consultant said there’s nothing I can do for you, 
he said that’s what glaucoma does to you. He said 
you’re going to go blind and that’s it’ (F1).

Instances where participants felt they were not valued 
or included in the surgical decision-making process 
were detrimental to their ability to cope. For example, 
one participant commented on the failure of their 
Consultant to listen to and consider their perspective 
and priorities:

‘They don’t hear you. My Consultant, he doesn’t 
hear me. I’m not blaming them for my condition. I 
am blaming them for forcing me to have surgery that 
has made it worse—a lot worse. They go blinkered 
towards lowering the eye pressure. Lowering the eye 
pressure is the Holy Grail, and they don’t see any-
thing else. Now I completely question the validity of 
doing the surgery in the first place’ (F5).

Fostering a good relationship with their surgeon 
allowed participants to feel reassured and more trusting 
and confident with their care:

‘I feel safe with the physician, but that’s only because 
I’ve got a relationship with them. They’ve been there 
for me on the journey’ (M7).

‘I’m very happy with my care. I feel so safe that my 
doctor is looking after me’ (F2).

‘It’s important you have confidence in your medical 
team…I would say that’s one of the most important 
things’ (M1).

Positive open dialogue between surgeons and patients 
was important to building a trusting relationship. Trans-
parency about the surgical process allowed partici-
pants to better understand and make sense of what was 
happening, which helped them to cope with anxieties 
relating to surgery:

‘My doctor explained we’re doing this, this is what 
we’re doing, this is where you’re going next. The an-
aesthetist came round and said I need you to be very, 
very still, and explained why I had to do this’ (F3).

‘I’ve never been given any false promises. We’ve spo-
ken about things in great depth…If anything were to 
go wrong and they tell me there’s nothing else we can 
do, I’d believe them’ (F1).

‘You’re entering into a contract and I wanted a lot of 
information. It depends on the individual but I was 
ravenous, I wanted to know what was going on and 
the consequences. I think if the surgeon can demon-
strate to the individual that they really are on your 
side, you now have to trust this person.’ (M3).

Other coping mechanisms came from informal support 
in both emotional and practical ways. Emotional support 
from family and friends during difficult times, as well as 
practical support, such as instilling eye drops, was consid-
ered to be of vital importance to well-being:

‘The drops that you have to put in continually… I 
mean, I could never do that. You’ve got to have some-
one to put the drops in, because your drops are con-
tinuous’ (F5).

‘I was extremely fortunate that I’ve got a very good 
family around me. It is devastating and you need the 
support of your family’ (F1).

Participants also described how they drew strength 
from religious community:

‘I think, had I not got a strong faith and a very sup-
portive church—if I had not had that, I’m absolutely 
certain that I’d have committed suicide. Absolutely 
certain I would have done that, because I can’t see a 
future. I can’t see any kind of future for myself, in a 
world where I’ve become almost an alien, really’ (F5).

The role of dedicated peer support networks, such 
as charity groups and newsletters, was also discussed. 
However, the outcome of engaging with these services 
was not always positive. For example, one participant 
reported feeling alienated as the patient support material 
was not relevant to their experience of glaucoma and as 
an only eye patient:

‘Even with the newsletter and leaflets, it’s just a ge-
neric type of thing. It’s not personal enough…If you 
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don’t seek it out yourself, there is no information’ 
(M2).

Coping abilities appeared to be influenced by individ-
uals’ mental attitudes, such as maintaining an optimistic 
outlook:

‘To come out of surgery with anything at all is better 
than what the future held for me. I think excited is 
the word, because I’m excited at what’s going to hap-
pen’ (F1).

‘I wasn’t fearful because I was confident that whatever 
happened, I made the right decision’ (M1).

‘You realise it’s not a straight journey, it’s variable, 
peaks and troughs, good days and bad days. I’m 
thankful for the good days and you get strength to 
cope in the bad days’ (M3).

Finally, hospital staff taking steps to provide more 
individualised care provided a source of comfort. For 
example, extended visitation hours, particularly when 
preparing for surgery, helped participants to cope with 
surgical anxiety:

‘It’s nice to have someone I know with me until I get 
put to sleep, I think that’s so important’ (F4).

‘My husband was allowed to stay with me until I 
actually went to theatre—it made me feel safe and 
comfortable’ (F1).

DISCUSSION
Only eye patients will likely face exceptional challenges 
in their surgical journey. Decreased visual ability and the 
daunting prospect of invasive and potentially fruitless 
surgery, with a small but real possibility of total vision 
loss, present a difficult set of circumstances for both 
patients and surgeons. The purpose of this study was 
to generate new insights into only eye surgery through 
discussions with experts-by-experience, the patients 
themselves. Our findings highlighted several key areas 
for service improvements and opportunities to make 
the only eye surgery experience more patient centred.

Participants reported intense feelings of fear prior 
to undergoing only eye surgery. Preoperative fear was 
primarily associated with the potential for further visual 
loss and increased ocular morbidity. Preoperative fear 
is common among surgical patients,18 19 and elevated 
levels of fear and anxiety before surgery may increase 
surgical risks and affect health outcomes.20 Moreover, 
preoperative fear often leads to patients postponing 
surgery.21 As such, understanding and preventing 
fear should be a priority. Previous research suggests 
patients undergoing cataract surgery on their only eye 
report more preoperative fear than patients with binoc-
ular vision, citing further visual loss as the primary 
concern.22 The concept of prehabilitation has been 
introduced as a means of managing patients’ uncer-
tainties and aims to enhance patients’ health state prior 

to surgery. Prehabilitation may be used to improve 
physical aspects of patients’ lives, such as increasing 
exercise and nutrition, or may relate to mental well-
being, such as psychological support to improve resil-
ience.23 There is strong evidence that prehabilitation 
has a beneficial impact on surgical outcomes, including 
reduced hospital stay, postoperative pain and compli-
cations.24 Arguably, prehabilitation is already used in 
ophthalmology, for example, safeguarding the ocular 
surface with anti-inflammatory agents prior to cataract 
surgery.25 However, there is little evidence of targeted 
psychological support to help patients cope with 
surgical anxiety, as this is not yet an established element 
of care in ophthalmology. Identifying a feasible preha-
bilitation model for only eye patients, where concerns 
are effectively managed through psychological support, 
may provide a tangible aspect of care and help to allay 
some of the fears discussed in this study.

In addition to preoperative fear, many participants 
reported difficulties during postoperative care, and 
felt most vulnerable after surgery. Use of wound dress-
ings to occlude the eye often accelerated concerns, 
due to causing uncertainty as to whether the surgery 
was successful. A common problem was the feeling 
of insufficient information from surgeons and HCPs 
regarding the surgical process, such as the outcome of 
surgery. Likewise, participants valued when aspects of 
their surgical journey were explained in more detail, 
such as what tests were being performed, where they 
would be going and why. This finding aligns with 
research on patients’ dissatisfaction when they are not 
kept informed,26 27 and emphasises the importance 
of high-quality communication between patients and 
HCPs. Previous research in patients with glaucoma has 
highlighted a perceived lack of appropriate and rele-
vant information provision from HCPs, although not 
directly relating to surgery.28 Indeed, it is necessary to 
consider the practicalities of delivering information to 
patients about surgery, such as what information should 
be provided, in what format should it be delivered and 
at what time point.29 Yet, many of the participants in 
our study explained how simple and brief feedback 
helped them to cope more successfully. Our findings 
emphasise the importance of effective patient commu-
nication about surgical processes and outcomes. We 
propose that prehabilitation may be a useful oppor-
tunity to provide guidance to patients about what to 
expect postoperatively. One clinically relevant outcome 
of better-targeted psychological support is the potential 
for reducing the use of antianxiety medications among 
fearful and nervous patients.30

It was clear that some participants had experienced 
negative encounters with HCPs on their surgical 
journey, often regarding a perceived lack of empathy. 
To be empathetic, HCPs need to understand what their 
patients are experiencing from their perspective and 
be mindful when discussing sensitive subjects, such as 
surgical intervention. Problems about doctor–patient 
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communications are often attributed to a perceived 
lack of empathy,31 and a caring environment is the most 
influential factor when patients make judgements on 
their willingness to recommend hospitals.32 Participants 
in our study explained how, for example, ‘being made to 
feel you’re a person, not a number on the list’ helped them to 
cope with surgery. How HCPs communicate with patients 
can have an impact on postsurgical outcomes, such as 
fewer functional limitations,33 and healthcare practices 
must recognise the important role empathy plays on 
patient rehabilitation in ophthalmology.34 Essentially, 
empathy is not immutable,35 and can be developed 
through simple interventions to improve care provi-
sion, or taught through dedicated skills training within 
medical school curricula and through postgraduate 
specialist training.36 There exists a number of provider 
communication frameworks designed to help elevate 
HCPs compassion and sustain distinctive cultures of 
caring, for example, the SPIKES protocol for delivering 
bad news and the Language of Caring library of applied 
empathy skills resources.37 38 This study is not the first 
to identify empathy as a crucial component of meeting 
patients’ expectations in ophthalmology,39 and our 
findings further underline the importance of commu-
nication skills in ophthalmic medical education.

While some participants reported negative experi-
ences, the majority of patients were happy with their 
care. A link was identified between positive expe-
riences of surgery and trust in the care team. For 
example, participants gave details of forming a good 
relationship with their surgeon through honest and 
open dialogue, and appreciated when time was spent 
explaining surgery, leading patients to feel in ‘safe 
hands’. However, surgeons cannot always successfully 
dedicate the necessary time to build good relationships 
with their patients. This is especially true in ophthal-
mology, which is consistently identified as the busiest 
outpatient specialty in the publicly funded National 
Health Service.40 This problem is accelerated by a short-
fall in the number of ophthalmologists worldwide.41 
One solution is to ensure all patients can access support 
nurses who have a pivotal role in patients’ surgical care. 
Ophthalmic nurses are well placed to provide patients 
with sufficient information about their condition and 
treatment, while maintaining the interpersonal skills to 
offer reassurance and guidance. Greater recognition 
of the Eye Clinic Liaison Officer, whose role includes 
discussing information about eye conditions and 
providing emotional support,42 could be influential in 
fostering patient trust in healthcare institutions, and 
may have additional benefits to other findings from this 
study, such as reducing patients’ fear of surgery.

Although the personal circumstances of our partic-
ipants were highly varied, many demonstrated simi-
larities in how they coped with surgery, such as the 
development of positive attitude traits. In particular, 
participants relied on maintaining an optimistic outlook 
about surgical outcomes. Previous research in patients 

with cataract has shown that those with higher outcome 
expectancies reported lower state anxiety levels,43 
suggesting patients who are more hopeful and opti-
mistic about surgery are more likely to cope effectively. 
There is convincing evidence for the benefit of culti-
vating adaptive personality traits when preparing for 
surgery,44 and our findings hint that a positive outlook 
can help patients cope better with only eye surgery. 
However, the relationship between expectations and 
outcomes is complex, and surgical expectations must be 
based in reality. For example, discussions around cancer 
surgery often do not address the patients’ prognosis, 
such as the possibility of tumour recurrence and an 
estimation of life expectancy.45 When advising patients 
about surgery it is important that HCPs remain aware 
of their key role in striking a difficult balance between 
optimism and realism. This is especially true in only eye 
surgery, where any deviations from expected outcomes 
will be particularly challenging for patients.

Support from family and friends facilitated coping. 
Support came in the form of practical help, such as 
instilling eye drops after surgery, and emotional support 
to help cope with anxieties. It is common for patients 
with visual disability to rely on an informal caregiver, 
such as a spouse, partner, friends or family for support.46 
Evidence suggests that informal caregivers of patients 
with advanced vision loss, such as only eye patients, are 
more likely to give higher scores on measures of strain 
and caregiver burden.47 As a result, caregivers for only 
eye patients may be most at risk of experiencing distress 
and disruption to lifestyle as a consequence of their 
informal role. It is important that eye care specialists 
who see only eye patients in their clinic are aware of 
potential caregiver strain, and provide support for both 
the caregiver and the patient. One solution is to have a 
multidisciplinary team approach to care, where coun-
selling can be offered to patients and their caregivers 
to provide a more holistic approach when treating 
patients. Evidence shows that patients receiving psycho-
logical support in conjunction with surgical care are 
more likely to have better mental well-being, experi-
ence fewer problems following discharge and have a 
greater self-care ability.48 49 Finally, as with many patient 
populations, religious and spiritual beliefs are of high 
importance to individuals living with glaucoma.50 A 
mainstay of high-quality healthcare is to deliver cultur-
ally competent services, recognising factors such as 
religion and spirituality and the role they play in the 
needs of patients. Acknowledgement of the value of 
spirituality as an effective coping mechanism may help 
to promote trust when patients make treatment-related 
decision,51 while also eliciting an ethical and compas-
sionate approach to healthcare in glaucoma.

The OnES is a series of research projects investi-
gating only eye surgery. The first research output 
(OnES 1) identified recommendations on how to opti-
mise patient safety from surgeons’ perspectives, and 
the role of purpose-designed training fellowships and 
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stress-reducing strategies in high-stakes procedures.12 
In this study, we make recommendations for surgical 
care explored through the patient perspective. Based 
on our interview findings, we developed a model for 
optimal patient-centred care in only eye surgery (see 
online supplemental appendix 1). The model high-
lights patient preferences at key time points in the 
surgical journey. The sources of external support are 
key elements that may help to achieve patient pref-
erences. It is the responsibility of HCPs to ascertain 
support networks available to their patients. When 
patient preferences are achieved, positive outcomes 
are more likely to be evident for all stakeholders 
including patients, their families, hospital services and 
those working in hospital ophthalmic care.

We recognise some limitations to our study. We 
recruited from only two large urban hospital centres, 
which may limit the extent to which our findings are 
generalisable. Notwithstanding this, our recruited 
sample was diverse consisting of participants of various 
ages, ethnicity, marital status, disease profile and treat-
ment history, which permits some conceptual trans-
ference. The heterogeneity observed in our sample 
allows us to explore only eye surgery from a broad 
range of perspectives; however, closer investigation of 
how individual factors such as age and ethnicity affect 
surgical experiences is required. A further limitation 
was the presence of participants’ informal caregiver 
during the interview may have incurred social desir-
ability tendencies or a response bias. In addition, 
potential bias may be present from our use of purpo-
sive sampling. However, our aim was not to provide 
results that are generalisable to the population, but 
rather an in-depth exploration of the only eye surgery 
experience, and we are the first study group to do so. 
While the entire research team reviewed and discussed 
the interpretations of the findings, data analysis was 
primarily carried out by one author, and this is a limita-
tion. Our results may also be influenced by recall bias; 
however, given the consistency in responses between 
participant interviews, we believe that the overall 
message of the report remains accurate.

This study open avenues for further research in 
the area of only eye surgery. Our findings indicate 
an unmet need for greater psychological support 
throughout the entire surgical journey for patients. 
Assessments into how best to support patients 
preparing for, and recovering from, only eye surgery 
would make an important contribution to knowledge 
on how to optimise care for this high-stakes patient 
cohort. This could be achieved through hospital 
outreach activities, such as patient-delivered work-
shops, to enable clinicians to understand patients’ 
expectations of their care. Our sample consisted of 
patients with glaucoma who had undergone surgery 
on their only-seeing eye, thus our findings relate 
mostly to glaucoma-related and anterior segment 
surgery. It would be interesting for future research to 

assess patient experiences in other areas of ophthal-
mology, such as vitreoretinal surgery. Nevertheless, 
we speculate that the outcomes of this study will reso-
nate with all ophthalmic surgical patients. There are 
currently no data regarding the cost implications of 
becoming an only eye patient, or loss of vision in an 
only eye. We hypothesise that health economic anal-
ysis to determine these figures will further underscore 
the importance of delivering effective and holistic 
healthcare to these patients.

Certain communities have differential disease 
burdens. In glaucoma, for example, several studies 
have associated socioeconomic deprivation with more 
advanced glaucoma severity at presentation,52 and these 
patients are more likely to match our definition of an 
only eye.4 It is necessary that clinicians understand 
the importance of deprivation, and the association of 
ethnicity, in patient health outcomes. This is particu-
larly true for those based in healthcare centres in areas 
of high deprivation. The challenge is to reach and 
deliver equitable care to all patients in all communities.

To conclude, our findings indicate that more could 
be done to improve the surgical experience for only eye 
patients. Negative experiences in surgery included fear 
of the procedure, lack of empathy from care providers 
and poor information provision. Exploring these expe-
riences using a qualitative approach has allowed us to 
gain a detailed understanding of aspects of only eye 
surgery which are most important to the patient. In 
addition, several suggestions for service improvement 
are made. This is pertinent given the wider trend in 
healthcare decision-making towards a more micro 
and personalised approach to service planning and 
delivery,53 where patient experience is becoming a 
fundamental measure to assess quality of care.
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Appendix 1. Only Eye surgery model. The model highlights patient preferences (shown in red) at 

fundamental time points in the surgical journey. The sources of external support (shown in blue) are key 

elements that may help to achieve and maintain patient preferences. When patient preferences are achieved, 

positive outcomes (shown in green) are evident for all stakeholders including patients, healthcare providers, 

and hospital services. 
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