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43 Structured Abstract 

44 Objectives: To explore patients’ experiences of their diagnosis of eye disease and how this 

45 could be improved. 

46 Design: Exploratory qualitative study. Data were collected through semi-structured 

47 interviews. NVivo-12 software (QSR International Ltd) was used to inductively analyse and 

48 code data to identify themes related to participants’ experience of diagnosis and clinicians. 

49 A narrative approach and inductive methods identified accounts of how communications 

50 about diagnosis affected wellbeing and quality of life.

51 Participants: 18 people diagnosed with eye disease in England.

52 Results: Four themes were identified: the convoluted process of diagnosis; the impact of 

53 clinicians’ words; the search for information and reflections on what could be improved. The 

54 prolonged wait for a definitive diagnosis was a source of frustration and anxiety for many 

55 patients. Professionals’ words and tone when delivering a diagnosis sometimes affected a 

56 patient’s view of their diagnosis and their later ability to come to terms with it. Patients 

57 were desperate for information, but many felt they were not provided with sufficient 

58 information at diagnosis and did not know whether to trust information found online. 

59 Participants felt the provision of a hospital liaison service and/or counselling could mitigate 

60 the impact on patients and families. 

61 Conclusions: Interactions with clinicians can have a lasting impact on how a diagnosis is 

62 experienced and how well the patient is able to come to terms with their visual impairment. 

63 Receiving little or no information left patients feeling lost and unsupported. This led them to 

64 search for information from less reliable sources. Clinicians should consider how they 

65 communicate a diagnosis to patients, how and when they offer information about diagnosis 

66 and prognosis and where possible signpost patients to additional support systems and 

67 counselling services as early as possible.

68
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69

70

71 Strengths and limitations of the study

72  Our study included in-depth interviews with participants who varied in age and time 

73 since diagnosis

74  Very little other work has looked specifically at the impact of the way in which a 

75 diagnosis of eye disease is delivered to patients.

76  Limitations included poor representation of participants from ethnic minorities 

77  Participants were asked to recall their experiences of diagnosis which might have 

78 occurred some time ago, and some of these recollections may include practices that 

79 have improved over time. 

80

81
82
83
84
85
86
87
88
89

What is already known on this topic:
 Receiving a diagnosis of eye disease can be a traumatic event that impairs mental 

health, well-being and quality of life
 Patients show more effective long-term adjustment to disability when the 

diagnosis is given in a positive, empathetic way that includes sufficient 
information about the condition

 Little information is available about whether this is also the case for diagnosis of 
conditions leading to vision loss

What this study adds:
 This study suggests that clinicians’ perceived “kindness” or “callousness” affects a 

patient’s experience of diagnosis and  how well they are able to come to terms 
with the diagnosis

 Clinicians should focus on improving the interpersonal aspects of diagnosis of eye 
disease and provide appropriate information at the time of diagnosis 

 Clinicians should be aware of the additional support services available to patients 
and refer them  for further support, such as Eye Care Liaison Officers 
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90
91
92
93
94
95
96
97
98
99

100

101

102

103 INTRODUCTION

104 The diagnosis of eye disease has a significant psychological impact, impairing mental health 

105 1 2, well-being 3 4 and quality of life 5. However, little research has focussed on the detailed 

106 experiences of patients during the process of diagnosis. In particular, the way the diagnosis 

107 is delivered by clinicians can impact a patient’s perception of their disease and their ability 

108 to develop coping mechanisms and come to terms with their vision loss 6. 

109

110 Receiving a diagnosis of a long-term illness is a profound event in peoples’ lives 7, often 

111 leading to reactions such as shock and devastation 8. A diagnosis of vision loss, in particular, 

112 is experienced as a “traumatic event” 9 as sight is considered by many people to be their 

113 most valued sense, which they most dread losing 10.

114

115 However, the shock and upset of a diagnosis of eye disease leading to vision loss could be 

116 mitigated by a sensitive response from the diagnosing clinician. Long-term adjustment to 

117 disability is more effective when the news is given in a positive, empathetic way and 

118 includes adequate amounts of information about the condition 11 12. It is therefore 

119 important to understand how the clinician’s words and actions are understood by the 

120 patient, the way these interactions are remembered and recounted by the patient later, and 

121 the suggestions made by patients as to how the experience of diagnosis could be improved. 

122
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123 Our work focusses on the acute impact on patients at the time of diagnosis, including the 

124 sometime-convoluted pathway to receiving a diagnosis. Our aims were to describe patients’ 

125 experiences of being diagnosed by optometrists and ophthalmology consultants, 

126 understand how the psychological impact of a diagnosis of vision loss could be mitigated, 

127 and identify patient preferences for help and support.

128

129 MATERIALS AND METHODS 

130 Sample and recruitment 

131 Health Regulatory Authority (HRA)Ethics Committee approval was obtained
132 (18/SW/0124) and this study adhered to the Declaration of Helsinki. All patients gave 

133 informed consent. Eighteen participants with a diagnosis of eye disease were recruited 

134 (Table 1) and interviewed in person or by telephone. We used a variety of recruitment 

135 methods: patients were identified by the eye hospital or volunteered after hearing about 

136 the study from a charity, group, via social media or through existing contacts 

137 (“snowballing”). Potential participants received an introductory letter and an information 

138 sheet. In the case of telephone interviews, consent forms were sent and returned via post. 

139 Participants were encouraged to ask questions about the study and all interviews were 

140 arranged at a time and location (in the case of in-person interviews) of their choosing. We 

141 sought a maximum variation purposive sample in order to capture a wide range of 

142 experiences. Demographic data are presented in Table 1. 

143

Table 1 Patient Demographic data

Age
<39 years

40-59 years
>60 years

Frequency
3
6
9

Gender
Female
Male

9
9

Condition
Diabetic retinopathy
Ushers Syndrome Type 2
Stargardt Disease
Macular degeneration
Central vein occlusion
Choroideremia

1
2
2
2
1
1
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Retinitis pigmentosa
Degenerative myopia & glaucoma

8
1

Interview Type
In person
Telephone

11
7

Living status
Alone
With others
Not Known

9
7
2

144

145

146 Interviews and data analysis 

147 Interviews lasted about an hour and were conducted by an experienced interviewer (AF) 

148 between July 2018 and February 2020. Participants gave informed written consent prior to 

149 the interview. The topic guide consisted of an open-ended section in which the participant 

150 explained their experiences of vision loss and its effects, followed by semi-structured 

151 prompts based on topic areas identified from a literature search and the clinical experience 

152 of the authors. All interviews were audio-taped and transcribed verbatim from the 

153 encrypted recordings by professional transcribers and checked by the researchers. Final 

154 transcripts were uploaded to NVivo 12 (QSR International, USA) for initial coding by AF. A 

155 coding framework of emergent themes was developed. Data were assigned to categories 

156 using the NVivo ‘node’ function, based on close reading and interpretation of the interview 

157 transcripts. Coding reports were generated and used for an initial overarching thematic 

158 analysis. Broad themes were then identified based on the summary of all the issues raised 

159 by participants on particular topics. Coded segments of data on topics related to 

160 participants’ experiences of diagnosis and their interactions with clinicians were analysed to 

161 identify the broader themes. Pseudonyms were assigned to all participants to ensure 

162 confidentiality and anonymity. 

163 Patient and Public Involvement Statement: We planned for a participant debrief session 

164 during which participants could be involved in the planning of additional research based on 

165 this preliminary qualitative study, share their thoughts on the usefulness and feasibility of a 

166 potential intervention that might be developed based on this research, and provide 

167 feedback on dissemination of this research. 
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168

169 RESULTS

170 Four themes related to patients’ experience of diagnosis were identified: the convoluted 

171 process of diagnosis; the impact of clinicians’ words; the search for information and 

172 reflections on what could be improved. 

173

174

175 The convoluted process of diagnosis

176 Almost all interviewees referenced the long, often convoluted process of diagnosis. Many 

177 had months or years to wait for a definitive diagnosis from the first time a visual problem 

178 was identified. This was a source of frustration and anxiety for many patients. 

179 The initial identification of a sight problem was generally through a visit to an optometrist 

180 for a routine eye test, followed by referral to a hospital. This could trigger feelings of worry 

181 or panic during the gap between a problem being picked up and the final diagnosis. 

182 Participants appreciated a quick referral to the eye hospital by the GP or optometrist; 

183 however, many described protracted delays in diagnosis and treatment. Differing opinions 

184 between professionals led to delays in some cases and an incorrect or missed diagnosis 

185 meant worsening sight loss for some. Luisa obtained a second opinion abroad before her 

186 definitive diagnosis. Deborah was initially told by the optometrist that her vision was fine 

187 but a consultant said that she had a sort of retinal atrophy – in the end it took months for a 

188 definitive diagnosis. Christos went ‘completely off the rails’ when he was eventually 

189 diagnosed with Usher’s Syndrome vision loss at age 16, after a routine eye test, several 

190 months of waiting and multiple tests. Illustrative quotations are presented in box 1.

191

192 The impact of a protracted diagnosis is summarised by Jamie, a younger patient who was 

193 told he probably had one of three genetic conditions:

194 ‘You are told 'okay, something is wrong, you're going to have an appointment in 

195 fourteen weeks to have this test done, you then need to wait five months for the 

196 results of this test'… Five or six months is a long time when you're waking up every 

197 day worried, and you're not sleeping well… And it's affecting potentially relationships 

198 with other people, it's affecting your job’ (Jamie, PAVL008)
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199

Box 1 The convoluted process of diagnosis 
Patients described their experiences when they were first diagnosed. For some it was a 
prolonged and emotional period, often being passed from one professional to another 
(e.g., if initially referred by an optician). Some patients endured long waits, multiple tests 
and sometimes no definitive diagnosis
Illustrative quotes

‘I had a few eye tests. Nobody would ever tell me what the eye tests were related to. But, 
eventually after one set of eye tests in early 1999, I got the letter - a four line letter, 
saying that I had retinitis pigmentosa, I was below the required limit for driving, hand my 
licence in. And that was it’. (Colin)

‘The initial diagnosis was a bit of a car crash, from most of the professionals I came 
across, to be honest’. (Jamie)

‘I went to the hospital - you know, having checks and things done. And I'd said to them, 'I 
have awful pain in the back of the eye'. And they checked it all out again, and couldn't 
find any reason for it. And then I had to go back…They made another appointment with 
another department, and they checked through. More so at the back of the eye. Could 
find nothing. And then by the end of that week, it had - I'd lost the central vision’. (Clara)

‘Of course I didn't pass the test that they do to see if you could drive. And then they send 
me to the hospital, they couldn't find what it was’. (Luisa)

‘I was quite oblivious. I just thought 'oh, well that's probably just - maybe I'm just not very 
good at that particular test'. And so it was… a huge shock when they eventually told me 
what they were testing for… And obviously in the moment of diagnosis as well, that was a 
huge shock’. (Christos)

200

201 The impact of clinicians’ words

202 The words and demeanour of optometrists, ophthalmologists, nurses, and other 

203 professionals had a significant impact on patients. Professionals’ words and actions 

204 sometimes affected a patient’s ability to come to terms with their diagnosis and were often 

205 recalled years later. The tone of voice also made a difference: for example, when patients 

206 felt like they had been spoken to in a callous manner or when an optometrist or consultant 

207 appeared impatient or condescending during sight tests. Participants recalled being treated 

208 “like a child and an idiot” (Jamie) when they could not complete a routine eye test. 

209
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210 Participants did appreciate receiving their diagnosis in person, “not something horrible like a 

211 letter” (Christos). Patients recognised consultants were very busy, but felt it should not 

212 affect the way they spoke to patients. Although some patients could recall a consultant 

213 breaking the news of their diagnosis in a sensitive way or taking the time during a 

214 consultation to have a little chat to and tell them how well they were coping, there was a 

215 strong sense that consultants were only interested in conditions they could treat. Patients 

216 recounted feeling ‘fobbed off’, told there was nothing to be done and they should just ‘get 

217 on with it’.  Illustrative quotations are presented in box 2. As one patient remembered:

218 “I was told in no uncertain terms by the doctors - quite callously, I thought… 'the 

219 sight's gone in that eye, cells have been damaged beyond repair', 'that's gone, forget 

220 that'. That was actually said to me.” (Betty, PAVL005)

221

Box 2 The impact of clinicians’ words 
Patients described the way the clinician’s words and demeanour impacted them 
emotionally, especially in terms of the way they were informed of their diagnosis. This 
could affect how they came to terms with their condition:
Illustrative quotes

‘He looked at me, sort of shook his head and he said ‘You poor, poor boy’ and… that has 
actually stayed with me my whole life… [it] really made me feel like it was something 
incredibly bad… it sort of tainted my view… of the condition’. (Lee)

‘He said to me ‘Right… there’s no point in beating about the bush… You’re blind…It was 
like being hit with a brick’. (Margaret)

‘I did feel to begin with it was very much 'yeah, there's your diagnosis - can't do anything, 
thank you’. (Deborah)

‘When I first went to the hospital, they said I had dry macular. And I went to the opticians 
and they sent me to the hospital. And because it was dry, they more or less said, 'oh, no 
treatment, nothing we can do'. And that was it. And I wasn't frightened, but I was a little 
bit worried. I thought, 'well, I've just been left on the shelf, with nothing'. (Joan) 

‘It was very brief… very clinical I suppose… they literally just told me that I had this and in 
time slowly going blind. There was no cure and they hoped I had something [new 
treatments] in probably 30 odd years’. (Dev)

222

223 The search for information
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224 The lack of information at diagnosis, sometimes-confusing conversations with clinicians and 

225 long gaps between appointments drove many people to search for information on their 

226 own. Betty, an older patient, went home after her appointment and searched the internet 

227 to find out “what was actually going on”. Some participants were advised by the hospital not 

228 to research their condition on the internet - indeed, as Jamie said, “Everyone knows that if 

229 you google conditions… the news is never good”.

230

231 However, it was very important to patients that they understood their diagnosis and most 

232 were clear that they wanted to know about their condition and prognosis, no matter how 

233 negative. It was also important to patients that they understood why particular tests were 

234 being done – one patient described being very angry because “nobody would ever tell me 

235 what the eye tests were related to” (Colin). 

236

237 Some participants mentioned worries about coming across untrustworthy information, 

238 including “dodgy websites”, “misinformation” and “scare stories” in user forums. 

239 Participants were sometimes confused about the terminology and which search terms to 

240 use in order to find helpful, trustworthy information. However, the internet could be 

241 helpful, particularly for connecting with vision-related charities and support groups. Some 

242 family members also looked for information, particularly in the case of mothers searching 

243 for information about a child’s diagnosis. The information obtained could be distressing for 

244 family members as well – when Christos’ mother discovered the severity of a diagnosis of 

245 Ushers Syndrome, she “went over the edge, and just didn't realise how severe this was 

246 going to be”. Illustrative quotations are presented in box 3.

247

Box 3 The search for information 
Patients described the lack of information when diagnosed and their search for answers and 
explanations. Often they searched on the internet and for some this led to confusion or 
misinformation

Illustrative quotes
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‘I do think it's a really crucial part of someone's journey with this, with this condition or something 
else, I think. That first hour, when you've found out, I think that can go a long way to helping you 
in the future. It's hard, because it would be nice to have had someone say to me at the time, 
'look, it's not the same for everybody - some people will be completely blind by the time they're 
25, some people keep some vision until they're 60'. I didn't know that. All I knew was you have 
this condition, you're going to lose your vision and we can't tell you when’. (Christos)

“When I looked online for that (retinal atrophy), [I found] it's the sort of thing that dogs and cats 
get… I don't really know what that means, but it doesn't look very good.” (Deborah)

“If had been explained to me a little bit more about what it actually was. I mean, I had to come 
home and look it up on the internet, really. Find out what was actually going on.” (Betty)

“I recognise the consultant may not be able to spend all the time you’d want talking about it so 
what they should do say, you know, here is a brief explanation, take time to digest it, here’s a 
leaflet I will pass on your number to this organisation or someone within the hospital or the 
support team and they will call you to discuss with you in about a week or so…I don’t need to 
speak to a consultant or someone that’s an absolute expert in their field, sometimes you just 
need to talk to someone to explain, you know what it might be a year, it might be 50 years” (Lee)

248

249 Reflections on what could be improved

250

251 Some patients highlighted things that would have improved their experience of diagnosis or 

252 their attempts to come to terms with their vision loss. Christos said, “That first hour… when 

253 you've found out, I think that can go a long way to helping you in the future.”

254  Patients recognised that consultants and specialists had little time available for each 

255 patient. However, having someone else to talk to immediately after their diagnosis would 

256 have helped. Those who were referred to a hospital liaison service found this useful. 

257 Patients proposed that such a service could provide more information on the specific 

258 condition, a link to charities or helplines, support groups, counselling or therapy services. 

259 Signposting to reputable sources of information online was also essential. 

260

261 Linking up with charities or services could also help patients learn about tools to manage 

262 with reduced vision (“gadgets”) or obtain instructions on how to use canes effectively. 

263 Several patients mentioned that they would have benefitted from a referral to a helpline, 
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264 support group, or some form of therapy or counselling – as Margaret said, “proper 

265 counselling and not just being told ‘well, you’re blind’.” One patient mentioned that a joint 

266 support service for the patient and family would also help to mitigate the impact on 

267 patient’s relatives. Younger interviewees (in their 20s) suggested an app that could connect 

268 people with others who had the same condition, and with trustworthy information about 

269 the condition. 

270

271 DISCUSSION

272 Patients in our study described their experience of a diagnosis of eye disease, with particular 

273 reference to the words and actions of clinicians and how the process of diagnosis could be 

274 improved. Several described the shock of failing a standard eye test unexpectedly, having 

275 never realised that there was a problem with their vision. Subsequently, most were referred 

276 elsewhere and some had experiences of initial misdiagnosis or clinicians being uncertain of 

277 the genesis of the problem. 

278

279 Patients vividly described the experience of finally receiving a diagnosis and the impact of a 

280 clinician’s words and attitude. When done kindly this was a difficult enough experience, but 

281 some participants described the clinician’s manner as “callous”. Some patients were told 

282 that nothing could be done and were frustrated that they were sent away with little 

283 information about their condition, so that they had to search for information themselves. 

284 This lack of support highlights the importance of being proactive about referring patients to 

285 low vision services and charities. Research shows that using a proactive approach from the 

286 start and enabling patients to ask for help can improve long term outcomes9.  Eye Care 

287 Liaison Officers (ECLOs) are another valuable source of support, as they can provide advice, 

288 emotional help, information and signposting to other services as well as streamlining the 

289 process to improve patient care 13 14. ECLOs are not universal across all eyecare clinics in the 

290 UK despite strong evidence that they are effective 15.

291 Participants also discussed positive aspects of their experiences with clinicians and 

292 appreciated being given their diagnosis in person, particularly when an ophthalmologist 

293 took the time to speak to them. However, they would have appreciated more information 

294 about the potential course  of the disease, including timelines and potential outcomes. The 

295 opportunity to speak to someone about living with a visual impairment and share 
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296 information about their particular condition would be particularly valued, especially if this 

297 information was also available to their families. This highlights the importance of providing 

298 written disease-specific information to help patients digest the information given at the 

299 time of the consultation. In addition, information about relevant support charities could 

300 provide the patient with an additional source of support. 

301

302 The experience of diagnosis of an eye disease or other visual impairment was similar to the 

303 experiences of patients with chronic conditions such as diabetes16-18 or cystic fibrosis,19 

304 although some aspects were specific to  vision loss. Interactions with clinicians during the 

305 process of diagnosis can have a significant impact on how the diagnosis is experienced and 

306 how the patient is able to come to terms with the condition. Patients felt lost and 

307 unsupported, prompting a search for information from less reliable sources. Optometrists 

308 and support staff who conduct routine tests must be ready with a sensitive and empathetic 

309 response should test results be different to what is expected. Providing patients with 

310 information about the reason for referral would also help patients cope with an unexpected 

311 test result.  

312

313 The moment of diagnosis is emotionally charged. Clinicians’ words are impactful and 

314 patients remembered these words for years after diagnosis. The way the diagnosis is 

315 presented can also affect how a person feels about their condition. In our study, patients 

316 who felt pitied by clinicians had a negative view of their diagnosis compared with a more 

317 positive outlook from patients who were admired for the way they were coping. Clinicians 

318 carry a heavy responsibility when diagnosing patients and could improve patients’ 

319 experiences by exploring positive elements of a negative diagnosis 20.

320

321 Patients also felt that clinicians appeared uninterested in conditions for which treatments 

322 were not available. However, even then, patients wanted information about their prognosis 

323 and ideally follow-up appointments to see how their condition was progressing. They would 

324 have liked to have been referred to someone who understood, could explain their condition 

325 and provided them with trustworthy sources of information, such as an ECLO. Practical help 

326 and information, such as training with a cane or information about tools and gadgets that 

327 could mitigate some of the difficulties of vision loss, would also have been valued. Many 
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328 also mentioned they would have liked to have been referred for counselling to help them 

329 come to terms with their diagnosis.

330  

331 Strengths and limitations of the study

332

333 Our study included in-depth interviews with participants who varied in age and time since 

334 diagnosis. Very little other work has looked specifically at the impact of the way in which a 

335 diagnosis of eye disease is delivered to patients.  Limitations included poor representation 

336 of participants from ethnic minorities and the fact that participants were asked to recall 

337 their experiences of diagnosis, which might have occurred some time ago. Some of these 

338 recollections may include practices that have improved over time. 

339

340 Education for professionals regarding empathic communication can still be improved. 

341 Diagnosis is a vital part of the patient journey. It involves providing information, giving hope, 

342 and signposting to appropriate support services. The provision of help and information 

343 immediately after a diagnosis, for example from an ECLO, would be greatly appreciated by 

344 patients. 

345

346 In conclusion, there are a number of valuable lessons here for eye care practitioners. The 

347 manner in which bad news is delivered can have a lasting impact on patients. Patients want 

348 to be treated with empathy and respect at the time of diagnosis with timely, trustworthy 

349 information about their condition and prognosis and signposting to additional support 

350 systems available for them and their family. Future longitudinal research should explore the 

351 long-term impact for patients  who receive a diagnosis leading to vision loss , particularly in 

352 reference to the type of information provided  and the demeanour of the  clinician at the 

353 time. Future work could also examine how secondary support structures, such as low vision 

354 clinics and the charity sector,  could overcome some of the difficulties that arise from a 

355 difficult diagnosis experience.

356
357
358
359
360
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43 Structured Abstract 

44 Objectives: To explore patients’ experiences of getting a diagnosis of eye disease, the 

45 psychological impact of this and how this could be improved. 

46 Design: Exploratory qualitative study. Data were collected through semi-structured 

47 interviews. NVivo-12 software (QSR International Ltd) was used to inductively analyse and 

48 code data to identify themes related to participants’ experience of being diagnosed and 

49 clinicians. A narrative approach and inductive methods identified accounts of how 

50 communications about diagnosis affected wellbeing and quality of life.

51 Participants: 18 people diagnosed with eye disease in England.

52 Results: Four themes were identified: the convoluted process of being diagnosed; the impact 

53 of clinicians’ words; the search for information and reflections on what could be improved. 

54 The prolonged wait for a definitive diagnosis was a source of frustration and anxiety for 

55 many patients. Professionals’ words and tone when delivering a diagnosis sometimes 

56 affected a patient’s view of their diagnosis and their later ability to come to terms with it. 

57 Patients were desperate for information, but many felt they were not provided with 

58 sufficient information at the time of diagnosis and did not know whether to trust 

59 information found online. Participants felt the provision of a hospital liaison service and/or 

60 counselling could mitigate the impact on patients and families. 

61 Conclusions: Interactions with clinicians can have a lasting impact on how a diagnosis is 

62 experienced and how well the patient is able to come to terms with their visual impairment. 

63 Receiving little or no information left patients feeling lost and unsupported. This led them to 

64 search for information from less reliable sources. Clinicians should consider how they 

65 communicate a diagnosis to patients, how and when they offer information about diagnosis 

66 and prognosis and where possible signpost patients to additional support systems and 

67 counselling services as early as possible.

68
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69

70

71 Strengths and limitations of the study

72  Our study included in-depth interviews with participants who varied in age and time 

73 since diagnosis

74  Very little other work has looked specifically at the impact of the way in which a 

75 diagnosis of eye disease is delivered to patients.

76  Limitations included poor representation of participants from ethnic minorities 

77  Participants were asked to recall their experiences of diagnosis which might have 

78 occurred some time ago, and they may not retain all the information that they were 

79 told at the time of diagnosis. As well, some of these recollections may include 

80 practices that have improved over time. 

81

82
83
84
85
86
87
88
89

What is already known on this topic:
 Receiving a diagnosis of eye disease can be a traumatic event that impairs mental 

health, well-being and quality of life
 Patients show more effective long-term adjustment to disability when the 

diagnosis is given in a positive, empathetic way that includes sufficient 
information about the condition

 Little information is available about whether this is also the case for diagnosing  
conditions leading to vision loss

What this study adds:
 This study suggests that clinicians’ perceived “kindness” or “callousness” affects a 

patient’s experience of being diagnosed and  how well they are able to come to 
terms with the diagnosis

 Clinicians should focus on improving the interpersonal aspects of giving a 
diagnosis of eye disease and provide appropriate information at the time of 
diagnosis 

 Clinicians should be aware of the additional support services available to patients 
and refer them  for further support, such as Eye Care Liaison Officers 
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90 INTRODUCTION

91 The process of being diagnosed with eye disease leading to vision loss has a significant 

92 psychological impact, impairing mental health 1 2, well-being 3 4 and quality of life 5. 

93 However, little research has focussed on the detailed experiences of patients during the 

94 process of diagnosis. In particular, the way the diagnosis is delivered by clinicians can impact 

95 a patient’s perception of their disease and their ability to develop coping mechanisms and 

96 come to terms with their vision loss 6. 

97

98 Receiving a diagnosis of a long-term illness is a profound event in peoples’ lives 7, often 

99 leading to reactions such as shock and devastation 8. Being given a diagnosis of vision loss, in 

100 particular, is experienced as a “traumatic event” 9 as sight is considered by many people to 

101 be their most valued sense, which they most dread losing 10.

102

103 However, the shock and upset of being given a diagnosis of eye disease leading to vision loss 

104 could be mitigated by a sensitive response from the diagnosing clinician. Long-term 

105 adjustment to disability is more effective when the news is given in a positive, empathetic 

106 way and includes adequate amounts of information about the condition 11 12. It is therefore 

107 important to understand how the clinician’s words and actions are understood by the 

108 patient, the way these interactions are remembered and recounted by the patient later, and 

109 the suggestions made by patients as to how the experience of diagnosis could be improved. 

110

111 Our work focusses on the acute impact on patients at the time of diagnosis, including the 

112 sometime-convoluted pathway to receiving a diagnosis. By the time the diagnosis is 

113 received, patients may have undergone many months of stress, uncertainty, testing, and 

114 worry depending on the condition. Some rare and non-urgent conditions can take several 

115 professionals and many months of waiting before they are seen by the right people and 

116 have completed all the investigations. Our aims were to describe patients’ experiences of 

117 being diagnosed by optometrists and ophthalmology consultants, understand how the 

118 psychological impact of a diagnosis of vision loss could be mitigated, and identify patient 

119 preferences for help and support. These professionals are particularly important as they are 

120 frequently involved in diagnosing vision loss and informing patients that this loss is 

121 irreversible.
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122

123 MATERIALS AND METHODS 

124 Sample and recruitment 

125 Health Regulatory Authority (HRA) Ethics Committee approval was obtained
126 (18/SW/0124) and this study adhered to the Declaration of Helsinki. All patients gave 

127 informed consent. Eighteen participants with a diagnosis of eye disease causing irreversible 

128 vision loss were recruited (Table 1) and interviewed in person or by telephone. We used a 

129 variety of recruitment methods: patients were identified by the hospital eye department or 

130 volunteered after hearing about the study from a charity, group, via social media or through 

131 existing contacts (“snowballing”). Potential participants received an introductory letter and 

132 an information sheet. In the case of telephone interviews, consent forms were sent and 

133 returned via post. Participants were encouraged to ask questions about the study and all 

134 interviews were arranged at a time and location (in the case of in-person interviews) of their 

135 choosing. We sought a maximum variation purposive sample in order to capture a wide 

136 range of experiences. Demographic data are presented in Table 1. 

137

138

139

Table 1 Patient Demographic data

Age
<39 years

40-59 years
>60 years

Frequency
3
6
9

Gender
Female
Male

9
9

Condition
Diabetic retinopathy
Ushers Syndrome Type 2
Stargardt Disease
Macular degeneration
Bilateral Central vein occlusion
Choroideremia
Retinitis pigmentosa
Degenerative myopia & glaucoma

1
2
2
2
1
1
8
1

Interview Type
In person 11
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Telephone 7

140

141 Design

142 This was an exploratory qualitative study. A narrative approach 13 and inductive methods 

143 identified accounts of how communications about diagnosis affected wellbeing and quality 

144 of life.

145 Interviews and data analysis 

146 Interviews lasted about an hour and were conducted by an experienced interviewer (AF) 

147 between July 2018 and February 2020. Interviews were conducted in person or by 

148 telephone, as preferred by the participant. Interview length generally varied between 

149 approximately 60 and 90 minutes, but was designed to be unstructured, allowing 

150 participants to describe their experiences in as much rich detail as they would like. This was 

151 the case for both in-person and telephone interviews. All participants were adults and gave 

152 informed written consent prior to the interview. The topic guide began with an open-ended 

153 section in which the participant explained their experiences of vision loss and its effects, 

154 followed by semi-structured prompts based on topic areas identified from a literature 

155 search and the clinical experience of the authors (see Supplementary File 1). All interviews 

156 were digitally recorded and transcribed verbatim from the encrypted recordings by 

157 professional transcribers and checked by the researchers. Final transcripts were uploaded to 

158 NVivo 12 (QSR International, USA) for initial coding by AF, a psychologist and experienced 

159 qualitative researcher. An iterative, deductive  approach was employed initially with close 

160 reading and line by line coding  of the interview transcripts. Nvivo was used to organise the 

161 data using the ‘node’ function and coding reports were generated and used for an initial 

162 overarching thematic analysis. A coding framework of emergent overarching themes was 

163 developed with early “nodes” such as “Coming to terms with vision loss”, “Emotional 

164 impact” and “Experience of diagnosis”. These were based on issues raised by participants on 

165 particular topics and segments of data  related to participants’ experiences being diagnosed 

166 and their interactions with clinicians. Further analysis using written methods and mind 

167 mapping led to a consolidation of four themes related to the process of their diagnosis, the 

168 impact of recieiving a diagnosis, searching for information and support and reflections on 

169 how their experiences could be improved. Themes were  independently assessed by LM to 
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170 address the risk of bias, including attending closely to contradictions and negative cases, and 

171 any discrepancies were resolved by discussion and consensus 14. The diversity of participants 

172 was also taken into account.  Pseudonyms were assigned to all participants to ensure 

173 confidentiality and anonymity. 

174 Data were securely stored on a University server and transferred using a secure service 

175 (OxFile). 

176 Patient and Public Involvement Statement: We planned for a participant debrief session 

177 which will allow for member checking of themes and recommendations that emerged from 

178 the data, and during which participants could be involved in the planning of additional 

179 research, share their thoughts on the usefulness and feasibility of a potential intervention 

180 that might be developed based on this research, and provide feedback on dissemination of 

181 this research. This was delayed due to the Covid-19 pandemic but will take place in May 

182 2022.  

183

184 RESULTS

185 Four themes related to patients’ experience of diagnosis were identified: the convoluted 

186 process of being diagnosed; the impact of clinicians’ words; the search for information and 

187 reflections on what could be improved. 

188

189

190 The convoluted process of being diagnosed

191 Almost all interviewees referenced the long, often convoluted process of being diagnosed. 

192 Many had months or years to wait for a definitive diagnosis from the first time a visual 

193 problem was identified. This was a source of frustration and anxiety for many patients. 

194 The initial identification of a sight problem was generally through a visit to an optometrist 

195 for a routine eye test, followed by referral to a hospital. This could trigger feelings of worry 

196 or panic during the gap between a problem being picked up and the final diagnosis. 

197 Participants appreciated a quick referral to the hospital eye department by the GP or 

198 optometrist; however, many described protracted delays in diagnosis and treatment. 

199 Differing opinions between professionals led to delays in some cases and an incorrect or 

200 missed diagnosis meant worsening sight loss for some. Luisa obtained a second opinion 

201 abroad before her definitive diagnosis. Deborah was initially told by the optometrist that 
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202 her vision was fine but a consultant said that she had “a sort of retinal atrophy” – in the end 

203 it took months for a definitive diagnosis. Christos went ‘completely off the rails’ when he 

204 was eventually diagnosed with Usher’s Syndrome vision loss at age 16, after a routine eye 

205 test, several months of waiting and multiple tests. Illustrative quotations are presented in 

206 box 1.

207

208 The impact of a protracted diagnosis is summarised by Jamie, a younger patient who was 

209 told he probably had one of three genetic conditions:

210 ‘You are told 'okay, something is wrong, you're going to have an appointment in 

211 fourteen weeks to have this test done, you then need to wait five months for the 

212 results of this test'… Five or six months is a long time when you're waking up every 

213 day worried, and you're not sleeping well… And it's affecting potentially relationships 

214 with other people, it's affecting your job’ (Jamie)

215

Box 1 The convoluted process of being diagnosed
Patients described their experiences when they were first diagnosed. For some it was a 
prolonged and emotional period, often being passed from one professional to another 
(e.g., if initially referred by an optician). Some patients endured long waits, multiple tests 
and sometimes no definitive diagnosis
Illustrative quotes for this theme
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‘I had a few eye tests. Nobody would ever tell me what the eye tests were related to. But, 
eventually after one set of eye tests in early 1999, I got the letter - a four line letter, 
saying that I had retinitis pigmentosa, I was below the required limit for driving, hand my 
licence in. And that was it’. (Colin)

‘The initial diagnosis was a bit of a car crash, from most of the professionals I came 
across, to be honest’. (Jamie)

‘I went to the hospital - you know, having checks and things done. And I'd said to them, 'I 
have awful pain in the back of the eye'. And they checked it all out again, and couldn't 
find any reason for it. And then I had to go back…They made another appointment with 
another department, and they checked through. More so at the back of the eye. Could 
find nothing. And then by the end of that week, it had - I'd lost the central vision’. (Clara)

‘Of course I didn't pass the test that they do to see if you could drive. And then they send 
me to the hospital, they couldn't find what it was’. (Luisa)

‘I was quite oblivious. I just thought 'oh, well that's probably just - maybe I'm just not very 
good at that particular test'. And so it was… a huge shock when they eventually told me 
what they were testing for… And obviously in the moment of diagnosis as well, that was a 
huge shock’. (Christos)

216

217 The impact of clinicians’ words

218 The words and demeanour of optometrists, ophthalmologists, nurses, and other 

219 professionals had a significant impact on patients. Professionals’ words and actions 

220 sometimes affected a patient’s ability to come to terms with their diagnosis and were often 

221 recalled years later. The tone of voice also made a difference: for example, when patients 

222 felt like they had been spoken to in a callous manner or when an optometrist or consultant 

223 appeared impatient or condescending during sight tests. Jamie recalled being treated “like a 

224 child and an idiot”when he could not complete a routine eye test. 

225

226 Participants did appreciate receiving their diagnosis in person, “not something horrible like a 

227 letter” (Christos). Patients recognised consultants were very busy, but felt it should not 

228 affect the way they spoke to patients. Although some patients could recall a consultant 

229 breaking the news of their diagnosis in a sensitive way or taking the time during a 

230 consultation to have a little chat to and tell them how well they were coping, there was a 

231 strong sense that consultants were only interested in conditions they could treat. Patients 
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232 recounted feeling ‘fobbed off’, told there was nothing to be done and they should just ‘get 

233 on with it’.  Illustrative quotations are presented in box 2. As one patient remembered:

234 “I was told in no uncertain terms by the doctors - quite callously, I thought… 'the 

235 sight's gone in that eye, cells have been damaged beyond repair', 'that's gone, forget 

236 that'. That was actually said to me.” (Betty)

237

Box 2 The impact of clinicians’ words 
Patients described the way the clinician’s words and demeanour impacted them 
emotionally, especially in terms of the way they were informed of their diagnosis. This 
could affect how they came to terms with their condition:
Illustrative quotes for this theme

‘He looked at me, sort of shook his head and he said ‘You poor, poor boy’ and… that has 
actually stayed with me my whole life… [it] really made me feel like it was something 
incredibly bad… it sort of tainted my view… of the condition’. (Lee)

‘He said to me ‘Right… there’s no point in beating about the bush… You’re blind…It was 
like being hit with a brick’. (Margaret)

‘I did feel to begin with it was very much 'yeah, there's your diagnosis - can't do anything, 
thank you’. (Deborah)

‘When I first went to the hospital, they said I had dry macular. And I went to the opticians 
and they sent me to the hospital. And because it was dry, they more or less said, 'oh, no 
treatment, nothing we can do'. And that was it. And I wasn't frightened, but I was a little 
bit worried. I thought, 'well, I've just been left on the shelf, with nothing'. (Joan) 

‘It was very brief… very clinical I suppose… they literally just told me that I had this and in 
time slowly going blind. There was no cure and they hoped I had something [new 
treatments] in probably 30 odd years’. (Dev)

238

239 The search for information

240 The lack of information at diagnosis, sometimes-confusing conversations with clinicians and 

241 long gaps between appointments drove many people to search for information on their 

242 own. Betty, an older patient, went home after her appointment and searched the internet 

243 to find out “what was actually going on”. Some participants were advised by the hospital 

244 not to research their condition on the internet - indeed, as Jamie said, “Everyone knows that 

245 if you google conditions… the news is never good”.
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246

247 However, it was very important to patients that they understood their diagnosis and most 

248 were clear that they wanted to know about their condition and prognosis, no matter how 

249 negative. It was also important to patients that they understood why particular tests were 

250 being done – one patient described being very angry because “nobody would ever tell me 

251 what the eye tests were related to” (Colin). 

252

253 Some participants mentioned worries about coming across untrustworthy information, 

254 including “dodgy websites”, “misinformation” and “scare stories” in user forums. 

255 Participants were sometimes confused about the terminology and which search terms to 

256 use in order to find helpful, trustworthy information. However, the internet could be 

257 helpful, particularly for connecting with vision-related charities and support groups. Some 

258 family members also looked for information, particularly in the case of mothers searching 

259 for information about a child’s diagnosis. The information obtained could be distressing for 

260 family members as well – when Christos’ mother discovered the severity of a diagnosis of 

261 Ushers Syndrome, she “went over the edge, and just didn't realise how severe this was 

262 going to be”. Illustrative quotations are presented in Box 3.

263

Box 3 The search for information 
Patients described the lack of information when diagnosed and their search for answers and 
explanations. Often they searched on the internet and for some this led to confusion or 
misinformation

Illustrative quotes for this theme
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‘I do think it's a really crucial part of someone's journey with this, with this condition or something 
else, I think. That first hour, when you've found out, I think that can go a long way to helping you 
in the future. It's hard, because it would be nice to have had someone say to me at the time, 
'look, it's not the same for everybody - some people will be completely blind by the time they're 
25, some people keep some vision until they're 60'. I didn't know that. All I knew was you have 
this condition, you're going to lose your vision and we can't tell you when’. (Christos)

“When I looked online for that (retinal atrophy), [I found] it's the sort of thing that dogs and cats 
get… I don't really know what that means, but it doesn't look very good.” (Deborah)

“If had been explained to me a little bit more about what it actually was. I mean, I had to come 
home and look it up on the internet, really. Find out what was actually going on.” (Betty)

“I recognise the consultant may not be able to spend all the time you’d want talking about it so 
what they should do say, you know, here is a brief explanation, take time to digest it, here’s a 
leaflet I will pass on your number to this organisation or someone within the hospital or the 
support team and they will call you to discuss with you in about a week or so…I don’t need to 
speak to a consultant or someone that’s an absolute expert in their field, sometimes you just 
need to talk to someone to explain, you know what it might be a year, it might be 50 years” (Lee)

264

265 Reflections on what could be improved

266

267 Some patients highlighted things that would have improved their experience of being 

268 diagnosed  or their attempts to come to terms with their vision loss. Christos said, “That first 

269 hour… when you've found out, I think that can go a long way to helping you in the future.”

270  Patients recognised that consultants and specialists had little time available for each 

271 patient. However, having someone else to talk to immediately after their diagnosis would 

272 have helped. Those who were referred to a hospital liaison service found this useful. 

273 Patients proposed that such a service could provide more information on the specific 

274 condition, a link to charities or helplines, support groups, counselling or therapy services. 

275 Signposting to reputable sources of information online was also essential. 

276

277 Linking up with charities or services could also help patients learn about tools to manage 

278 with reduced vision (“gadgets”) or obtain instructions on how to use canes effectively. 

279 Several patients mentioned that they would have benefitted from a referral to a helpline, 
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280 support group, or some form of therapy or counselling – as Margaret said, “proper 

281 counselling and not just being told ‘well, you’re blind’.” One patient mentioned that a joint 

282 support service for the patient and family would also help to mitigate the impact on 

283 patient’s relatives. Younger interviewees (in their 20s) suggested an app that could connect 

284 people with others who had the same condition, and with trustworthy information about 

285 the condition. 

286

Box 4 Reflections on what could be improved 
Patients explained what would have been helpful to them when first diagnosed, including 
having someone to talk to immediately after diagnosis, being signposted to services such 
as charities or helplines, or referral to counselling. 

Illustrative quotes for this theme
“Probably having someone to talk to there [at the hospital] would have been quite useful... But I 
think not being sent away and told 'that's what you've got, thank you'.” (Deborah)

“I think [they should offer] some form of therapy or counselling. For sure…I think it's insane that I 
wasn't offered that…But also the same for family of the person who's been diagnosed, too.” 
(Christos)

 “I mean, for me, it's gadgets… Like I will be so happy if they could get something that I could go, 
for shopping, and I could see everything.” (Luisa)

 “I think support groups are one of the biggest things. Helplines…But most of the time, they're 
usually funded by charities. And it's just having that funding to support these groups.” (Nathan)

“It would be nice to have somebody there that could explain a little bit to them, about what it is. 
And the prognosis. Particularly younger people… But I think they have what they call a welfare 
person up there now…Somebody like that, to just quickly give you a quarter of an hour 
explanation of what to happen, and who you could go to see.“ (Clara)

“They were talking about the fact that they have people in eye hospitals who will do exactly that, 
talk to people who have had a diagnosis or some problem with their eye. And I said to the chap 
who was telling us about this, 'have they got anybody like that in the [local eye hospital]', and he 
said 'no'. And I thought that's the one hospital… that really, really needs somebody like that.” 
(Betty)

287
288

289 DISCUSSION

290 Patients in our study described their experience of being diagnosed with eye disease, with 

291 particular reference to the words and actions of clinicians and how the process of diagnosis 

292 could be improved. Several described the shock of failing a standard eye test unexpectedly, 
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293 having never realised that there was a problem with their vision. Subsequently, most were 

294 referred elsewhere and some had experiences of initial misdiagnosis or clinicians being 

295 uncertain of the genesis of the problem. 

296

297 Patients vividly described the experience of finally receiving a diagnosis and the impact of a 

298 clinician’s words and attitude. When done kindly this was a difficult enough experience, but 

299 some participants described the clinician’s manner as “callous”. Several patients were told 

300 that nothing could be done and were frustrated that they were sent away with little 

301 information about their condition, so that they had to search for information themselves. 

302 This lack of support highlights the importance of being proactive about referring patients to 

303 low vision services and charities. Research shows that using a proactive approach from the 

304 start and enabling patients to ask for help can improve long term outcomes9.  Eye Care 

305 Liaison Officers (ECLOs) are another valuable source of support, as they can provide advice, 

306 emotional help, information and signposting to other services as well as streamlining the 

307 process to improve patient care 15 16. Participants actively reported ECLO support being 

308 helpful as a source of information in busy clinics so they were not left feeling as lost (see Box 

309 4). ECLOs are not found in all eyecare clinics in the UK despite evidence that they are 

310 effective 17.

311 Previous work on “breaking bad news” resulted in the development of the SPIKES strategy,  

312 18, which has also been used specifically for preparing students for breaking bad news in 

313 optometry (e.g., 19.  The SPIKES strategy includes, for example, providing clear information 

314 on the diagnosis, expressing empathy and validating the patient’s feelings. However, 

315 training given to students in optometry varies, and some may not learn effective methods of 

316 breaking bad news. Where participants discussed positive aspects of their experiences with 

317 clinicians, these largely aligned with best practices around breaking bad news. Participants 

318 appreciated being given their diagnosis in person, particularly when an ophthalmologist 

319 took the time to speak to them. However, they would have appreciated more information 

320 about the potential course  of the disease, including timelines and potential outcomes. The 

321 opportunity to speak to someone about living with a visual impairment and share 

322 information about their particular condition would be particularly valued, especially if this 

323 information was also available to their families. This highlights the importance of providing 

324 written disease-specific information to help patients digest the information given at the 

Page 15 of 25

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

BMJ Open

1
2
3
4
5
6
7
8
9
10
11
12
13
14
15
16
17
18
19
20
21
22
23
24
25
26
27
28
29
30
31
32
33
34
35
36
37
38
39
40
41
42
43
44
45
46
47
48
49
50
51
52
53
54
55
56
57
58
59
60

P
ro

tected
 b

y co
p

yrig
h

t, in
clu

d
in

g
 fo

r u
ses related

 to
 text an

d
 d

ata m
in

in
g

, A
I train

in
g

, an
d

 sim
ilar tech

n
o

lo
g

ies.
 . 

E
n

seig
n

em
en

t S
u

p
erieu

r (A
B

E
S

)
at A

g
en

ce B
ib

lio
g

rap
h

iq
u

e d
e l

 
o

n
 Ju

n
e 13, 2025

 
h

ttp
://b

m
jo

p
en

.b
m

j.co
m

/
D

o
w

n
lo

ad
ed

 fro
m

 
21 Ju

ly 2022. 
10.1136/b

m
jo

p
en

-2021-059970 o
n

 
B

M
J O

p
en

: first p
u

b
lish

ed
 as 

http://bmjopen.bmj.com/


For peer review only

15

325 time of the consultation. In addition, information about relevant support charities could 

326 provide the patient with an additional source of support. 

327

328 The experience of diagnosis of an eye disease or other visual impairment was similar to the 

329 experiences of patients with chronic conditions such as diabetes20-22 or cystic fibrosis,23 

330 although some aspects were specific to vision loss. Interactions with clinicians during the 

331 process of diagnosis can have a significant impact on how the diagnosis is experienced and 

332 how the patient is able to come to terms with the condition. Patients felt lost and 

333 unsupported, prompting a search for information from less reliable sources. Optometrists 

334 and support staff who conduct routine tests must be ready with a sensitive and empathetic 

335 response should test results be different to what is expected. Providing patients with 

336 information about the reason for referral would also help patients cope with an unexpected 

337 test result.  

338

339 The moment of diagnosis is emotionally charged. Clinicians’ words are impactful and 

340 patients remembered these words for years after diagnosis. The way the diagnosis is 

341 presented can also affect how a person feels about their condition. In our study, patients 

342 who felt pitied by clinicians had a negative view of their diagnosis compared with a more 

343 positive outlook from patients who were admired for the way they were coping. Clinicians 

344 carry a heavy responsibility when diagnosing patients and could improve patients’ 

345 experiences by exploring positive elements of a negative diagnosis 24.

346 Patients also felt that clinicians appeared uninterested in conditions for which treatments 

347 were not available. However, even then, patients wanted information about their prognosis 

348 and ideally follow-up appointments to see how their condition was progressing. They would 

349 have liked to have been referred to someone who understood, could explain their condition 

350 and provide them with trustworthy sources of information, such as an ECLO. Practical help 

351 and information, such as training with a cane or information about tools and gadgets that 
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352 could mitigate some of the difficulties of vision loss, would also have been valued. Many 

353 also mentioned they would have liked to have been referred for counselling to help them 

354 come to terms with their diagnosis.

355

356 A person-centred approach to diagnosis and aftercare by professionals would improve 

357 patients’ experience of diagnosis and vision loss. A patient needs to be acknowledged as a 

358 person with their own narrative, illness account and symptoms as ‘it captures the person’s 

359 suffering in the context of their everyday lifeworld, in contrast to medical narratives that 

360 reflect the process of diagnosing and treating the disease’ 25 p 408. Fostering a partnership 

361 with patients, where they have opportunities to ask questions, learn about their condition 

362 and set goals for themselves can enable patients to become well informed and develop a 

363 practical understanding that increases their confidence and independence 26. Traditional 

364 practices, attitudes and healthcare structures can work to the detriment of patients’ 

365 wellbeing and sense of self.27 

366

367 Strengths and limitations of the study

368

369 Our study included in-depth interviews with participants who varied in age and time since 

370 diagnosis. Very little other work has looked specifically at the impact of the way in which a 

371 diagnosis of eye disease is delivered to patients.  Limitations included poor representation 

372 of participants from ethnic minorities and the fact that participants were asked to recall 

373 their experiences of diagnosis, which might have occurred some time ago. Some of these 

374 recollections may include practices that have improved over time, and we have relied on 

375 participants’ recollection of events. It can be difficult to cover all details of diagnosis, 

376 treatment and prognosis in one visit, and patients may also not retain all of the information 

377 provided by the clinician. The time between diagnosis and recall was different for each 
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378 participant, which may have affected the accuracy of the memory – however, the lasting 

379 emotional imprint of the interaction has been retained.

380

381 A strength of this study is the inclusion of a multidisciplinary team. The researcher who 

382 undertook the data collection and initial analysis was not a clinician and was therefore able 

383 to listen to participants in a more open way, unbiased by previous experiences with patients 

384 with eye disease. However, a clinical member of the team was then able to understand the 

385 resulting themes from the perspective of a clinician involved in diagnosis. 

386

387 Education for professionals regarding empathic communication can still be improved. The 

388 time of diagnosis is a vital part of the patient journey. It involves providing information, 

389 giving hope, and signposting to appropriate support services. The provision of help and 

390 information immediately after giving a diagnosis, for example from an ECLO, would be 

391 greatly appreciated by patients. 

392

393 In conclusion, there are a number of valuable lessons here for eye care practitioners. The 

394 manner in which bad news is delivered can have a lasting impact on patients. Patients want 

395 to be treated with empathy and respect at the time of diagnosis with timely, trustworthy 

396 information about their condition and prognosis and signposting to additional support 

397 systems available for them and their family. Future longitudinal research should explore the 

398 long-term impact for patients  who receive a diagnosis leading to vision loss , particularly in 

399 reference to the type of information provided  and the demeanour of the  clinician at the 

400 time. Future work could also examine how secondary support structures, such as low vision 

401 clinics and the charity sector,  could overcome some of the difficulties that arise from a 

402 difficult experience of being diagnosed.
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APPENDIX A:  QUALITATIVE TOPIC GUIDE 

 

Introduction 

  

Thank you for agreeing to take part in this study. We are interested in peoples’ 
experiences of vision loss. We want to find out about peoples’ thoughts on areas where 
extra help or support would be particularly useful once they have been diagnosed, 
particularly in terms of coping with the diagnosis and with sight loss. This might help us 
provide better support in the future. Interviews usually take up an hour but you can take 
as long you would like to explain your views.  
 
 We will record our conversation, but the recording will only be heard by members of 
the research team and the transcribing team, and all data will be confidential and 
securely stored. When we report our findings, any quotes that we might use will be 
carefully edited so that no statement could be directly attributed to you. This study is for 
the purposes of research only. 
 

Do you have any questions? 
 

Questions: 

1. Tell me about your experience of vision loss. You can take as long as you like.  
 

2. Tell me about your experience of diagnosis. What was your diagnosis? When did you 
receive this? How did this make you feel? Tell me about how you responded to 
finding out your diagnosis.  
 

3. How has your diagnosis affected your life? Has it lead to any changes in your life? 
Has the effect of your diagnosis been what you expected? Have there been some 
changes or effects that you didn’t expect? Has it affected your mental or 
psychological health? 

 

4. How would you describe your strategies for coping with the impact of vision loss? Do 
you have any things you do that help you cope with the psychological effects? 
 

5.  What support systems do you have (family, friends, groups, hobbies). Have you had 
any outside help? (charities, GP, online support, helplines). If so, what effect did this 
have? 
 

6. Have you had any help with coping or coming to terms with your diagnosis? This 
could include helplines, online support, or help from vision loss or other charities. 
What effect did this help have on your life? 
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7. What factors do you think interfere with managing your life after the diagnosis? 
(thoughts/behaviours/practical things) 
 

8. Ideally, what help should be provided for people with the same diagnosis as you? 
 

9. Do you think online help/support would be useful? What form would this ideally take? 
 

a. Also check: Do you have a computer or smartphone that can access the 
internet?  

b. How do you use the internet at the moment? 
c. What would need to be in place to make an internet-based therapy course 

usable for you? 
 

10. Is there anything else you’d like to tell me? 
 

 

Thank you very much for taking part in this interview.  
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Standards for Reporting Qualitative Research (SRQR)*
http://www.equator-network.org/reporting-guidelines/srqr/

Line no(s).
Title and abstract

Title - Concise description of the nature and topic of the study Identifying the 
study as qualitative or indicating the approach (e.g., ethnography, grounded 
theory) or data collection methods (e.g., interview, focus group) is recommended  5

Abstract  - Summary of key elements of the study using the abstract format of the 
intended publication; typically includes background, purpose, methods, results, 
and conclusions  From line 44

Introduction

Problem formulation - Description and significance of the problem/phenomenon 
studied; review of relevant theory and empirical work; problem statement  From line 108
Purpose or research question - Purpose of the study and specific objectives or 
questions  From line 137

Methods

Qualitative approach and research paradigm - Qualitative approach (e.g., 
ethnography, grounded theory, case study, phenomenology, narrative research) 
and guiding theory if appropriate; identifying the research paradigm (e.g., 
postpositivist, constructivist/ interpretivist) is also recommended; rationale**  From line 188

Researcher characteristics and reflexivity - Researchers’ characteristics that may 
influence the research, including personal attributes, qualifications/experience, 
relationship with participants, assumptions, and/or presuppositions; potential or 
actual interaction between researchers’ characteristics and the research 
questions, approach, methods, results, and/or transferability

Line 189, 256, 
and 493-497

Context - Setting/site and salient contextual factors; rationale**  From line 177

Sampling strategy - How and why research participants, documents, or events 
were selected; criteria for deciding when no further sampling was necessary (e.g., 
sampling saturation); rationale**  From line 152

Ethical issues pertaining to human subjects - Documentation of approval by an 
appropriate ethics review board and participant consent, or explanation for lack 
thereof; other confidentiality and data security issues  150-151

Data collection methods - Types of data collected; details of data collection 
procedures including (as appropriate) start and stop dates of data collection and 
analysis, iterative process, triangulation of sources/methods, and modification of 
procedures in response to evolving study findings; rationale**  177-187
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2

Data collection instruments and technologies - Description of instruments (e.g., 
interview guides, questionnaires) and devices (e.g., audio recorders) used for data 
collection; if/how the instrument(s) changed over the course of the study 183-188

Units of study - Number and relevant characteristics of participants, documents, 
or events included in the study; level of participation (could be reported in results)  Table 1

Data processing - Methods for processing data prior to and during analysis, 
including transcription, data entry, data management and security, verification of 
data integrity, data coding, and anonymization/de-identification of excerpts  259-260

Data analysis - Process by which inferences, themes, etc., were identified and 
developed, including the researchers involved in data analysis; usually references a 
specific paradigm or approach; rationale**  189-258

Techniques to enhance trustworthiness - Techniques to enhance trustworthiness 
and credibility of data analysis (e.g., member checking, audit trail, triangulation); 
rationale**  254-258

Results/findings

Synthesis and interpretation - Main findings (e.g., interpretations, inferences, and 
themes); might include development of a theory or model, or integration with 
prior research or theory  411-473
Links to empirical data - Evidence (e.g., quotes, field notes, text excerpts, 
photographs) to substantiate analytic findings  Boxes 1-4

Discussion

Integration with prior work, implications, transferability, and contribution(s) to 
the field - Short summary of main findings; explanation of how findings and 
conclusions connect to, support, elaborate on, or challenge conclusions of earlier 
scholarship; discussion of scope of application/generalizability; identification of 
unique contribution(s) to scholarship in a discipline or field  387-410
Limitations - Trustworthiness and limitations of findings  From 475

Other
Conflicts of interest - Potential sources of influence or perceived influence on 
study conduct and conclusions; how these were managed  560
Funding - Sources of funding and other support; role of funders in data collection, 
interpretation, and reporting  548-553

*The authors created the SRQR by searching the literature to identify guidelines, reporting 
standards, and critical appraisal criteria for qualitative research; reviewing the reference 
lists of retrieved sources; and contacting experts to gain feedback. The SRQR aims to 
improve the transparency of all aspects of qualitative research by providing clear standards 
for reporting qualitative research.
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**The rationale should briefly discuss the justification for choosing that theory, approach, 
method, or technique rather than other options available, the assumptions and limitations 
implicit in those choices, and how those choices influence study conclusions and 
transferability. As appropriate, the rationale for several items might be discussed together.

Reference:  
O'Brien BC, Harris IB, Beckman TJ, Reed DA, Cook DA. Standards for reporting qualitative 
research: a synthesis of recommendations. Academic Medicine, Vol. 89, No. 9 / Sept 2014
DOI: 10.1097/ACM.0000000000000388
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43 Structured Abstract 

44 Objectives: To explore patients’ experiences of getting a diagnosis of eye disease, the 

45 psychological impact of this and how this could be improved. 

46 Design: An exploratory qualitative interview study using a narrative approach and inductive 

47 methods. 

48 Setting:  This study was conducted with patients who had attended ophthalmic 

49 appointments in primary and  secondary care and in opticians located in the South of 

50 England. 

51 Participants: 18 people diagnosed with eye disease in England.

52 Results: Four themes were identified: the convoluted process of being diagnosed; the impact 

53 of clinicians’ words; the search for information and reflections on what could be improved. 

54 The prolonged wait for a definitive diagnosis was a source of frustration and anxiety for 

55 many patients. Professionals’ words and tone when delivering a diagnosis sometimes 

56 affected a patient’s view of their diagnosis and their later ability to come to terms with it. 

57 Patients were desperate for information, but many felt they were not provided with 

58 sufficient information at the time of diagnosis and did not know whether to trust 

59 information found online. Participants felt the provision of a hospital liaison service and/or 

60 counselling could mitigate the impact on patients and families. 

61 Conclusions: Interactions with clinicians can have a lasting impact on how a diagnosis is 

62 experienced and how well the patient is able to come to terms with their visual impairment. 

63 Receiving little or no information left patients feeling lost and unsupported. This led them to 

64 search for information from less reliable sources. Clinicians should consider how they 

65 communicate a diagnosis to patients, how and when they offer information about diagnosis 

66 and prognosis and where possible signpost patients to additional support systems and 

67 counselling services as early as possible.

68

69

70

71

72

73

74 Strengths and limitations of the study
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75  Our study included in-depth interviews with participants who varied in age and time 

76 since diagnosis

77  Very little other work has looked specifically at the impact of the way in which a 

78 diagnosis of eye disease is delivered to patients.

79  Limitations included poor representation of participants from ethnic minorities 

80  Participants were asked to recall their experiences of diagnosis which might have 

81 occurred some time ago, and they may not retain all the information that they were 

82 told at the time of diagnosis. As well, some of these recollections may include 

83 practices that have improved over time. 

84

85
86
87
88
89
90
91
92

93 INTRODUCTION

94 The process of being diagnosed with eye disease leading to vision loss has a significant 

95 psychological impact, impairing mental health [1, 2], well-being [3, 4] and quality of life [5]. 

96 However, little research has focussed on the detailed experiences of patients during the 

97 process of diagnosis. In particular, the way the diagnosis is delivered by clinicians can impact 

98 a patient’s perception of their disease and their ability to develop coping mechanisms and 

99 come to terms with their vision loss [6]. 

100

101 Receiving a diagnosis of a long-term illness is a profound event in peoples’ lives [7], often 

102 leading to reactions such as shock and devastation [8]. Being given a diagnosis of vision loss, 

103 in particular, is experienced as a “traumatic event” [9] as sight is considered by many people 

104 to be their most valued sense, which they most dread losing [10].

105

106 However, the shock and upset of being given a diagnosis of eye disease leading to vision loss 

107 could be mitigated by a sensitive response from the diagnosing clinician. Long-term 

108 adjustment to disability is more effective when the news is given in a positive, empathetic 
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109 way and includes adequate amounts of information about the condition [11, 12]. It is 

110 therefore important to understand how the clinician’s words and actions are understood by 

111 the patient, the way these interactions are remembered and recounted by the patient later, 

112 and the suggestions made by patients as to how the experience of diagnosis could be 

113 improved. 

114

115 Our work focusses on the acute impact on patients at the time of diagnosis, including the 

116 sometime-convoluted pathway to receiving a diagnosis. By the time the diagnosis is 

117 received, patients may have undergone many months of stress, uncertainty, testing, and 

118 worry depending on the condition. Some rare and non-urgent conditions can require 

119 meetings with several professionals and many months of waiting before patients are seen 

120 by the right people and have all the investigations completed.Our aims were to explore 

121 patients’ experiences of being diagnosed by optometrists and ophthalmology consultants, 

122 understand how the psychological impact of a diagnosis of vision loss could be mitigated, 

123 and identify patient preferences for help and support. These professionals are particularly 

124 important as they are frequently involved in diagnosing vision loss and informing patients 

125 that this loss is irreversible.

126

127 MATERIALS AND METHODS 

128 Sample and recruitment 

129 Health Regulatory Authority (HRA) Ethics Committee approval was obtained
130 (18/SW/0124) and this study adhered to the Declaration of Helsinki. All patients gave 

131 informed consent. Eighteen participants with a diagnosis of eye disease causing irreversible 

132 vision loss were recruited (Table 1) and interviewed in person or by telephone. We used a 

133 variety of recruitment methods: patients were identified by the hospital eye department or 

134 volunteered after hearing about the study from a charity, group, via social media or through 

135 existing contacts (“snowballing”). Due to these methods of recruitment, participants had 

136 attended various hospitals and care settings in England. Potential participants received an 

137 introductory letter and an information sheet. In the case of telephone interviews, consent 

138 forms were sent and returned via post. Participants were encouraged to ask questions 

139 about the study and all interviews were arranged at a time and location (in the case of in-
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140 person interviews) of their choosing. We sought a maximum variation purposive sample in 

141 order to capture a wide range of experiences. Demographic data are presented in Table 1. 

142

143

144

Table 1 Patient Demographic data

Age
<39 years

40-59 years
>60 years

Frequency
3
6
9

Gender
Female
Male

9
9

Condition
Diabetic retinopathy
Ushers Syndrome Type 2
Stargardt Disease
Macular degeneration
Bilateral Central vein occlusion
Choroideremia
Retinitis pigmentosa
Degenerative myopia & glaucoma

1
2
2
2
1
1
8
1

Interview Type
In person
Telephone

11
7

145

146 Design

147 This was an exploratory qualitative study. A narrative approach [13] and inductive methods 

148 elicited in-depth  experiences of participants when diagnosed with eye disease, the 

149 psychological impact of this and how this process could be improved. Data were collected 

150 through semi-structured interviews. NVivo-12 software (QSR International Ltd) was used to 

151 inductively analyse and code data to identify themes related to participants’ experience of 

152 being diagnosed and their interaction with clinicians. 

153

154 Interviews and data analysis 
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155 Interviews lasted about an hour and were conducted by an experienced interviewer (AF) 

156 between July 2018 and February 2020. Interviews were conducted in person or by 

157 telephone, as preferred by the participant. Interview length generally varied between 

158 approximately 60 and 90 minutes, and was designed to be unstructured, allowing 

159 participants to describe their experiences in as much rich detail as they would like. This was 

160 the case for both in-person and telephone interviews. All participants were adults and gave 

161 informed written consent prior to the interview. The topic guide began with an open-ended 

162 section.  This allowed participants to describe their experience of vision loss and its effects. 

163 This was followed by semi-structured prompts based on topic areas identified from a 

164 literature search and the clinical experience of the authors (see Supplementary File 1). All 

165 interviews were digitally recorded and transcribed verbatim from the encrypted recordings 

166 by professional transcribers and checked by the researchers. Final transcripts were 

167 uploaded to NVivo 12 (QSR International, USA) for initial coding by AF, a psychologist and 

168 experienced qualitative researcher. An iterative, deductive  approach was employed initially 

169 with close reading and line by line coding  of the interview transcripts. Nvivo was used to 

170 organise the data using the ‘node’ function and coding reports were generated and used for 

171 an initial overarching thematic analysis. A coding framework of emergent overarching 

172 themes was developed with early “nodes” such as “Coming to terms with vision loss”, 

173 “Emotional impact” and “Experience of diagnosis”. These were based on issues raised by 

174 participants on particular topics and segments of data  related to participants’ experiences 

175 being diagnosed and their interactions with clinicians. Further analysis using written 

176 methods and mind mapping led to a consolidation of four themes related to the process of 

177 their diagnosis, the impact of recieiving a diagnosis, searching for information and support 

178 and reflections on how their experiences could be improved. Themes were  independently 

179 assessed by LM to address the risk of bias, including attending closely to contradictions and 

180 negative cases, and any discrepancies were resolved by discussion and consensus [14]. The 

181 diversity of participants was also taken into account.  Pseudonyms were assigned to all 

182 participants to ensure confidentiality and anonymity. 

183 Data were securely stored on a University server and transferred using a secure service 

184 (OxFile). 

185 Patient and Public Involvement Statement: We undertook a participant debrief session in 

186 May 2022 which allowed for member checking of themes and recommendations that 

Page 7 of 24

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

BMJ Open

1
2
3
4
5
6
7
8
9
10
11
12
13
14
15
16
17
18
19
20
21
22
23
24
25
26
27
28
29
30
31
32
33
34
35
36
37
38
39
40
41
42
43
44
45
46
47
48
49
50
51
52
53
54
55
56
57
58
59
60

P
ro

tected
 b

y co
p

yrig
h

t, in
clu

d
in

g
 fo

r u
ses related

 to
 text an

d
 d

ata m
in

in
g

, A
I train

in
g

, an
d

 sim
ilar tech

n
o

lo
g

ies.
 . 

E
n

seig
n

em
en

t S
u

p
erieu

r (A
B

E
S

)
at A

g
en

ce B
ib

lio
g

rap
h

iq
u

e d
e l

 
o

n
 Ju

n
e 13, 2025

 
h

ttp
://b

m
jo

p
en

.b
m

j.co
m

/
D

o
w

n
lo

ad
ed

 fro
m

 
21 Ju

ly 2022. 
10.1136/b

m
jo

p
en

-2021-059970 o
n

 
B

M
J O

p
en

: first p
u

b
lish

ed
 as 

http://bmjopen.bmj.com/


For peer review only

7

187 emerged from the data. Participants were involved in the planning of additional research, 

188 shared their thoughts on the usefulness and feasibility of a potential intervention that might 

189 be developed based on this research, and provided feedback on dissemination of this 

190 research. 

191

192

193 RESULTS

194 Four themes related to patients’ experience of diagnosis were identified: the convoluted 

195 process of being diagnosed; the impact of clinicians’ words; the search for information and 

196 reflections on what could be improved. 

197

198

199 The convoluted process of being diagnosed

200 Almost all interviewees referenced the long, often convoluted process of being diagnosed. 

201 Many had months or years to wait for a definitive diagnosis from the first time a visual 

202 problem was identified. This was a source of frustration and anxiety for many patients. 

203 The initial identification of a sight problem was generally through a visit to an optometrist 

204 for a routine eye test, followed by referral to a hospital. This could trigger feelings of worry 

205 or panic during the gap between a problem being picked up and the final diagnosis. 

206 Participants appreciated a quick referral to the hospital eye department by the GP or 

207 optometrist; however, many described protracted delays in diagnosis and treatment. 

208 Differing opinions between professionals led to delays in some cases and an incorrect or 

209 missed diagnosis meant worsening sight loss for some. Luisa obtained a second opinion 

210 abroad before her definitive diagnosis. Deborah was initially told by the optometrist that 

211 her vision was fine but a consultant said that she had ‘a sort of retinal atrophy’ – in the end 

212 it took months for a definitive diagnosis. Christos went ‘completely off the rails’ when he 

213 was eventually diagnosed with Usher’s Syndrome vision loss at age 16, after a routine eye 

214 test, several months of waiting and multiple tests. Illustrative quotations are presented in 

215 Box 1.

216

217 The impact of a protracted diagnosis is summarised by Jamie, a younger patient who was 

218 told he probably had one of three genetic conditions:
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219 ‘You are told “okay, something is wrong, you're going to have an appointment in 

220 fourteen weeks to have this test done, you then need to wait five months for the 

221 results of this test”… Five or six months is a long time when you're waking up every 

222 day worried, and you're not sleeping well… And it's affecting potentially relationships 

223 with other people, it's affecting your job’ (Jamie)

224

Box 1 The convoluted process of being diagnosed
Patients described their experiences when they were first diagnosed. For some it was a 
prolonged and emotional period, often being passed from one professional to another 
(e.g., if initially referred by an optician). Some patients endured long waits, multiple tests 
and sometimes no definitive diagnosis
Illustrative quotes for this theme

‘I had a few eye tests. Nobody would ever tell me what the eye tests were related to. But, 
eventually after one set of eye tests in early 1999, I got the letter - a four line letter, 
saying that I had retinitis pigmentosa, I was below the required limit for driving, hand my 
licence in. And that was it’. (Colin)

‘The initial diagnosis was a bit of a car crash, from most of the professionals I came 
across, to be honest’. (Jamie)

‘I went to the hospital - you know, having checks and things done. And I'd said to them, “I 
have awful pain in the back of the eye”. And they checked it all out again, and couldn't 
find any reason for it. And then I had to go back…They made another appointment with 
another department, and they checked through. More so at the back of the eye. Could 
find nothing. And then by the end of that week, it had - I'd lost the central vision’. (Clara)

‘Of course I didn't pass the test that they do to see if you could drive. And then they send 
me to the hospital, they couldn't find what it was’. (Luisa)

‘I was quite oblivious. I just thought “oh, well that's probably just - maybe I'm just not 
very good at that particular test”. And so it was… a huge shock when they eventually told 
me what they were testing for… And obviously in the moment of diagnosis as well, that 
was a huge shock’. (Christos)

225

226 The impact of clinicians’ words

227 The words and demeanour of optometrists, ophthalmologists, nurses, and other 

228 professionals had a significant impact on patients. Professionals’ words and actions 

229 sometimes affected a patient’s ability to come to terms with their diagnosis and were often 

230 recalled years later. The tone of voice also made a difference: for example, when patients 
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231 felt like they had been spoken to in a callous manner or when an optometrist or consultant 

232 appeared impatient or condescending during sight tests. Jamie recalled being treated ‘like a 

233 child and an idiot’ when he could not complete a routine eye test. 

234

235 Participants did appreciate receiving their diagnosis in person, ‘not something horrible like a 

236 letter’ (Christos). Patients recognised consultants were very busy, but felt it should not 

237 affect the way they spoke to patients. Although some patients could recall a consultant 

238 breaking the news of their diagnosis in a sensitive way or taking the time during a 

239 consultation to have a little chat to and tell them how well they were coping, there was a 

240 strong sense that consultants were only interested in conditions they could treat. Patients 

241 recounted feeling ‘fobbed off’, told there was nothing to be done and they should just ‘get 

242 on with it’.  Illustrative quotations are presented in Box 2. As one patient remembered:

243 ‘I was told in no uncertain terms by the doctors - quite callously, I thought… “the 

244 sight's gone in that eye, cells have been damaged beyond repair”, “that's gone, 

245 forget that”. That was actually said to me.’ (Betty)

246

Box 2 The impact of clinicians’ words 
Patients described the way the clinician’s words and demeanour impacted them 
emotionally, especially in terms of the way they were informed of their diagnosis. This 
could affect how they came to terms with their condition:
Illustrative quotes for this theme
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‘He looked at me, sort of shook his head and he said ‘You poor, poor boy’ and… that has 
actually stayed with me my whole life… [it] really made me feel like it was something 
incredibly bad… it sort of tainted my view… of the condition’. (Lee)

‘He said to me “Right… there’s no point in beating about the bush… You’re blind”…It was 
like being hit with a brick’. (Margaret)

‘I did feel to begin with it was very much “yeah, there's your diagnosis - can't do anything, 
thank you”. (Deborah)

‘When I first went to the hospital, they said I had dry macular. And I went to the opticians 
and they sent me to the hospital. And because it was dry, they more or less said, “oh, no 
treatment, nothing we can do”. And that was it. And I wasn't frightened, but I was a little 
bit worried. I thought, “well, I've just been left on the shelf, with nothing”’. (Joan) 

‘It was very brief… very clinical I suppose… they literally just told me that I had this and in 
time slowly going blind. There was no cure and they hoped I had something [new 
treatments] in probably 30 odd years’. (Dev)

247

248 The search for information

249 The lack of information at diagnosis, sometimes-confusing conversations with clinicians and 

250 long gaps between appointments drove many people to search for information on their 

251 own. Betty, an older patient, went home after her appointment and searched the internet 

252 to find out ‘what was actually going on’. Some participants were advised by the hospital not 

253 to research their condition on the internet - indeed, as Jamie said, ‘Everyone knows that if 

254 you Google conditions… the news is never good’.

255

256 However, it was very important to patients that they understood their diagnosis and most 

257 were clear that they wanted to know about their condition and prognosis, no matter how 

258 negative. It was also important to patients that they understood why particular tests were 

259 being done – one patient described being very angry because ‘nobody would ever tell me 

260 what the eye tests were related to’ (Colin). 

261

262 Some participants mentioned worries about coming across untrustworthy information, 

263 including ‘dodgy websites’, ‘misinformation’ and ‘scare stories’ in user forums. Participants 

264 were sometimes confused about the terminology and which search terms to use in order to 
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265 find helpful, trustworthy information. However, the internet could be helpful, particularly 

266 for connecting with vision-related charities and support groups. Some family members also 

267 looked for information, particularly in the case of mothers searching for information about a 

268 child’s diagnosis. The information obtained could be distressing for family members as well 

269 – when Christos’ mother discovered the severity of a diagnosis of Ushers Syndrome, she 

270 ‘went over the edge, and just didn't realise how severe this was going to be’. Illustrative 

271 quotations are presented in Box 3.

272

Box 3 The search for information 
Patients described the lack of information when diagnosed and their search for answers and 
explanations. Often they searched on the internet and for some this led to confusion or 
misinformation

Illustrative quotes for this theme

‘I do think it's a really crucial part of someone's journey with this, with this condition or something 
else, I think. That first hour, when you've found out, I think that can go a long way to helping you 
in the future. It's hard, because it would be nice to have had someone say to me at the time, 
“look, it's not the same for everybody - some people will be completely blind by the time they're 
25, some people keep some vision until they're 60”. I didn't know that. All I knew was you have 
this condition, you're going to lose your vision and we can't tell you when’. (Christos)

‘When I looked online for that (retinal atrophy), [I found] it's the sort of thing that dogs and cats 
get… I don't really know what that means, but it doesn't look very good.’ (Deborah)

‘If had been explained to me a little bit more about what it actually was. I mean, I had to come 
home and look it up on the internet, really. Find out what was actually going on.’ (Betty)

‘I recognise the consultant may not be able to spend all the time you’d want talking about it so 
what they should do say, you know, here is a brief explanation, take time to digest it, here’s a 
leaflet I will pass on your number to this organisation or someone within the hospital or the 
support team and they will call you to discuss with you in about a week or so…I don’t need to 
speak to a consultant or someone that’s an absolute expert in their field, sometimes you just 
need to talk to someone to explain, you know what it might be a year, it might be 50 years’ (Lee)

273

274 Reflections on what could be improved

275
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276 Some patients highlighted things that would have improved their experience of being 

277 diagnosed  or their attempts to come to terms with their vision loss. Christos said, ‘That first 

278 hour… when you've found out, I think that can go a long way to helping you in the future.’

279  Patients recognised that consultants and specialists had little time available for each 

280 patient. However, having someone else to talk to immediately after their diagnosis would 

281 have helped. Those who were referred to a hospital liaison service found this useful. 

282 Patients proposed that such a service could provide more information on the specific 

283 condition, a link to charities or helplines, support groups, counselling or therapy services. 

284 Signposting to reputable sources of information online was also essential. 

285

286 Linking up with charities or services could also help patients learn about tools to manage 

287 with reduced vision (‘gadgets’) or obtain instructions on how to use canes effectively. 

288 Several patients mentioned that they would have benefitted from a referral to a helpline, 

289 support group, or some form of therapy or counselling – as Margaret said, ‘proper 

290 counselling and not just being told “well, you’re blind”.’ One patient mentioned that a joint 

291 support service for the patient and family would also help to mitigate the impact on 

292 patient’s relatives. Younger interviewees (in their 20s) suggested an app that could connect 

293 people with others who had the same condition, and with trustworthy information about 

294 the condition. 

295

Box 4 Reflections on what could be improved 
Patients explained what would have been helpful to them when first diagnosed, including 
having someone to talk to immediately after diagnosis, being signposted to services such 
as charities or helplines, or referral to counselling. 

Illustrative quotes for this theme
‘Probably having someone to talk to there [at the hospital] would have been quite useful... But I 
think not being sent away and told “that's what you've got, thank you”.’ (Deborah)

‘I think [they should offer] some form of therapy or counselling. For sure…I think it's insane that I 
wasn't offered that…But also the same for family of the person who's been diagnosed, too.’ 
(Christos)

 ‘I mean, for me, it's gadgets… Like I will be so happy if they could get something that I could go, 
for shopping, and I could see everything.’ (Luisa)
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 ‘I think support groups are one of the biggest things. Helplines…But most of the time, they're 
usually funded by charities. And it's just having that funding to support these groups.’ (Nathan)

‘It would be nice to have somebody there that could explain a little bit to them, about what it is. 
And the prognosis. Particularly younger people… But I think they have what they call a welfare 
person up there now…Somebody like that, to just quickly give you a quarter of an hour 
explanation of what to happen, and who you could go to see.’ (Clara)

‘They were talking about the fact that they have people in eye hospitals who will do exactly that, 
talk to people who have had a diagnosis or some problem with their eye. And I said to the chap 
who was telling us about this, “have they got anybody like that in the [local eye hospital]”, and he 
said “no”. And I thought that's the one hospital… that really, really needs somebody like that.’ 
(Betty)

296
297

298 DISCUSSION

299 Patients in our study described their experience of being diagnosed with eye disease, with 

300 particular reference to the words and actions of clinicians and how the process of diagnosis 

301 could be improved. Several described the shock of failing a standard eye test unexpectedly, 

302 having never realised that there was a problem with their vision. Subsequently, most were 

303 referred elsewhere and some had experiences of initial misdiagnosis or clinicians being 

304 uncertain of the genesis of the problem. 

305

306 Patients vividly described the experience of finally receiving a diagnosis and the impact of a 

307 clinician’s words and attitude. When done kindly this was a difficult enough experience, but 

308 some participants described the clinician’s manner as “callous”, which they found to be 

309 upsetting. Several patients were told that nothing could be done and were frustrated that 

310 they were sent away with little information about their condition, so that they had to search 

311 for information themselves. This lack of support highlights the importance of being 

312 proactive about referring patients to low vision services and charities. Research shows that 

313 using a proactive approach from the start and enabling patients to ask for help can improve 

314 long term outcomes[9].  Eye Care Liaison Officers (ECLOs) are another valuable source of 

315 support, as they can provide advice, emotional help, information and signposting to other 

316 services as well as streamlining the process to improve patient care [15, 16]. Participants 

317 reported ECLO support being helpful as a source of information in busy clinics so they were 

318 not left feeling as lost (see Box 4). ECLOs are not found in all eyecare clinics in the UK 

319 despite evidence that they are effective [17].
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320

321 Previous work on ‘breaking bad news’ resulted in the development of the SPIKES strategy,  

322 [18], which has also been used specifically for preparing students for breaking bad news in 

323 optometry (e.g., [19].  The SPIKES strategy includes, for example, providing clear 

324 information on the diagnosis, expressing empathy and validating the patient’s feelings. 

325 However, training given to students in optometry varies, and some may not learn effective 

326 methods of breaking bad news. This lack of training can have a negative effect on the 

327 experience of patients.   Where participants discussed positive aspects of their experiences 

328 with clinicians, these largely aligned with best practices around breaking bad news. 

329 Participants appreciated being given their diagnosis in person, particularly when an 

330 ophthalmologist took the time to speak to them. However, they would have appreciated 

331 more information about the potential course  of the disease, including timelines and 

332 potential outcomes. The opportunity to speak to someone about living with a visual 

333 impairment and share information about their particular condition would be particularly 

334 valued, especially if this information was also available to their families. Further information 

335 could be provided by a liaison officer or a representative from a charity..  This highlights the 

336 importance of providing written disease-specific information to help patients digest the 

337 information given at the time of the consultation. In addition, information about relevant 

338 support charities could provide the patient with an additional source of support. 

339

340 The experience of diagnosis of an eye disease or other visual impairment in the participants 

341 we spoke to was similar to the experiences described in the literature of patients with 

342 chronic conditions such as diabetes[20-22] or cystic fibrosis.[23] We found that interactions 

343 with clinicians during the process of diagnosis could have a significant impact on how the 

344 diagnosis was experienced and how the patient was able to come to terms with the 

345 condition. Patients felt lost and unsupported, prompting a search for information from less 

346 reliable sources. Optometrists and support staff who conduct routine tests must be ready 

347 with a sensitive and empathetic response should test results be different to what is 

348 expected. Providing patients with information about the reason for referral would also help 

349 patients cope with an unexpected test result.  

350
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351 The moment of diagnosis is emotionally charged. Clinicians’ words are impactful and 

352 patients in our study remembered these words for years after diagnosis. The way the 

353 diagnosis is presented could also affect how a person felt about their condition. In our 

354 study, patients who felt pitied by clinicians had a negative view of their diagnosis compared 

355 with a more positive outlook from patients who were admired for the way they were 

356 coping. Clinicians carry a heavy responsibility when diagnosing patients and could improve 

357 patients’ experiences by exploring positive elements of a negative diagnosis [24].

358

359 Patients also felt that clinicians appeared uninterested in conditions for which treatments 

360 were not available. However, even then, patients wanted information about their prognosis 

361 and ideally follow-up appointments to see how their condition was progressing. They would 

362 have liked to have been referred to someone who understood, could explain their condition 

363 and provide them with trustworthy sources of information, such as an ECLO. Practical help 

364 and information, such as training with a cane or information about tools and gadgets that 

365 could mitigate some of the difficulties of vision loss, would also have been valued. Many 

366 also mentioned they would have liked to have been referred for counselling to help them 

367 come to terms with their diagnosis.

368

369 A person-centred approach to diagnosis and aftercare by professionals would improve 

370 patients’ experience of diagnosis and vision loss. A patient needs to be acknowledged as a 

371 person with their own narrative, illness account and symptoms as ‘it captures the person’s 

372 suffering in the context of their everyday lifeworld, in contrast to medical narratives that 

373 reflect the process of diagnosing and treating the disease’ [25] p 408. Fostering a 

374 partnership with patients, where they have opportunities to ask questions, learn about their 

375 condition and set goals for themselves can enable patients to become well informed and 

376 develop a practical understanding that increases their confidence and independence [26]. 

377 Traditional practices, attitudes and healthcare structures can work to the detriment of 

378 patients’ wellbeing and sense of self.[27] 

379

380 Strengths and limitations of the study

381
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382 Our study included in-depth interviews with participants who varied in age and time since 

383 diagnosis. Very little other work has looked specifically at the impact of the way in which a 

384 diagnosis of eye disease is delivered to patients.  Limitations included poor representation 

385 of participants from ethnic minorities and the fact that participants were asked to recall 

386 their experiences of diagnosis, which might have occurred some time ago. Some of these 

387 recollections may include practices that have improved over time, and we have relied on 

388 participants’ recollection of events. It can be difficult to cover all details of diagnosis, 

389 treatment and prognosis in one visit, and patients may also not retain all of the information 

390 provided by the clinician. The time between diagnosis and recall was different for each 

391 participant, which may have affected the accuracy of the memory – however, the lasting 

392 emotional imprint of the interaction has been retained.

393

394 A strength of this study is the inclusion of a multidisciplinary team. The researcher who 

395 undertook the data collection and initial analysis was not a clinician and was therefore able 

396 to listen to participants in a more open way, unbiased by previous experiences with patients 

397 with eye disease. However, a clinical member of the team was then able to understand the 

398 resulting themes from the perspective of a clinician involved in diagnosis. 

399

400 Education for professionals regarding empathic communication can still be improved. The 

401 time of diagnosis is a vital part of the patient journey. It involves providing information, 

402 giving hope, and signposting to appropriate support services. The provision of help and 

403 information immediately after giving a diagnosis, for example from an ECLO, would be 

404 greatly appreciated by patients. 

405

406 In conclusion, there are a number of valuable lessons here for eye care practitioners. The 

407 manner in which bad news is delivered can have a lasting impact on patients. Patients want 

408 to be treated with empathy and respect at the time of diagnosis with timely, trustworthy 

409 information about their condition and prognosis and signposting to additional support 

410 systems available for them and their family. Future longitudinal research should explore the 

411 long-term impact for patients  who receive a diagnosis leading to vision loss , particularly in 

412 reference to the type of information provided  and the demeanour of the  clinician at the 

413 time. Future work could also examine how secondary support structures, such as low vision 
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414 clinics and the charity sector,  could overcome some of the difficulties that arise from a 

415 difficult experience of being diagnosed.

416
417
418
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APPENDIX A:  QUALITATIVE TOPIC GUIDE 

 

Introduction 

  

Thank you for agreeing to take part in this study. We are interested in peoples’ 
experiences of vision loss. We want to find out about peoples’ thoughts on areas where 
extra help or support would be particularly useful once they have been diagnosed, 
particularly in terms of coping with the diagnosis and with sight loss. This might help us 
provide better support in the future. Interviews usually take up an hour but you can take 
as long you would like to explain your views.  
 
 We will record our conversation, but the recording will only be heard by members of 
the research team and the transcribing team, and all data will be confidential and 
securely stored. When we report our findings, any quotes that we might use will be 
carefully edited so that no statement could be directly attributed to you. This study is for 
the purposes of research only. 
 

Do you have any questions? 
 

Questions: 

1. Tell me about your experience of vision loss. You can take as long as you like.  
 

2. Tell me about your experience of diagnosis. What was your diagnosis? When did you 
receive this? How did this make you feel? Tell me about how you responded to 
finding out your diagnosis.  
 

3. How has your diagnosis affected your life? Has it lead to any changes in your life? 
Has the effect of your diagnosis been what you expected? Have there been some 
changes or effects that you didn’t expect? Has it affected your mental or 
psychological health? 

 

4. How would you describe your strategies for coping with the impact of vision loss? Do 
you have any things you do that help you cope with the psychological effects? 
 

5.  What support systems do you have (family, friends, groups, hobbies). Have you had 
any outside help? (charities, GP, online support, helplines). If so, what effect did this 
have? 
 

6. Have you had any help with coping or coming to terms with your diagnosis? This 
could include helplines, online support, or help from vision loss or other charities. 
What effect did this help have on your life? 
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7. What factors do you think interfere with managing your life after the diagnosis? 
(thoughts/behaviours/practical things) 
 

8. Ideally, what help should be provided for people with the same diagnosis as you? 
 

9. Do you think online help/support would be useful? What form would this ideally take? 
 

a. Also check: Do you have a computer or smartphone that can access the 
internet?  

b. How do you use the internet at the moment? 
c. What would need to be in place to make an internet-based therapy course 

usable for you? 
 

10. Is there anything else you’d like to tell me? 
 

 

Thank you very much for taking part in this interview.  
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Standards for Reporting Qualitative Research (SRQR)*
http://www.equator-network.org/reporting-guidelines/srqr/

Line no(s).
Title and abstract

Title - Concise description of the nature and topic of the study Identifying the 
study as qualitative or indicating the approach (e.g., ethnography, grounded 
theory) or data collection methods (e.g., interview, focus group) is recommended  5

Abstract  - Summary of key elements of the study using the abstract format of the 
intended publication; typically includes background, purpose, methods, results, 
and conclusions  From line 44

Introduction

Problem formulation - Description and significance of the problem/phenomenon 
studied; review of relevant theory and empirical work; problem statement  From line 108
Purpose or research question - Purpose of the study and specific objectives or 
questions  From line 137

Methods

Qualitative approach and research paradigm - Qualitative approach (e.g., 
ethnography, grounded theory, case study, phenomenology, narrative research) 
and guiding theory if appropriate; identifying the research paradigm (e.g., 
postpositivist, constructivist/ interpretivist) is also recommended; rationale**  From line 188

Researcher characteristics and reflexivity - Researchers’ characteristics that may 
influence the research, including personal attributes, qualifications/experience, 
relationship with participants, assumptions, and/or presuppositions; potential or 
actual interaction between researchers’ characteristics and the research 
questions, approach, methods, results, and/or transferability

Line 189, 256, 
and 493-497

Context - Setting/site and salient contextual factors; rationale**  From line 177

Sampling strategy - How and why research participants, documents, or events 
were selected; criteria for deciding when no further sampling was necessary (e.g., 
sampling saturation); rationale**  From line 152

Ethical issues pertaining to human subjects - Documentation of approval by an 
appropriate ethics review board and participant consent, or explanation for lack 
thereof; other confidentiality and data security issues  150-151

Data collection methods - Types of data collected; details of data collection 
procedures including (as appropriate) start and stop dates of data collection and 
analysis, iterative process, triangulation of sources/methods, and modification of 
procedures in response to evolving study findings; rationale**  177-187
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Data collection instruments and technologies - Description of instruments (e.g., 
interview guides, questionnaires) and devices (e.g., audio recorders) used for data 
collection; if/how the instrument(s) changed over the course of the study 183-188

Units of study - Number and relevant characteristics of participants, documents, 
or events included in the study; level of participation (could be reported in results)  Table 1

Data processing - Methods for processing data prior to and during analysis, 
including transcription, data entry, data management and security, verification of 
data integrity, data coding, and anonymization/de-identification of excerpts  259-260

Data analysis - Process by which inferences, themes, etc., were identified and 
developed, including the researchers involved in data analysis; usually references a 
specific paradigm or approach; rationale**  189-258

Techniques to enhance trustworthiness - Techniques to enhance trustworthiness 
and credibility of data analysis (e.g., member checking, audit trail, triangulation); 
rationale**  254-258

Results/findings

Synthesis and interpretation - Main findings (e.g., interpretations, inferences, and 
themes); might include development of a theory or model, or integration with 
prior research or theory  411-473
Links to empirical data - Evidence (e.g., quotes, field notes, text excerpts, 
photographs) to substantiate analytic findings  Boxes 1-4

Discussion

Integration with prior work, implications, transferability, and contribution(s) to 
the field - Short summary of main findings; explanation of how findings and 
conclusions connect to, support, elaborate on, or challenge conclusions of earlier 
scholarship; discussion of scope of application/generalizability; identification of 
unique contribution(s) to scholarship in a discipline or field  387-410
Limitations - Trustworthiness and limitations of findings  From 475

Other
Conflicts of interest - Potential sources of influence or perceived influence on 
study conduct and conclusions; how these were managed  560
Funding - Sources of funding and other support; role of funders in data collection, 
interpretation, and reporting  548-553

*The authors created the SRQR by searching the literature to identify guidelines, reporting 
standards, and critical appraisal criteria for qualitative research; reviewing the reference 
lists of retrieved sources; and contacting experts to gain feedback. The SRQR aims to 
improve the transparency of all aspects of qualitative research by providing clear standards 
for reporting qualitative research.
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3

**The rationale should briefly discuss the justification for choosing that theory, approach, 
method, or technique rather than other options available, the assumptions and limitations 
implicit in those choices, and how those choices influence study conclusions and 
transferability. As appropriate, the rationale for several items might be discussed together.

Reference:  
O'Brien BC, Harris IB, Beckman TJ, Reed DA, Cook DA. Standards for reporting qualitative 
research: a synthesis of recommendations. Academic Medicine, Vol. 89, No. 9 / Sept 2014
DOI: 10.1097/ACM.0000000000000388

Page 25 of 24

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

BMJ Open

1
2
3
4
5
6
7
8
9
10
11
12
13
14
15
16
17
18
19
20
21
22
23
24
25
26
27
28
29
30
31
32
33
34
35
36
37
38
39
40
41
42
43
44
45
46
47
48
49
50
51
52
53
54
55
56
57
58
59
60

P
ro

tected
 b

y co
p

yrig
h

t, in
clu

d
in

g
 fo

r u
ses related

 to
 text an

d
 d

ata m
in

in
g

, A
I train

in
g

, an
d

 sim
ilar tech

n
o

lo
g

ies.
 . 

E
n

seig
n

em
en

t S
u

p
erieu

r (A
B

E
S

)
at A

g
en

ce B
ib

lio
g

rap
h

iq
u

e d
e l

 
o

n
 Ju

n
e 13, 2025

 
h

ttp
://b

m
jo

p
en

.b
m

j.co
m

/
D

o
w

n
lo

ad
ed

 fro
m

 
21 Ju

ly 2022. 
10.1136/b

m
jo

p
en

-2021-059970 o
n

 
B

M
J O

p
en

: first p
u

b
lish

ed
 as 

http://bmjopen.bmj.com/

