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Executive Summary 

The Certificate of Vision Impairment (CVI) formally certifies a person as either sight impaired (partially sighted) or severely sight impaired (blind).  The purpose of the CVI is to provide a reliable route for someone with sight loss to formally be brought to the attention of social care.  In addition epidemiological analysis of CVI data provides information on the prevalence of sight loss. Registration as blind or partially sighted is provided by Social Service Departments (SSD).  The purpose of these registers is to help local authorities plan and provide services for people who have sight problems.  Registration is a voluntary choice.  

Certification and registration (C&R) bridges health and social care and involves many stakeholders including; Public Health, Primary and Secondary Care, Social Care and Local Authorities. The Public Health Outcomes Framework has introduced an indicator for preventable sight loss, likely to be based on CVI figures. 

A literature review, reported in Chapter 2, details the benefits of C&R. It highlights evidence that the population with sight loss is growing yet there has been a decline in both C&R. This decline has been inconsistent across the UK. This suggests that C&R does not reflect the extent of need. 

Hence the aims of the study are to;

· document C&R processes from the perspective of professionals and patients

· examine the relationship between health and social care and the role of these professionals in C&R

· understand related barriers and enablers to C&R.

Whilst this report focuses on the situation in England, its findings are relevant to the wider UK context. The method is described in detail in Chapter 3. Patients and professionals (hospital and social services staff involved in C&R) in three urban areas of England were interviewed by telephone. A total of 46 patients who had been certified in the past 12 months and 43 professionals (e.g. consultant ophthalmologists, eye clinic liaison officers, optometrists, rehabilitation officers and administration support staff) took part. 

Findings are given in Chapter 4. At the time of being certified many patients spoke of feeling ‘shocked’ and ‘overwhelmed’.  This did not differ in patients who lost their sight gradually compared to those who lost their sight more quickly, nor did reaction differ according to age or gender.  Being certified and registered is life changing for many patients and they described the help they received at this time as substantially improving their lives.

The C&R processes in each location are described in detail and five distinct stages emerge (Certification Stages 1 to 3 and Registration Stages 1 to 2). Numerous people are involved in completing the Five Stages in the Certification and Registration processes.  Each of these professionals – consultant ophthalmologists, registrars, optometrists, medical secretaries, CVI administrators, ECLOs, Rehabilitation Officers, social services managers and administrators – have the potential to create barriers and delays or to improve the C&R processes. Barriers and delays are evidenced and examined for each of the five Stages, in each location, each hospital and each social service department. 

Conclusions and recommendations detailed in Chapter 5 state that when the C&R processes ‘work’, patients access support within weeks.  However for many patients the C&R processes are drawn out, complicated and fraught with frustrations.  

The key factors in the C&R processes that may reduce the number of CVIs and registrations issued are at: 

· Certification Stage 1: Failing to certify at the appropriate time/ or at all 

· Certification Stages 2/3: Failing to complete the CVI and/or failing to send to SSDs 

· Registration Stage 1: Failing to register patients (who agree to be registered) upon receipt of CVI 

Certification Stages 1-3 differed in each of the three areas and each consultant’s practice also differed within hospitals.  Registration Stages 1 and 2, completed by SSDs, differed in each of the three areas in terms of the length of time it took to contact patients, but the actual services they offered were fairly similar.  These differences contributed to the variation in the quality of services offered.

The main barriers to being certified are;  

· The uncertainty of when to certify on the part of the ophthalmologist, particularly for people with long term conditions such as glaucoma or diabetic retinopathy.

· External pressures to reduce certification rates.

· Clinicians regarding certification as end of process, not a route to services and therefore failing to offer certification when patients are eligible.

· Poor awareness of the benefits of being certified and registered leading to failure to offer certification as clinicians saw no need/little value to patients.

· Incorrect assumptions about patients’ views and believing patients do not ‘need’ to be certified.

· Lack of clarity regarding payment for signing the CVI.

Additional delays were identified as;

· The length of time for consultants to complete CVIs.

· Sending incomplete CVIs to Social Service Departments (SSDs).

· The length of time for CVIs to be sent to SSDs. 

These delays do not necessarily affect the numbers certified or registered, but can substantially affect a patient’s life and their physical and mental health.  

The research gives the following general recommendations:

· Educate ophthalmologists of the importance of timely referral for rehabilitative support and certification and registration.

· There is a need for good practice guidelines for all stakeholders in the C&R processes.  Guidelines should include length of time to complete each of the five C&R Stages.  Patients should be made aware of these guidelines and the recommended length of time to complete each stage.  

· Formal relationships between ophthalmology departments, low vision clinics and local social services should be established to improve understanding of the benefits of registration.

· Many patients and health professionals found ECLOs or a dedicated CVI team extremely helpful in completing the CVI and improving the C&R processes.  Indeed when asked how to improve the C&R process, both health professionals and patients suggested more ECLOs and with more consistent hours.

· In light of the public health indicator, it should be made mandatory to send each CVI to the certification office at Moorfields to accurately reflect the number of certifications in each area.  

· The introduction of new PH indicator must not penalise consultants. An increase in the numbers certified should not necessarily be regarded as poor consultant practice.

· Some consultants on certain contracts are paid to complete CVIs, others are not. In order to remove the effect of payment on the C&R processes, there should be a consistent payment for all consultants.

· Patients should be provided with information prior to the first Certification Stage.

· The implications of registration being ‘opt out’ rather than ‘opt in’ should be examined: as so few patients refuse registration, create a nudge to reduce the likelihood of the C&R process taking longer: make registration opt out rather than opt in.  

· An Electronic Certificate of Visual Impairment should be implemented to save time at Certification stage 2 and 3 and thus promote speedier referral to local services.

Specific recommendations are also given for different stakeholder groups: clinicians, third sector, SSDs, Royal College of Ophthalmologists, Department of Health and Association of Directors of Adult Social Services.

Several issues for further research were identified including the need to investigate the most efficient and effective (not just cost) method of completing the CVI.  This research suggests ECLOs are well-placed to complete the CVI after the consultant completes visual acuity information and the primary cause of visual loss.  The role of optometrists in completing the CVI should also be better understood. 

Chapter 1: Introduction

The Certificate of Vision Impairment (CVI) formally certifies a person as either sight impaired (partially sighted) or severely sight impaired (blind).  The CVI was introduced in England in September 2005 and in Wales in April 2007, replacing the BD8.(1)  The purpose of the CVI is to provide a reliable route for someone with sight loss to formally be brought to the attention of social care.  In addition, epidemiological analysis of CVI data provides information on the prevalence of sight loss. Registration as blind or partially sighted is provided by Social Service Departments and the purpose of these registers is to help local authorities plan and provide services for people who have sight problems.  Registration is a voluntary choice.   
Certification and registration involves many stakeholders including; Public Health, Primary and Secondary Care, Social Care and Local Authorities.  Certification and registration (C&R) bridges health and social care and as these systems change over the next few years there is concern that C&R may be overlooked, and as a result, there may be reduced support and commitment to providing consistent services to those who are sight impaired or severely sight impaired.  There is additional concern that if people are not certified and registered when they are eligible, delays in support can significantly affect their future mental and physical health and quality of life.  

Public Health Outcomes Framework

During the course of this research a preventable sight loss indicator in the Public Health Outcomes Framework was introduced. The aim of this indicator is to help target resources to improve early detection of the three major causes of sight loss (glaucoma, age related macular degeneration (AMD) and diabetic retinopathy).  The exact definition of the indicator and the way it will be measured is yet to be determined but it is likely to be based on CVI figures. Effective public health interventions need reliable epidemiological data.  It is therefore important that the number of CVIs and subsequent registrations are accurate and reflect the need at local level.   

Aims of the report

This report analyses the stages involved in C&R and potential barriers and delays in offering C&R in a timely way.  It aims to understand why C&R numbers have declined inconsistently since the new CVI was introduced.  It documents the processes from the perspective of professionals and patients in order to understand the C&R processes, related barriers and enablers and understand patient experiences.  The research examines the relationship between health and social care and the role of these professionals in the C&R processes.  The report aims to make recommendations to improve the C&R processes based on the insight gained from patients and professionals.  

The number of CVIs issued is a useful indicator of the nation's eye health.  In an era where the NHS is looking to decrease variation and improve quality and patient experiences, better understanding the C&R processes can help to drive up standards of support and provision for people who are SSI and SI.  

Whilst this report focuses on the situation in England, its findings are relevant to the wider UK context.

Chapter 2: Literature Review

Certification and registration are two separate processes in which hospitals and social services have central roles.  Figure 1 outlines the basic C&R stages.  Firstly, the CVI is completed by a consultant ophthalmologist who establishes a patient’s eligibility for certification as either SI or SSI, depending on visual acuity and visual fields (See Appendix 1).  If a patient is unhappy with the outcome of the examination during this first step, they can ask their GP to refer them to a second specialist. The CVI is usually completed by consultant ophthalmologists however others can help to complete it including; registrars, nurses, CVI teams, ECLOs, optometrists and secretaries.(2) Whilst the form should be fully completed, Part 3 of the CVI, which provides the most useful information in terms of accessing rehabilitative support, is most often incomplete.(3)
The completed certificate is then forwarded to the local Social Services Department (SSD) who ‘offer’ registration (as it is a voluntary choice).  If the person is not already known to social services as someone with needs arising from their visual impairment, the CVI is a referral for a social care assessment, leading to the offer of rehabilitation support.  SSDs are mandated to maintain a register of blind and partially sighted people, so once the CVI is received, the local authority adds each patient to the SSI or SI register.
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 Figure 1. The basic C&R stages

Access to support does not depend on C&R and some services, e.g. access to low vision aids, are available to those who are not certified. (More support is available to patients who are certified and registered, e.g. blue badge, reduction in television license require registration). However certification is often the first time that an individual with visual impairment is put in touch with social service support and a low vision assessment is carried out.  

Patients who are / or choose not to be certified / registered but require support can receive support via the Referral of Vision Impaired Patient (RVI) or the Low vision leaflet (LVL) (See Appendix 2).  These support services are also offered by SSDs and charities such as Action for Blind People and RNIB.  

SSDs assess needs and advise on help as appropriate and inform patients about the services and benefits that are available.  There are various types of support offered for those who are certified as blind/SSI or partially sighted/SI.  Those who are registered as blind/SSI are entitled to the following concessions;

· Blind person's personal income tax allowance

· Reduction of 50 per cent on the television licence fee

· Car parking concessions: the Blue Badge Scheme

· Free postage on items marked "articles for the blind"

· free permanent loan of radios, cd radio cassette players. 

· help with telephone installation charges and line rental. 

Those who are registered as blind or partially sighted may also be entitled to the following (4):

· Free NHS sight test

· Other NHS costs (e.g. towards cost of glasses)

· Discounted rail travel

· Local bus schemes

· Exemption from BT Directory Enquiry charges

· Information in accessible formats

· Leisure concessions

· Council tax disability reduction

· Welfare benefits

· Attendance Allowance

· Disability Living Allowance

· Carer's Allowance

· Employment and Support Allowance

· Tax Credits

· Pension Credit

· Housing Benefit and Council Tax Benefit

· If another adult lives in your home (who is not your partner) you are exempt from  non-dependants deductions

· Help from specially trained social services staff, usually called Rehabilitation Workers or Rehabilitation Officers

Recommended timescales

The length of time to complete the C&R Stages has received little attention and is not well understood.  In 2002 the Department of Health recommended timescales to complete the C&R Stages (5);  

1. The CVI (then BD8) should be sent to the local SSD and the patient’s family doctor “normally within five working days”.  

2. SSDs should aim to contact the patient within two weeks of receiving the CVI (then BD8).  This can be done by letter or telephone. 

3. The waiting time for an assessment by SSD should be closely monitored to ensure that it is not more than four weeks from the date of referral (6). This can be done by telephone or by a home visit.

The Royal College of Ophthalmologists does not recommend timescales to complete the C&R Stages but instead states ‘an important component of good clinical care by ophthalmologists is the offer of a Certificate of Vision Impairment to eligible patients. The College encourages its members to promote the uptake of the CVI amongst patients who are likely to benefit from it and to facilitate the process of registration as far as it is in their power to do so’.(7)
Consultant fees

Some research alleges that the number of certifications has dropped as the fee structure has changed – arguing that as there is no ‘incentive’ / payment, consultants may be less inclined to certify patients.(8) It is estimated that 60 per cent of ophthalmologists receive payment for completing the CVI.(9) Those consultants employed on the 2003 contract are unlikely to receive an additional fee whilst consultant ophthalmologists who have remained on the ‘old’ consultant contract may receive a payment for certification.  

The drop in certifications and registrations also occurred at a time when fee payments became uncertain, making it difficult to identify a direct link between changes to the payment structures and the decline in certifications and registration.(10)
Payments are the responsibility of the local health service, in the past this was the responsibility of the PCT.  It is unclear how payments for CVIs will be affected by the disillusion of PCTs.

Certification and Registration – Paradoxical numbers

Over the next decade it is predicted that because of the ageing population, the number of people living with sight loss will increase. (11) Despite the ageing population and predicted increases in those with sight loss, there has been a continuing decline in both the number of certifications and number of registrations.  

· There was a four per cent increase in the number of certifications in England between 2007/08 and 2008/09.(12)
· In contrast, there was a five per cent decrease in the number of certifications in England between 2008/09 and 2009/10.(13)
· Between 2003 and 2011 the overall number of blind registrations fell by 5.6%.  The overall number of partially sighted registrations fell by 2.7% (See Figure 2).(14)
· A more significant decrease occurred in new registrations between 2003 and 2011.  In this time, the number of new blind registrations fell by 30% and the number of new partially sighted registrations fell by 28% (See Figure 3).(15)
[image: image2.png]158000
156000
154000
152000
150000
148000
146000
144000
142000

SsI

2011





Figure 2: Number of all registrations 2003-2011 (16)
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Figure 3: Number of new registrations 2003-2011 (17)
(See Appendix 3 for a description of how certification and registration rates are produced.)

One factor that suggests the decline in C&R may be poorly understood and not reflect true need is that the rates of decline are inconsistent across the UK.  Between 2003 and 2011 new blind registrations decreased by 30 per cent.  The largest decline was in the East Midlands, where new blind registrations decreased by 52% compared to the smallest decline in the North East - only 10 per cent (See Figure 4) (18). Even in small geographical areas the numbers varied widely. In Inner London new registrations fell by 41 per cent whereas in Outer London the decrease was 24 per cent.  
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Figure 4: Decrease in new registrations by region 2003-2011 (19)
The cause for the decline has been unclear. (20)  Research finds that eligible individuals are not offered the choice of registration or were actively discouraged. (21)  Various research examines the problem of under-registration. Some estimate it could be as high as 45 per cent (22), but other research finds that there is not substantial under-reporting in older age groups. (23)  Another report finds that age has been strongly related to non-registration as older people less likely to be registered. (24)  SI individuals are more likely to be unregistered than SSI individuals and minority ethnic individuals are three times more likely to be unregistered than white individuals. (25)
Research found that registration figures reflect CVI figures.  In the year ending 31 March 2011, the total number of people newly certified in England was 22,501and the number of people newly registered during the same period was 20,960. (26)
Chapter 3: Method

This research examines current / recent experience of patients being certified in hospitals and following through to their experiences of registration in social services.  The RNIB commissioned the research and brought together an advisory group that included members from; 

· RNIB

· The Certification Office based at Moorfields Eye Hospital

· Macular Disease Society 

· Social Services 

· Vision 2020 UK

The advisory group helped develop the topic guides for each of the groups interviewed; 

· health care professionals

· social care professionals 

· patients certified as SI or SSI within the last year.  

The project received NHS ethics approval from each hospital.  

Areas studied

Three urban areas in England were studied; a city in Northern England, a city in Southern England and a city in the South West.  Three areas were selected for inclusion in this project as they had different rates of registration between 2006 and 2011.  In each of the areas studied, registration rates were inconsistent or dropped without obvious explanation.  In the first area, registrations for both SSI and SI increased and then decreased between 2006 and 2011 (Figure 5).  In the second area, registrations rates for SSI decreased between 2006-2011, whilst registrations for SI increased and then decreased (Figure 6).  In the third area, SSI and SI registrations decreased substantially between 2006 and 2011 (Figure 7).  
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Figure 5: New registrations Area A
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Figure 6: New registrations Area B
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Figure 7: New registrations Area C

In each area staff at one hospital were interviewed.  Social services staff working with this hospital were then interviewed.  The number of social services linked to each hospital differed.  In one area patients from the hospital were referred for registration to one of more than 10 social services.  In another area most patients were referred to one of two social services and in one area just one social services department carried out almost all registrations.  

Interviews

All interviews were held over the telephone and recorded with permission.  Interviews lasted approximately 15 minutes, although some were substantially longer.  Interviews were transcribed and then analysed using thematic analysis.(27)  A list of deductive codes was initially created and inductive codes emerged during the second level of the thematic analysis.(28)  See Appendix 4 for a list of interview questions.  

Interviews with hospital staff included all who were involved with certification.  As the processes differ slightly in each area, different people were interviewed in each area.   The interviews with hospital and social services staff included interviews with; ophthalmologists, optometrists, nurses, social services rehabilitation officers, social services administrators, Eye Clinic Liaison Officers (ECLOs) and hospital administration staff (See Table 1).  See Appendix 5 for more detailed information on interviewees. 

	Hospital Staff
	Social Services
	Patients

	12 Consultant Ophthalmologists
	2 Managers
	32 Certified and registered

	4 ECLOs
	8 Rehabilitation Officers
	5 Certified only

	4 Optometrists
	2 Administrators
	9 certified but unsure if registered

	8 Administrators

	
	

	3 Nurses

	
	

	Total: 31
	Total: 12
	Total 46


Table 1: Number Interviews by profession

As patients’ recollections of medical consultations can be poor within relatively short periods after a consultation (29), only patients who had been certified within the last year were interviewed.  46 patients were interviewed across the three sites.  Interviewees included patients who were certified and registered and those who were only certified.  Originally we aimed to interview an even split of patients who were only certified and those certified and registered.  However, most of those who were only certified did not make a deliberate decision not to be registered and were waiting to be contacted by social services (some had only been certified for a week whilst others had been certified months earlier but had not yet heard from SSDs).  Three carers were interviewed, two spoke on behalf of their parent and one spoke on behalf of her husband.  

Patient recruitment was difficult in each area.   Initially patients were contacted in the hospital via the ECLO or the CVI team.  In one area this was successful but required additional help from the local social services.  In the other two areas it proved extremely difficult to recruit patients from hospitals and this method was abandoned.  In one area social services and the Low Vision Clinic recruited patients and in the other area a local vision charity which delivers the rehabilitation service on behalf of the local authority also recruited patients.  The Macular Disease Society also sought to recruit patients in each area however none of the patients who contacted us were certified in the previous year.  Many of these potential interviewees were anxious to share their (often poor) experiences of being certified and registered but were certified many years ago.

Interviewees are described using a number and the following labels:

· Pat – Patient 

· Oph – Ophthalmologist

· Opt – Optometrist

· ECLO – Eye clinic liaison officer

· Adm – Secretaries, Administrators, CVI team in the hospital

· Nur – Nurses 

· SS – Employee in social services  (includes managers, rehabilitation officers, administrators) 

The terms ‘certification’ and ‘registration’ were used incorrectly and inconsistently by most interviewees and have been amended in the text to provide clarity.  In addition, the term ‘patient’ is used throughout the report instead of ‘client’ or ‘service user’.  This is for continuity and clarity.  

Chapter 4: Findings –C&R processes in practice

Being certified and registered is life-changing for many patients

Interviewer: ‘Has registration helped you?’

Pat26: ‘Absolutely, 100%.’

Blindness is often described as one of the most feared disabilities.(30)  At the time of being certified many patients spoke of feeling ‘shocked’ and ‘overwhelmed’.  This did not differ in patients who lost their sight gradually compared to those who lost their sight more quickly (31), nor did reaction differ according to age or gender.  Most commonly the reaction from patients was the shock of hearing their eye sight would not improve and it was time to be certified; 

‘For 2 months after I was certified I was very ill. I couldn’t sleep, had tranquilizers, the shock of it actually making me physically unwell…I just feel like I’m living in a foreign land and nobody speaks my language… my whole world has changed.’ (Pat5)

‘I used to have a beautiful life, travelled lots, painted over 70 paintings...I don’t know what to do, how to walk, do you put one foot there, will you fall?...I was free like a bird. I didn’t need help from anyone else.  I feel like I am in a cage…I have to cope with it otherwise I would lie down in bed and die.’ (Pat19)

‘It can be a very lonely place when you lose your sight… you can’t possibly know how devastating it is.’ (Pat37)

For a patient who lost their sight over a few weeks they said the process was; 

‘Very frightening, I wouldn’t wish it on my worst enemy, sometimes I get depressed. I couldn’t see at all, it was just pure darkness.  It was truly horrible.’(Pat4)  

One health professional with stable diabetes for 10 years was shocked that her eye sight was at a level to be certified, describing how her;

‘Vision started to deteriorate and I put it down to the fact I wasn’t sleeping... (Being told she was eligible to be certified) floored me completely. I hadn’t even considered myself as having a visual impairment, let alone a severe visual impairment.’ (Pat3)

Others felt overwhelmed and as a result, found it difficult to absorb the information they were being told during the hospital appointment; 

‘(ECLO) told me so much but I don’t think I took it in.’ (Pat2)

‘After you’ve gone home and thought about it for a day or two, that’s when you need somebody to properly talk to you about it. Because at the time, when you are sat in clinic, and (consultant) says ‘Oh sorry, I’m going to have to register you’, that’s a lot to take in.’ (Pat33)

The C&R processes were an emotionally overwhelming time for almost all patients and they described the help they receive at this time as substantially improving their lives;

‘I used to sit crying a great deal before these things started feeding through to me, from social services. I have a certain amount of confidence back...I lost all of that at one time.’ (Pat37)

The support offered as a result of being C&R changed lives and made patients more confident; 

‘It’s all about confidence, my confidence went to zero.  The more things you can do for yourself, more confident with, makes your life better.’ (Pat23)  

A daughter spoke of the support her mother had and the difference it made to her life; 

‘I think it’s given her more confidence.  She can talk to someone who understands, trying to better her way of life.’ (Pat13)  

The Certification and Registration processes

There were parallels in the C&R processes between the three areas: 

· In all three areas CVIs are primarily completed by consultant ophthalmologists.  ECLOs helped complete the CVI in two areas, but not all consultants use the ECLO.  CVIs were rarely posted to patients in two areas, but in one area half of CVIs were posted for patients to complete (patients must sign their CVI form). 

· In all three areas the registration processes typically involved at least three steps, receiving the CVI and starting the process, initial contact to offer services and putting the patient on the register and a second contact of a full assessment.  

· Patients’ experience of the C&R processes varied widely.  In each of the three areas the length of time for patients to go through both C&R varied from a few weeks to close to one year.  There was also variation within each department, with some patients stating C&R took a few weeks whilst others stated it took many months.   

Each hospital and SSD follows the basic C&R processes outlined in Figure 1 however the actual C&R processes typically involved 5 stages, outlined in Figure 8.  

Certification is complete after Stage 3, when the certificate is sent to SSDs.  Registration is completed once a patient is added to the register in their local council.  Registration is usually ‘completed’ at Stage 4.  This does not necessarily mean the patient received any support, only that their name has been added to the register.  We deem registration to be ‘completed’ once the patient has had a second assessment or declined the offer.  

It is possible for delays to occur at each Stage or none of these five Stages.  Certification Stage 3, when the CVI is sent to SSDs, can take a substantial amount of time or can be completed very quickly (32).
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Figure 8: The Five Stages of Certification and Registration 

Area A –The C&R processes

The hospital in this area completed the CVI in one of three ways: 

· Jointly by consultant ophthalmologist and the ECLO

· Jointly by registrar and consultant ophthalmologist (secretary ensures its completion)

· Solely by consultant ophthalmologist (secretary ensures its completion) 

In this area, optometrists did not appear to have a role in completing the CVI.  

In addition, a consultant in this area occasionally posts CVIs to patients to complete although they;

‘Try not to. Occasionally a GP will write about an elderly patient, or optician ‘could this person, they would like to be registered’ and to save them coming I would post the form.  Also I occasionally do outreach clinics in GP surgeries and I can think of times when the form isn’t available and it’s posted out to them to get it signed.’ (Oph9)  

The ECLO was used inconsistently by consultants in this hospital.  One consultant stated that;
‘In a busy clinic it doesn’t happen.’ (Oph2)   

Other consultants in this hospital stated they ‘forgot’ to make use of the ECLO or found their part-time hours frustrating;

‘I keep forgetting about the ECLO. I’ve found the ECLO to be a great help.  In general I will ask the ECLO to see patients usually after I’ve done the certification. Luckily the ECLO happens to be in at the time of my general clinic, so in general he can actually see patients straight away…I don’t use ECLO enough I think.’ (Oph9)  

‘At the moment I keep forgetting (laughs). I’m meant to send to ECLO….who completes bits of form.  He’s not here for all of my clinics.’ (Oph1)

‘ECLO is available for certain sessions, not all the sessions. So when the ECLO is available the patient is referred to the ECLO…the ECLO has been with us only for a year now (33), so it’s a new process and most of the times it’s the clinicians who fill in the CVI but the ECLO has been helpful as well.’ (Oph10)   

After the CVI is completed, each consultant’s secretary sends it to SSDs. One secretary estimated it takes a week for the CVI to be completed (Adm7) but interviews with other secretaries revealed the length of time for this to happen varied.  In this area secretaries stated they did not send CVIs in batches (waiting until they have several CVIs to send together rather than sending when a CVI is completed).  In two examples at this hospital, secretaries stated the CVIs are normally fully completed and the consultant gives it to them within 24 hours of seeing the patient (Adm1, Adm2).  SS in this area confirmed that they received CVIs fairly quickly after patients have signed them;

‘At times it’s been slightly longer than you might expect, but don’t think it happens too much.’ (SS1)

Once the CVI was received the registration processes involved three steps: 

4. Screening telephone call upon receipt of CVI to assess needs and offer registration

5. Post information about registration to patient

6. Full assessment – either over telephone or home visit (optional)

Carrying out these three steps can take from a few weeks to more than 3 months.  This SSD also offered information days every 6 weeks where patients can drop-in for advice and information and meet other people who are SI or SSI.  They are informed of these sessions during the screening call.
Area B –The C&R processes

In this hospital the CVI is completed in two ways: 

· Half the number of CVIs issued is partially completed by consultant ophthalmologist, the patient then brings the CVI to the dedicated CVI team who complete it. The CVI is returned to consultant for signing, returned to CVI team and sent to SSDs.

· Half the number of CVIs issued is posted to patients.  The CVI is initiated and partially or fully completed by the consultant ophthalmologist in an outreach clinic, then posted or given to CVI team.  Some consultants fully complete the CVI in outreach clinics but most do not.  Three or four consultants send a signed signature page and complete outreach CVI on-line and the CVI team stated ‘this is the best and correct way’.  To complete CVIs from outreach clinics the CVI team telephone the patient or post to the patient for their signature.  Completing a CVI from outreach clinics can take a long time as the CVI involves more steps.  According to administrators, this method can take days, weeks or months to be completed and some patients do not return the CVI. Posting CVIs often takes longer, the process involves: 

· Sending CVI to hospital based team

· Sending CVI to the patient

· Patient returning CVI to hospital based team

· Sending CVI to consultant for completion 

· Returning completed CVI to hospital based team for final processing.  

· In this area, optometrists working in a low vision clinic also initiated some CVIs.  

The administrative team send the completed CVI to SSDs.  Medical secretaries have minimal involvement in the C&R process, but still have a role in helping to complete CVIs by chasing consultants to complete them.  ECLOs are not involved in completing the CVI.  At the time of interviews, the main ECLO for this hospital had recently left and a part-time ECLO was standing in.  

In this area patients are referred to a number of SSDs, as such, representatives from seven SSDs were interviewed.  Whilst the registration processes differed slightly in each area, there were three ways of registering patients as SI or SSI; 

7. Post information about registration upon receipt of CVI

8. Screening telephone call to assess needs and offer registration

9. Full assessment – either over telephone or home visit (optional)

OR

10. Screening telephone call upon receipt of CVI to assess needs and offer registration

11. Post information about registration to patient

12. Full assessment – either over telephone or home visit (optional)

OR

13. Registered upon receipt of CVI, post information about registration to patient

14. Screening telephone call to assess needs and remove registration if patient does not want to be registered

15. Full assessment – either over telephone or home visit (optional)

In this area the length of time to carry out the three social service steps took from a week to over 6 months.
Area C –The C&R processes

In this hospital the CVI is completed in one of the following three ways: 

· Jointly by consultant ophthalmologist and the ECLO 

· Jointly by registrar and consultant ophthalmologist (secretary ensures its completion)

· Solely by consultant ophthalmologist (secretary ensures its completion) 

· In this area, optometrists did not appear to have a role in completing the CVI.  

In this area the ECLO is most involved in completing the CVI but she was only used by selected consultants.  The ECLO sends all CVIs to SSDs.  During the interview period, the ECLO for this hospital left and a replacement was yet not in place when the research period ended.

SSDs stated the length of time it took to receive the CVI after it had been signed by consultants was; ‘2-3 weeks maximum’ (SS13). However another SS receiving CVIs from the same hospital had a different experience, stating that ‘very often we only receive the CVI weeks, sometimes months after they’ve been signed at the eye hospital’ (SS12).  

Staff from two SSDs in this area were interviewed.  In one area the SSD registers patients upon receipt of the CVI; 

16. Register patient upon receipt of CVI, post information about registration to patient

17. Screening call to assess needs and remove registration if patient does not want to be registered

18. Full assessment – either over telephone or home visit (optional)

In another SSD the registration processes differed slightly: 

19. Screening call upon receipt of CVI to assess needs and offer registration

20. Post information about registration to patient

21. Full assessment – either over telephone or home visit (optional)

In one SSD the registration process – from receipt of CVI to carrying out the full assessment - was completed within 2-3 months.  In another SSD patients waited at least 7-9 months for home visits.  In these areas the councils commissioned charities to carry out rehabilitation services.  SSDs carried out the assessments and offered support – this meant charities were frequently more visible to patients as they visited people at home and/or continued relationship more actively than councils (e.g. providing befriending services and emotional support).  Whether or not patients are registered automatically did not appear to affect the length of time to complete the registration process (as established earlier, this is when a patient has either had a second/full assessment or declined the offer).  

Children

This research focusses on the C&R processes for adults however staff from hospitals and social services were asked if they handled children’s CVIs in the same way as adult CVIs. Almost all consultants interviewed did not deal with children’s certifications.  One secretary who deals with CVIs from a number of consultants said one consultant often requested CVIs be sent home for children and their parents to complete, she presumed ‘he doesn’t have time in clinic, quite often overbooked, sometimes he thinks they can do it on their own.’ (Sec6)  Most SSDs added children to their register and then passed the CVI to a children’s team.  

Barriers to the Certification and Registration processes

The following section seeks to identify where there are barriers in the C&R processes that might explain the decline in registrations.  It also seeks to identify delays in the C&R processes.  

Certification Stage 1 – Deciding it’s right to certify

A number of barriers arise during Stage 1, when health professionals decide a patient is ready to be certified.  The barriers identified in this Stage have a substantial effect on certification / registration rates.  Delays during Stage 1 also have a significant impact on patients’ lives as they are, as evidenced earlier, frequently in shock and overwhelmed at this point.
1.1 Barriers / Delays
1.1A Uncertainty of when to certify 

Almost all consultants stated certification was only discussed when a patient’s vision had reached the recommended level; 

‘Use visual acuity, based on visual fields, and then work out if eligible…You decide whether or not they are eligible.’  (Oph8) 

‘Mainly on sight, are visual criteria, if vision better than criteria send to ECLO.’ (Oph2)  

(Ophthalmologists rarely spoke of low vision assessments or that they were a factor in the certification process.)

For some patients it is clearly evident when their eye sight has reached the point to be certified but for many patients deciding when to certify is more ambiguous.  Vision can fluctuate so deciding whether or not a patient is eligible to be certified is not a simple formula to follow.  For example, many patients with age related macular degeneration (AMD), the cause of just over half of all certifications in England and Wales, will be on anti-VEGF treatments to improve or stabilise vision. Thus it is thus difficult to make a judgement about eligibility for certification.  As such, deciding when is the correct time to be certified may be ambiguous as consultants may expect treatment for AMD should be given time to work before certification is offered.  One consultant described the difficulty of certifying people with AMD;  

‘People with AMD with injections go up and down like a yo-yo. Once they have reached certifiable level, a lot of time we couldn’t do anything and historically we would have offered certification. Now they will have a few more injections, they get a little better. Sometimes we are doing certification a bit later because of that in that patient group.’ (Oph11)  

This uncertainty of when to certify was also an issue for other eye conditions; 

‘Lots of difficulties in offering certification because glaucoma is by and large a treatable disease, not a curable disease. One doesn’t want to alarm people who have very few symptoms.’ (Oph4)  

Two consultants specialising in diabetic-related conditions referred to the uncertainty of certifying these patients; 

‘Patients with diabetes are difficult to certify – because they go up and down.’ (Oph11)

‘We know with diabetics when you’ve got some degree of visual impairment you’ve also got peripheral field changes because of the diabetic retinopathy and the lasering - there’s a whole mass of grey area in there.’ (Oph6)

People with long term conditions such as glaucoma or diabetic retinopathy will often require long term support from low vision services and SSDs (including rehabilitation).  That ophthalmologists found it difficult to ascertain when it is appropriate to certify these patients suggests more guidance is needed.  

Some consultants were open about being uncertain when to offer certification.  Half of ophthalmologists interviewed referred to the subjective nature of CVI and how this affected when they offered certification to patients; 

‘When they are in the eye clinic the decision is made solely based on their visual acuity and visual field in certain cases…the whole issue itself is subjective.  How the fields are assessed especially. It depends on the clinician, assessing the visual field and interpreting that. There has been a shyness I think, to a certain extent, in clinicians offering certification to their patients.’ (Oph10)  

‘I’ve got some patients who lose vision very dramatically but you don’t know whether it’s going to recover or not.  Sometimes I just certify them anyway and sometimes you have to take them off the certification if they get better…Sometimes you’re not sure exactly what’s going on and you don’t know necessarily if it’s going to recover…People who’ve lost vision with alcohol–related problems, often they do get better, but you don’t know.  I’ve had real difficulty with those patients.’ (Oph8)

‘I don’t register people with glaucoma as SSI necessarily based on their visual acuity…some people who can read right down to the bottom of the chart, still have severe vision impairment and still have 20/20 vision with certain eye diseases…(The decision to certify is) rather left to discretion of the ophthalmologist.’ (Oph4)  

‘There is a grey area around particularly SI, great grey area.’ (Oph6)   

‘Of the people I mention (CVI) to…I get it wrong as often as I get it right…but I’ve always been a firm believer in mentioning it early because even if they look at me peculiarly and say ‘Well I don’t need that, no’ I follow it up with ‘Well of course your vision is far too good for that but I just want you to be aware that it is something that is available’.’ (Oph1)

Only half of the ophthalmologists interviewed stated they consider a patient’s functionality and their visual acuity in making the decision when to offer certification;   

‘The nature of my practice has changed over the years and I realise that medicine is not the only way to help the patients and I think that needs to be promoted to other clinicians as well.’ (Oph10)  

‘(If patients) highlight particular problems they are having…problems with seeing dials for thermostats, looking for instructions for things, could do with help regarding lighting even, if they ever talk about safety issues like gas fires or cookers or have burnt themselves I tend to worry more about safety…I think of offering low vision support as a package.’ (Oph1) 
‘Social needs - that would be paramount in my mind.  There’s no medical advantage to being certified or registered. It’s only of benefit to them from the point of the view of the aid they will get from social services.’ (Oph4)

‘The ones that are borderline - I take a very liberal view of if they want to be registered and they look as if they need support.’ (Oph9)

In contrast to consultant ophthalmologists, almost all optometrists and nurses interviewed considered a patient’s functionality when deciding whether or not to recommend certification; 

‘I talk to every patient who comes in about social services to some extent…The first 10 minutes of a Low Vision Assessment is taken up with questions about how they are managing in their own home and identifying areas where they are having problems requiring social services intervention.’ (Opt4)

‘I don’t look at it from the medical point of view rather from the social point of view. I do try to ask everybody who would fit the criteria and I probably try to engage more the people maybe I think would benefit from being registered, someone by themselves, could do with help from social services.’ (Nur2)  

As optometrists were more likely than ophthalmologists to consider functionality, it is not surprising that at times these two professions disagreed whether it was right to certify a particular patient; 

‘You get people who are referred in, optometrist says they should be certified when they don’t fit the criteria – you have to tell them they don’t meet criteria…I don’t think (optometrists) know the certification requirements.’ (Oph12)

‘(Consultants) are so busy seeing the eyes that they forget they are sometimes attached to people… Delivering Lucentis treatment every 5 weeks, you’re looking at their eyes, you’re not really saying ‘How are you getting on this week?’ and ‘How are you managing?’ because you don’t have the time to do it and very often it’s not changing that much and you’ve got so much work to do you don’t really want to get into those sorts of conversations.’ (Opt4)

Considering a patient’s functionality may introduce an element of uncertainty to the C&R process.  In some cases, considering the level of support patients had/needed led both ophthalmologists and optometrists to assume patients are well supported and therefore did not offer certification; 

‘Partly medical assessment and partly what I glean to be their psychological status as well…If they appear to be very well supported then in practice I’m less likely to suggest it though that may be a short-coming on my behalf. If I feel they might benefit from more support I am more likely to suggest it.’ (Oph5) 

‘How person is managing, if managing fine might not push it as much.’ (Opt2)  

1.1B External pressures to reduce certification rates

Two consultants at different hospitals spoke of the pressure not to certify patients.  They felt that high rates of certification may suggest that they are not adequately treating their patients and are somehow ‘failing’: 

‘We were told off for certifying too many…and we don’t certify as many people who qualify for it. More people out there who could use help but you don’t think in your consultation to do it.’ (Oph1)

‘Certification rates as an outcome criteria for things like good diabetic retinopathy care are fraught with difficulties…If the diabetic retinopathy screening programme is using outcomes measures of ‘Shock / horror this unit has got a high rate of certification’ then the danger is, there will be less likelihood of people being certified…For diabetic retinopathy it’s potentially a quality outcome measure of your service and that is real issue cause I think it will cause people to perhaps be less keen on certifying as SI with 6/18 and a bit of field loss, that kind of thing…If admin-y people come in and don’t understand the bigger picture they might go to a place that has high certification rates and they might be really good, keen people trying to get help for their patients who are better clinicians than people who just either just don’t know what their patients are up to cause they’ve got completely horrendous follow-up problems and aren’t registering anybody anyhow.  (CVI rates) do not necessarily relate to quality of care.’  (Oph6)

That these views exist highlights the need for audits of certification levels at hospitals.  These ‘Certification audits’ will need to demonstrate that high certification rates do not signify ‘bad/poor’ service but are indications that health professionals are providing timely support to their patients.   

1.1C Regarding CVI as end of process, not route to services

Part of the reason why consultants may delay certifying patients is that they regard certification as the end of a clinical process: clinicians wait to certify patients until they think they cannot offer any further medical treatments.  Most consultants stated that they, and their colleagues, regard certification as the ‘final stage’ in treatment;  

‘I’m also aware…that we should be certifying people even if we think they can still stand to benefit from medical care or even if they might in the future stand to benefit from improvements in sight that would then make them no longer ineligible.  I think in practice (certification) does tend to coincide with an acknowledgement that there’s little more that we can offer them medically…Certification can often form part of a process towards the end of a period of medical care and so it often coincides with their discharge from hospital or their discharge from a period of follow-up.’ (Oph5)

‘I always try and put it in a positive light but it is an endpoint…we need to get away from this…We don’t want to scare people into thinking we’re going to give up on them.’ (Oph4)  

The C&R processes offers patients support and a route to rehabilitation.  Only a small number of consultants reflected on the need to certify patients before ‘an endpoint’ is reached; 

‘I don’t have a black and white moment, I know certification has rules but there’s help for people at whatever level of visual impairment so for me you've just got to be thinking ‘what help can I offer this patient?’ and that will be true whether you’ve still got on-going treatment.’ (Oph6)

Patients do not regard being certified as the end of a clinical process - instead it is often the point when they begin to accept the severity of their sight loss.  The reality is that there may be little left to do medically but access to practical and emotional support can offer much more to change and improve a patient’s quality of life.  

1.1D Poor awareness of the benefits of being C&R 

Many health professionals were poorly informed about the purpose and benefits of C&R.  Almost every health professional was unaware there was a difference between certification and registration.  The terms ‘certified’ and ‘registered’ were interchanged throughout all interviews.  Most health professionals assumed registration happened automatically once a patient was certified at the hospital. 

‘I thought people were registered with social services if certified with us.  I thought by filling out the form they were being registered… I thought that automatically meant you were registered…I thought it was the whole point of (filling out CVI), that you were registered once you filled the form in?’ (Oph2) 

‘I thought once (the CVI) was filled in that was it…I thought if medic registers somebody, that was it, they are then on the register…Well I’m shocked.  I’ve always thought that. Why is that? That seems like complete chaos? I don’t understand it. Is it because you think the patient might feel obliged in a clinical setting? Just seems ridiculous - I can’t believe that! (laughs)’ (Opt3) 

‘That’s really weird. I thought if we certified the patients we automatically registered them with social services.  I’m really surprised to hear that.’ (Nur2)

Only a few health professionals had good knowledge of the benefits that come with being C&R.  One ophthalmologist in an area with a good relationship between the hospital and the SSD knew what to expect after certifying patients;
(The CVI) is ‘photocopied, assigned to rehabilitation officer at social services, they contact patients, offer open day visit or assess how urgent and arrange to see at home.’ (Oph1)  

A small number of other health professionals were aware about SSDs and what they offered to certified and registered patients;

‘(SS provide) enormous echelons of help, home visits, advice about lighting, advice about managing in home when you’ve got visual impairment, enormous levels of support that you don’t need to be registered to get that support.  Great to have ECLO to access this cause that’s their expertise.’ (Oph6)

‘I tell them someone might come to their home… tell them someone will contact from department, help in homes, lighting, large print books, financial benefits as well.’ (Nur3)

‘I tell them about difference between partially sighted and full registration, more benefits with full sight registration, you can get a blue badge, more tax concessions, benefits.  I normally talk to them about – I think you can get aid with postage, for RNIB related matters, for aid local public transport and also tax concessions if they have other disabilities, have a carer, add weight in getting tax and welfare benefits.’ (Oph7) 

One ophthalmologist described what would happen once someone was certified and also let them know it wasn’t the end of their medical treatment.  In an example of good practice he outlined what he told patients who were ready to be certified; 

‘I tell them that it would be the level of vision they have qualifies them for being certified.  Every patient is different and you get a vibe off them. We can put them on a certification list of people with poor sight but the main reason for doing this would be to get help from social services, mention specialist social workers are really good and if they wish they can visit and give them advice about cookers/telephones/ advice about daily living and that would be the main reason for doing it. I would tell them it doesn’t mean that their sight is getting worse or going SSI, it just means they’ve qualified.  That we’re going to carry on looking after them and that in general it’s a very good thing, there aren’t any disadvantages (to being C&R) I know of.’ (Oph9)

Instead it was more common for ophthalmologists and optometrists to admit they had little knowledge of what being C&R offered and often had negative views of being certified as a result; 

‘Whether or not it will be of benefit for them is a separate issue. If the patient is in a nursing home and they don’t need any visual aid, it’s not going to give them any extra benefit.’ (Oph8)

‘Varies so much and with the cuts, it’s even worse…You get a feeling some councils take a hell of a lot longer and do less than other ones do. You just hope they will get the help. I tell them to carry on badgering…I find patients will have been certified and I find that they won’t have had an actual assessment in their house and social services will have rung them and they ring  a little old lady and ask ‘are you fine?’ and she says ‘yes’ and then that’s the end of the assessment.  I warn patients not to let them do it on the phone, get them to come out… (Interviewer: What do patients tell you?) I get a mixed bag, even from same social services.’ (Opt2)

If health professionals are poorly informed it is unclear how they are able to advise patients about the benefits of being C&R.  The risk is that they will provide no information or incorrect information and confuse patients.  For example, one secretary advised patients that it took 6 months for SSDs to contact them and when she was told it took closer to one week, she was very surprised;  
‘Five days?  I nearly dropped my coffee!  My six months is well off the mark then!’ (Adm7)

It seems confusing that so many health professionals are poorly informed about the benefits of being C&R as they stated that most of the most common questions they get are about the practicalities and details, and the benefits of being C&R;   

‘Patient questions most common about benefits (social and economic), emotional support.’ (Nur1)  

‘(Interviewer: What are benefits of being certified?) Well that’s a good question and I’m not entirely up to date on what the benefits are.  I often say there are certain financial benefits and access to resources that they may find of value and then leave it at that and direct them to the (CVI administrators).’ (Oph5)

‘About social services, benefits of being C&R.’ (Opt1)  

‘Financial benefits and social services benefits, especially those who need more help, will they get help from their shopping, more than monetary.’ (Nur2)  

Two ophthalmologists stated patients ‘don’t ask me much’ (Oph3, Oph11) which is surprising considering patients stated they wanted and needed information about the details of C&R in order to make informed decisions about whether to be certified and what it meant for them. 

The implications of not being aware of the details of the C&R processes or what they impact on influences who is offered certification and when.  People aged 75 years and over represent the vast majority of those certified, accounting for approximately two-thirds of all certifications. (34)  Despite the fact consultants will see and certify many people aged over 75 and that over one third of CVIs are issued to people over the age of 85, many consultants were unaware of the benefits of certifying someone of this age.   A small number of consultants openly stated they did not see the point in certifying older people who already received services, for example, stating that as older people already received a free television license there was little point in registering older people;

‘I usually mention TV license, not a great impact as a lot are elderly, I ask if tax payers, mention benefits with regards to that, sometimes I give them (RNIB) booklet which talks about benefits of registration cause I can never remember very much.’ (Oph12)

For consultants who see patients from a range of areas, it is difficult to inform them what SS can offer;

‘The reason I’m unclear is that (SS) vary so much across UK, it’s difficult to predict.’ (Oph5)  

‘I talk to them about benefits, which seem to change all the time so I always say I’m giving you a broad brief.’ (Nur2)

Depending on the ECLO to explain the C&R processes and benefits was common for many consultants who had access to one.  One consultant said the reason why they do not know much is that the;

‘ECLO deals with this side. Usually positive, particularly when have had counselling. Sometimes they come back and say never heard anything at all.’ (Oph8)  

‘I’m always a bit nervous of giving (patients) every last little nuance of the benefits because the rules change and I’m always terrified I will not be quite up to date on the current regulations are.  So I usually say some generic thing like there are benefits to be had, particularly true of working age people, it does tap into a lot of extra help but I say you know there’s a lot of help that could be had whether you are registered or not and then I get a lot of patients to chat to ECLO who will elaborate on all those sorts of things.’ (Oph6) 

‘I’m fairly senseless when it comes to a list of benefits they are entitled to, I think the ECLO is brilliant at explaining the other benefits like tax, entitled to this and that, parking. I think the ECLO is ideal for that.’  (Oph9)

However, there may be a risk in consultants’ absolving themselves of being aware of the benefits of being C&R as it may mean they are unclear of how to advise patients.  Convincing patients in the appointment may be difficult as they have little information about the benefits of being C&R.  All health professionals stated they know little about patients’ experiences with SSDs or of being registered as they received little feedback from patients; 

‘Rarely get feedback.’(Oph10)

‘Because my role is now very clinical based so when patients see me they want to know how condition being handled.’ (Opt3) 

‘Don’t talk about (SS).’ (Nur3)

1.1E Incorrect assumptions about patients’ views 
One issue identified by a small number of health professionals that acted as a potential barrier / delay in the C&R processes was patients’ attitudes to being C&R. These health professionals stated patients often declined the offer to be certified and some argued they declined because of the stigma of being certified.  Only a small number of health professionals stated patients frequently declined.  A nurse said about 20% of patients decline (Nur2) but statements about how many declined varied; 

‘So many people who decline it. Quite a lot of people who feel they can cope as long as we can manage… I feel some people think they’ll be interfered with, that something critical will come of it. Large proportion Asian families who feel they support each other, they don’t need that.’ (Oph1)

‘A significant minority decline.’ (Opt3) 

‘Half (decline). They say there’s no advantage for them to be certified.’  (Oph11)    

Instead, more health professionals stated patients did not decline the offer to be certified;

‘Only very rarely are people not interested (in CVI) in my experience.’ (Nur3)

‘Most people want to be certified. Very rare, I can’t remember last person who declined.’ (Oph12)

‘(Declines happen) Twice a year.’ (Oph5)
‘Not that many, couple a year.’ (Oph6)

When asked if they encourage or discourage patients – not one interviewee said they discouraged patients from being certified.  However many did encourage those who hesitated, particularly ECLOs;

‘Explain what registration can make easier, can get SS support without registration and other support but does make life easier if you have the card… I wouldn’t bully someone into doing it.   Anyone who is on cusp, leave with RNIB’s booklet, ‘Benefits of registration’.’ (ECLO1) 

‘I don’t want to make decision for them but I give benefits for them. I let them know there are other forms of support; usually encourage to take it on. Usually I tell them to go home, think about it and let me know, you don’t have to do it straightaway.’ (ECLO2) 

‘I try to emphasise there’s nothing to lose, really only to gain from being certified. Trying to explain what the benefits might be.’ (Oph12) 

When asked why they thought patients declined certification, health professionals assumed patients declined because of so-called stigma attached to being C&R.

‘Some people don’t want to be (certified), don’t want to be labelled.’ (Opt2)

‘Being certified (is) very unpleasant for patients; you don’t want to be ‘certified’ as something do you?’ (Oph4)  

‘Not everybody is keen to be certified and the stigma attached to that.’ (Oph10) 

‘I think the few patients have declined perhaps feel there’s some sort of stigma associated with it.’ (Oph12)  

‘I think they decline because they are disinclined to be labelled, to an extent it does work as a label and that can have a negative connotation.’ (Oph5) 

However, in interviews not one patient alluded to problems with the labels or felt stigma associated with being certified or registered.

SSDs stated patients were unlikely to decline registration, as explained in Registration Stage 1.  Interviews with SSDs found stigma was only identified as an issue by two interviewees.  One rehabilitation officer stated young people were concerned the effect of being registered on job prospects (SS2) whilst another said people ‘don’t want to be labelled as disabled, like going on disability register, don’t feel sight is bad enough to go on register.’ (SS3) (35)

1.2 Patient experiences of Certification Stage 1
1.2.1 Lack of information about the C&R processes

By far the most common patients’ complaint about Stage 1 was the lack of information consultants provided about the C&R processes;

‘All of (loss of eye sight) began in 2004 but 99% of my knowledge of what is available to me has all come to me in the last 3-4 months, since I’ve been registered. (Interviewer: Was the information given to you by consultants of any use?) Nothing at all. Nothing.’ (Pat21)

‘(What did the consultant tell you?) Nothing, I didn’t get anything, learn anything from hospital at all.’ (Pat31)

‘Nothing whatsoever…It’s as though every time I go to the hospital, walk through the automatic doors, you’re in for a battle. You know you’re in for a fight …Battle to get anywhere or answer to anything.  In the position I was it’s the last thing I wanted.’ (Pat33)

‘All he did was fill out the forms and gave me a booklet, the RNIB one. That was it.’  (Pat39)

‘They didn’t tell me anything.  They said I’d see RNIB or council whoever comes for help.’ (Pat27)

Only a few patients received adequate information from consultants about C&R; 

‘(Doctor) said people are going to start helping you out, go on courses, joining group activities, make you start feeling better.’ (Pat35)

‘(Doctor) said your sight loss, this is the category you come in.  We’ll register you now as blind cause there’s different services you can access quite quickly and there are lots of things especially city council, check your home for lighting, give you some gadgets…white stick.’ (Pat5)

1.2.2 Patient views on timing of certification

Of the 46 patients interviewed, 20 patients stated they would have liked to have been certified earlier.  The main reason they wanted to be certified earlier was to receive support.  

‘I’d like to have known about it before… I have seen one (doctor) for a very long time… (new doctor) without any asking, she knew straight-away that I needed (certification)…Why wasn’t that available before to me?...I’ve been going there for years (Interviewer: Had your eyesight changed?) No, no, no. She offered without any prompting.’  (Pat10)

‘I really think I should’ve been registered before, although my eyes got worse, I’ve been having difficulties for some time, when I go out I can’t shop properly because I can’t see prices and things on shelf, I can see tins, but I can’t see what they are.’ (Pat17)

‘(Certification) earlier would’ve been useful (Interviewer: Would you have liked support earlier?) Course I would. (You can get support before you are certified, did they tell you that?) No. (Did you ask for support?) I didn’t know it was available.’ (Pat26)

Of the 46 patients interviewed, 17 said they were certified at the right time and many trusted the ophthalmologist to certify them at the ‘right’ time. 

‘I don’t know the medical side of (certification), so I don’t know if I should have been done earlier.’ (Pat23)

‘(Certification) could’ve been done earlier, you have to know things first afterwards to think ‘Oh I think it could’ve been done a lot earlier.’ (Pat40)

1.2.3 Patients initiating certification discussions

Despite many health professionals saying they asked patients about support to establish whether a patient was eligible for certification, most patients stated they were not asked about this; 

(Interviewer: Did anyone ever ask how you were functioning at home?) ‘No, no one ever asked, no support like that. (Were they just concerned with eyes?) Yes.’ (Pat42)

‘(Did doctor talk to you about support you had at home?) They didn’t ask me any questions about anything like that.’ (Pat17)

‘No communication between me and (consultant) - I was just a bystander…The eye hospital, their view is, we only look after eyes, we don’t look after the aftercare.’  (Pat21)

One of the consequences of patients not being certified when they felt it was appropriate was that they themselves prompted discussions about certification.  One in five patients interviewed prompted the discussion to be certified. Patients who prompted the CVI themselves were motivated after learning about the benefits of being C&R;       

‘I asked the doctor because my sight was so bad.  It was alright sitting in the eye hospital reading charts but I couldn’t see to get around.’ (Pat29)

‘I had to ask. I couldn’t see out of one eye. They were thinking everything was going to be all right but the vision never came (back).  (Interviewer: What prompted you to ask?) I found it difficult around objects, I was bumping into tables.’ (Pat42) 

‘I was expecting to go back to work.  By then it was apparent I wasn’t able to and so yeah, it was financial concerns…If I can’t work anymore I’ve got to sort something out regarding benefits and stuff… it had been bypassed by accident I don’t know. It was sort of desperation.’ (Pat31) 

Patients learnt about the benefits of being C&R from various places including; the RNIB, local support groups, family and friends.  One 20 year old with genetic disease described how she prompted the possibility of being certified after reading a RNIB leaflet; 

‘I spoke about it; they hadn’t mentioned it before …they said that’s fine, we will fill out form, they were ok about it but hadn’t spoken about it before.’  (Pat25)  

Health professionals other than ophthalmologists or optometrists also prompted patients to ask about certification.  Patients were prompted after visiting A&E or their GP; 

‘Three people told me in A&E that I’m SI and I said why hasn’t my consultant  told me that?... I couldn’t see at all.’ (Pat45)  

‘My GP wrote to them, asking them to register me. (GP) wrote letter in Jan/Feb and I was registered in March.  (GP) said it was very difficult to get people registered and said she couldn’t even get her own mother registered.” (Pat21)  

1.2.4 Patients report that poor continuity of care results in delays in certification 

A common complaint from patients during Stage 1 was poor continuity of care and the number of doctors they saw during Certification Stage 1, including many registrars.  They felt registrars did not sufficiently understand their history and that this affected when they were certified.  In two areas patients reported they saw many doctors over the period when their eye sight deteriorated; 

‘You never see the same doctor twice.  Majority are under instruction.’ (Pat39)

‘Never see the same doctor every time you go.’ (Pat21)

‘I saw a different consultant every time I went. Definite communication problem... I’m not moaning about their competency but I do feel that because I was passed around, which I think is the general thing, there was a breakdown on communication on several levels.’ (Pat31)

‘Always a different (doctor), records passed on from one to another, you’ll be lucky to see the same doctor.’ (Pat44)

‘If you don’t see the professor, you see someone under them.  And sometimes you see a different doctor and different doctor will tell you different things. Be nice if you saw the same doctor all the time.  Some people tell you one thing and others say another thing. ’ (Pat42)

‘You never see the same (doctor), this is one of the problems, you don’t get followed through or they don’t see how you’re getting worse.’ (Pat29)

Completing Certification Stage 1 appears to take longer when patients are seen by registrars. Whilst having registrars may save consultants time in the clinic, as registrars can only complete part of the CVI as it needs to be signed by a consultant, the C&R process takes much longer.  Consultants often depend on registrars to complete part of the CVI; 

‘because as a consultant (completing CVI) takes quite a bit of time… I just sign it at the end of it. Because otherwise it takes me too long out of the clinics to see other patients so they will do that and I will sign it.’ (Oph3)  

Not only did seeing registrars add another stage to the C&R process, at times patients stated the care provided by registrars and junior health care workers was poor;

‘It really was made clear to us it was all too much to do...In an appointment with a registrar, the consultant came in to see what was happening and confirmed grafts were deteriorating, there was nothing more they could do.  At that time the only option was an operation, another graft which would be 8-9 months away because of waiting times, which I knew, which was fine.  Consultant asked the registrar to certify me at that time as SI. He went out of the room, come back and said can you go wait in the waiting room a minute.  We did.  After 10-15 minutes, we were sat in the waiting room with all the patients, waiting to go in and he came out and in front of everyone else said ‘I’m very sorry, but at this moment in time you are wasting my time, I have other things to do. I will sort the paperwork out the next time you are in.’ (Interviewer: How long did you wait for next appointment?) 3 months…We did complain about that…Within 4-5 days I had more doctors on the phone to me than I’ve had in my life.’ (Pat33)

1.3 Additional effects on Stage 1

1.3.1 Payment for signing the CVI

When asked directly if the payment affected the numbers certified, most ophthalmologists stated it did not factor into their decision to certify a patient; 

‘It doesn’t take minutes of your time (to complete the CVI) and I don’t think someone wouldn’t register someone for not being paid.’ (Oph12)

The areas studied may have affected the findings regarding payment as in two of the areas studied, many consultants (but not all) donated their certification fees to support the ECLO or a local vision charity;   

‘(The CVI payment) is directly paid into our charity, local eye sight trust, to buy equipment for hospital…It’s a fantastic thing, the income to our charity has gone right up since we’ve been donating our CVI fee…I don’t think it should go to consultant’s income. If it was coming back to the department, to ECLO or charitable fund, that’s quite an incentive.  Make sure it comes back to department, not the Trust… I think it’s part of the job, not a thing that’s an add on.  Having said that, if it’s being used to pay an ECLO or into a charity that’s also an incentive.’ (Oph9)

This consultant went on to state that;

‘Clarification on payments wouldn’t be a bad thing.’ (Oph9)  

This issue is likely to become more complicated in England as Primary Care Trusts are replaced with Clinical Commissioning Groups which may lead to wider variation in payments for certifications.  

1.3.2 Widening access to sight saving treatments and diabetic screening

A small number of consultants suggested the reason for the decline in certifications is the widening access to sight saving treatments or the NHS Diabetic Eye Screening Programme.  
· ‘I actually think I have noticed the decline in the number of people I’m certifying…Whether the new treatments, Lucentis…I do get the impression I’m certifying less people. Hopefully not because I can’t be bothered to certify them - there doesn’t seem to be as many people who need to be certified and it may be the treatments.’ (Oph9)

There are a number of reasons why treatments are not the likely reason for the decline in certifications / registrations.  Firstly, the largest drop in certifications occurred before the introduction of anti-VEGF drugs.  Lucentis treatment was licensed by NICE in 2008 but the largest drop in SSI and SI registrations occurred between 2003 - 06.(36)
Secondly, if new treatments were reducing the need for certifications, the decline would be similar across the UK however, the decline in certifications varies across the UK and in some areas certifications are increasing.  This variation in outcomes may be due to variations in treatment, this requires further research.  

The NHS Diabetic Eye Screening Programme (DESP), which aims to reduce the reduce sight loss through early detection and appropriate treatment of diabetic retinopathy, was introduced over ten years ago, its effects on numbers certified and registered are also poorly understood.   Again, the effect of the DESP may vary as the percentage of the diabetic population receiving screening for diabetic retinopathy ranged from 7.4% to 91.8% (12-fold). The level of variation in the uptake of screening has been identified as ‘of great concern’.(37)
Box 1. Not a factor: The effect of new treatments on certification numbers
1.4 Improving Certification Stage 1

1.4A Hospitals, low vision clinics and SSDs working together 

One method to improve Certification Stage 1 is to improve health professionals’ level of awareness about the benefits of being certified and registered.  In one area studied the SSD made efforts to work with consultants to improve patients’ experiences of C&R.  This area used its Low Vision Service Committee – a multi-disciplinary group that meets every 4-6 months – to address issues that social services and its service users are picking up related to CVIs.  The SSD gives presentations in clinical governance meetings explaining the links between C&R and the provision of support at home and the direct relationship to financial/welfare entitlements.  One ophthalmologist explained how useful these meetings have been; 

‘Raised profile of low vision, (SSD) comes to clinical governance meetings, not one.  When new doctors come through to highlight how important it is, what they can do for patients, feeding back on some referrals that we make, those things make a big difference… (SSD sends) information to doctors, not protocol or guidelines but more information about what being registered means…So impressed with (SSD) and the people…(SSDs) so good at what they do…Patients feel confident about social services.’(Oph1)  

Others in the department confirmed these meetings were useful; 

‘We’ve had people in occasionally from social services for years and yes, I do feel confident about it. I know they’re going to be contacted. I’m not quite sure when. I think timescale is on from within two weeks or as soon as possible, I never believe those. But I generally say it will be several weeks. That would be one thing – I’m not sure when contacted. I’m confident they will be and all feedback I’ve had from patients is it’s a highly useful process, when they visit.’ (Oph9)  

‘(SSD) second to none…social services team - they’ve got superb reputation, rehab and social workers and in general, lot of positive feedback from patients.’ (ECLO2)

This SSD stated there are continuing challenges – particularly in translating consultants’ willingness and support in a meeting into action in a busy hospital environment.  

Another ECLO who worked with a hospital not under study stated they had been asked to raise awareness with clinicians at this hospital. These meetings were prompted after they noticed the number of certifications dropping; 

‘(SSDs) would come once a week, a set day, one of them, be introduced to all staff, have an opportunity to talk to the staff and they would sit in with the consultant so it benefited them, because they were learning about the department. But also it raised the profile of certification and the support side of things with all of the doctors and nursing staff. From then on, the referrals shot up…you need that liaison, to have a continual relationship, you need someone to liaise.’ (ECLO4) 

1.4B ECLOs role in Certification Stage 1

Another factor identified as improving Stage 1 is to send patients to ECLOs during this stage.  As consultants and registrars are under pressure in busy clinics, they depend on ECLOs to provide support and information to patients during Stage 1.  As a result, ophthalmologists stated ECLOs relieved some of the time pressures on clinics;  

‘My issue is about patient safety and how they can function as normally as they can.  I pass patients on to ECLO if available or nurses who take them through the advantages or benefits from the registration process. (Interviewer: Do you depend on others to discuss the specifics?) Obviously because of the clinic patient load (You don’t have time to do this?) Absolutely.’ (Oph10) 

‘I’m happy to provide what support I can but I’d readily agree that I don’t have the time and I don’t think I’m as good as the ECLO because I think most of us assume what patients want and need.  We spend our lives making decisions for them with our expertise and experience…I don’t have the time on the day…and the ECLO does and so wonderfully.’ (Oph1)

‘From a selfish perspective it means the clinicians in clinic can actually get on with what they do which is the diagnosing and allow the counsellors and the people who are working with that system to spend some time with patient and I think it’s better for the patients.’ (Oph3)  

An optometrist agreed that ECLOs were better and more cost-effective in supporting patients after they have been told they will be certified;

‘When you’re in a situation where you’re seeing patients in clinical setting you’re under a lot of pressure because you’ve got a certain number of patients to see and the time is ticking.’ (Opt3) 

ECLOs confirmed that consultants often left it to them to explain the C&R processes – either because consultants did not have time or did not know the details of the C&R process; 

‘To be honest, they’re (ophthalmologist) almost not interested, as long as patients are looked after.  They know that when they pass it on to me, it gets sorted and they know the patient is going to get support. They don’t have to think about it. They sign the form, not saying they are dismissive of it, they’re not…they’re quite committed to supporting the patient…they want to be able to pass it on, and know that it’s looked after so they can get on with their other job.’ (ECLO4)

‘If consultant asked me to be certified and I didn’t know what it was, I’d be scared cause I know it would be a quick 5 minute job, it would be ‘Your details are going to social services and they are going to help you.’  I don’t think that’s enough, I think you need to sit down with patient, take time with patient, (explain) these are benefits you are going to get…It’s like consultants say you are eligible for certification and registration - tick, tick, tick.’ (ECLO2)  

Patients were effusive in their appreciation of the support ECLOs offered in Stage 1: 

’ECLO very good at hospital.’ (Pat5)

‘ECLO offered help…gave me time to think about it…and I needed time…she was very sympathetic and did her job beautifully.’ (Pat2)

‘I must say that ECLO was brilliant. She talked us through what was going to happen, what we had to do, literally I didn’t do much after that… I literally came out of the door and met ECLO, I’m glad she was there because you come out and you think right? What now? What does it mean? What do I do? How do I cope? And she was there.  That made a huge difference to me…. ECLO is the most wonderful person.’ (Pat23)

‘After a long chat with her I went out happier than when I went in.’ (Pat33)

‘She’s been very good; I know that at any time I can call her.  She was a big help to me yeah.’ (Pat37)

Certification Stage 2 – Completing the CVI

As established, the CVI is completed by consultant ophthalmologists in some areas however in each of the three areas studied, others help to complete it including; registrars, optometrists, nurses, CVI team, ECLOs and secretaries.(38) Whilst there are a number of barriers in Certification Stage 1, in Certification Stage 2 there are also numerous delays that lengthen the time to complete this Stage.

2.1 Delays

2.1A Waiting for CVIs to be completed by consultants 
Secretaries and administrators admitted they are often contacted by patients who are waiting for the CVI to be completed or sent to SSDs.  One administration team said they receive phone calls every day from patients who are anxious for the CVIs to be sent to their local SSD;

‘You’re like an advocate for patient, they’ve been told ‘I’ve been certified, we have to get notes, contact consultant.’(Adm8)

‘I get calls maybe once a week (from patients).’ (Adm4)  

Other secretaries were vague as to whether or not patients waiting for CVIs to be completed contacted them; 

‘If they do, it’s because the consultant’s away.’ (Adm3) 

‘No, not often at all.’ (Adm6) 

‘No. not really.’ (Adm7)

One secretary was more frank and stated that the ECLO has transformed their services.  She acknowledged that in the past she had phone calls from patients querying where the CVI was but that this now rarely happened;

‘Rarely now that ECLO in post, she picks up a lot of this and she seems to be very good at the process and patients.  From my point of view we rarely get calls querying it any more…ECLO made a huge difference.’ (Adm5)

The administrative team who complete the CVI in one area stated it can ‘take a while’ for consultants to return the CVI to their office.  

‘We have consultants who are good and we turn them around almost immediately, within same week. We’ve had them kept for a number of months…We keep a log of every CVI we deal with, hand-written… we track (CVIs) on our system…We’re told they go astray, they can…happens particularly around Christmas…If you have consultant who keeps notes for number of months, you keep contacting them or ask patient to contact secretary.’ (Adm8)   

Some secretaries confirmed the CVIs take time to get out of the hospital, in some places consultants were identified as the potential problem, in others backlogs in the secretarial work were the problem;

‘Sometimes (CVIs) are there for a while, sometimes varies. Another consultant who gets a lot, he has a quick turnaround, he fills out the bulk of them, get one day and then a day or two after that…Can sit on desks longer if they are away, week or a bit longer. (Interviewer: Do you feel able to chase them up?) Ummmm (pause) it wouldn’t be any longer than two weeks.’ (Adm4)  

‘Problem is (CVI process) is as efficient as the people who use it and if people are leaving things on one side that’s where it will probably fall down…We turn letters around quickly, perhaps 4-6 weeks behind with output.’ (Adm2)

2.1B Sending incomplete CVIs to SSDs 

One of the main delays to completing the C&R processes is when incomplete CVIs are sent to SSDs.  Sending incomplete CVIs to SSDs can add weeks and even months to the C&R processes; it is an unnecessary delay for patients waiting for support.  Only one consultant stated they did not fully complete the CVI as they felt it was unnecessary;

‘The only bit I feel a responsibility for is writing down the vision, bit on epidemiology, so they’ve got a diagnosis. Not really for whether or not they live at home - I think that’s all done by social services.  I don’t really have time in my clinic to do all of that; I don’t think the patient needs me to do it.’ (Oph8)  

Instead of openly stating they did not complete the CVI, consultants frequently stated they spent very little time completing the CVI.  Two consultants stated it took a ‘few minutes’ to complete the CVI (Oph11, Oph12) and another said;  

‘It really doesn’t take very long. I can fill out a form in 2 minutes, they are so short.’ (Oph7)

The longest a consultant took to complete the CVI was 10 minutes (Oph9).   

Many SS interviewees suggested that as consultants appeared to spend so little time completing the CVI, and so many sent it incomplete, that they might have little value for it; 

‘Consultants are quite busy …they go tick, tick, tick.’ (SS2)

‘I remember sitting in a meeting with consultants and they were querying why CVI needed to have all information…they see it as another paper exercise they could do without when it’s helping to inform us as to a person’s situation and need or urgent need of support.’ (SS1)  

An optometrist agreed with this observation; 

‘I do think ophthalmologists put (CVI) at the bottom of the pile, I’m pretty certain they do.’ (Opt4)

With so little time spent on the CVI, SSDs and ECLOs gave many examples of hospitals sending incomplete CVIs; 

‘Sometimes (consultants) will sign the CVI and forget to ask the patient to sign it and I’ll have to contact the patient and send it out to them’ (ECO4).  

‘It’s just the basic stuff that’s wrong or missing – no telephone number, that shouldn’t be happening.’ (SS1, similar comments from SS4, SS8).  

One SSD estimated half of the CVIs they receive have the wrong or no telephone number and this delayed the C&R process;  

‘A lot of times they send CVI with no telephone number, I spend weeks getting (the phone number).’ (SS2) 

One SSD described how incomplete a CVI can be, describing a CVI they had received that week; 

‘Only the front portion was signed by patient, all clinical information was not completed at all.’ (SS1)

They went on to state this was not an isolated example ‘Colleague received same that week, just signed by patient and consultant.’ (SS1)  Other SSDs described how crucial information was not included in the CVI; 

‘The standard of completion of CVIs is extraordinarily poor, it’s crossed out and stuff like that…You have to tick whether SSI or SI, quite regularly they’ll have ticked the wrong box, crossed it out and then ticked the other one.’ (SS11) 

‘The ophthalmologist hasn’t indicated whether the patient is considered SI or SSI or has omitted to sign it or a page could be missing altogether. When this happens we have to send the CVI back with a covering letter which delays disability registration and can delay services for the patient.’ (SS5)  

One area stated the final section on personal information was incomplete on many CVIs, estimating that one or two a month lacked this information. (SS9) When CVIs are incomplete, SSDs either attempt to complete the form themselves or send it back to the hospital to be completed.

Consultants might wonder why they need to complete information in some sections if patients are going to be contacted and /or assessed by SSDs.  However, SSDs state that the information is crucial in helping them plan care; 

‘if you’ve got more information you know what you’re dealing with, so you know how to approach that phone call….….If I know what someone’s eye condition is I can then, using my knowledge, have an understanding of the particular difficulties that might be causing that individual without even speaking to them…patients don’t often know what their eye conditions are.’ (SS1)  

As such, shortening the CVI was not supported by many of those in SSDs; 

‘I think it’s important to maintain the level of information within document (CVI) because they wanted to shorten the document and I was thinking ‘Why? They don’t fill in the one they have now!’ (SS1)

2.1C ECLOs or Administrators working part-time/on holiday

That some hospital services exist on a funding knife-edge is demonstrated by the delays that occur when staff are away for a few days.  In two areas studied the administrative team or the ECLO check every certificate to ensure it is complete but this can delay the processes when these people are absent or on holiday. In two of the areas studied ECLOs were in part-time posts.  These delays caused by absences or holiday can amount to days or weeks.  This meant that if patients were certified when they were not in, they have to wait to be contacted by ECLO for the CVI to be completed; 

‘If I’m not in (consultants) put the notes and CVI in a box and tell patients I will ring at later stage…If I’m not there, cause I’m not full-time…it can be a bit drawn out.’ (ECLO4) 

‘When I’m in the office consultants tend to refer on to me, now that they are more aware of my role.  When I’m away either a note is left and I later complete (the CVI) over telephone.’ (ECLO2)  

2.2 Patient experiences Certification Stage 2

Patients often felt rushed and pressured during Certification Stage 2 and unable to ask many questions; 

‘Support at (hospital) it seems to be more rush, rush and you don’t really get the time to sit down and have as much support…they need to spend more time with the patients.’ (Pat25)

‘In a clinic only allowed a certain time with (consultant). It would be nice if you could have more time with them and they can discuss more about your eye.’ (Pat45)

‘Perhaps doctors should give you more time but there are times when I go in at 7:30 in the morning just to see consultant and I know he’s still there at 8 at night. I can’t blame them, it’s not their fault.’ (Pat33)

2.3 Improving Certification Stage 2

2.3A ECLOs / administrators completing the CVI

In one area social services said the number of incomplete forms has decreased since the ECLO was employed, stating that previously 10-15% CVIs received would send back as they were incomplete. (SS12)  During Certification Stage 2 ECLOs can have a significant role by ensuring the CVI is complete as well as providing support to patients.  Ophthalmologists explained the difference ECLOs made to providing accurate and detailed information to patients;  

‘We are lucky enough to have an ECLO.  If I’ve discussed it with the patient and they are interested and I will get them to talk to ECLO…ECLO is brilliant…(I) fill out diagnostic box, most of other stuff I leave to ECLO to have a talk to.’ (Oph6) 

‘Think the ECLO is brilliant at explaining the other benefits like tax, entitled to this and that, parking. I think the ECLO is ideal for that…I wouldn’t want to tell them the wrong information, I do tend to skirt over that and leave to social services or ECLO.’ (Oph9)  

‘Biggest positive for us has been the ECLO - irons out difficulties in liaising with different agencies and informing the patients about the benefits and the sources of help they can get.  Made a big difference in my practice.’ (Oph10)

Optometrists agreed that ECLO are useful in providing additional time and accurate information to patients during Certification Stage 2;

‘Rather than trying to tell them precisely what benefits they get…I prefer them talking to someone who knows what they’re talking about rather than me doing half a job.’ (Opt4) 

‘I much prefer (sending patients to ECLO) because when you’re in a situation where you’re seeing patients in clinical setting you’re under a lot of pressure because you’ve got a certain number of patients to see and the time is ticking.’ (Opt3)  

Rehabilitation officers also agreed that having an ECLO at Certification Stage 2 improved the C&R process; 

‘I think it’s probably better for the service-users who are at that stage, when at hospital. They are receiving information that will help them deal with situation, knowing there is help out there, knowing there is support out there.’ (SS1)  

Patients also said that seeing the ECLO at Certification Stage 2 provided much needed emotional and practical help and made this stage less distressing; 

‘I literally came out of the door and was met by ECLO and she took us to her office, cause it was a shock, it really was a shock, I was not expecting that. I was expecting them to say it was similar what happened in the other eye and I might be able to have injections.’ (Pat23)

‘I met the ECLO, who went through the benefits of being registered and all that…ECLO has been absolutely fantastic.’ (Pat3)

‘Yes. I met (ECLO) very recently…He wanted to know my situation and how he could assist me. Very helpful person! We are still in touch following my visit on that day and he has followed up with a phone call to me since our first contact.’(Pat16)

‘I found ECLO to be highly efficient, finger on the pulse and knew all the things we were entitled to.  Once she knows you’re going to be registered the consultant sends you to her office, she goes through it all with you, what you thinks you would need,  what could be useful to you.’ (Pat21)

An ECLO stated consultants use them to complete the CVI ‘cause they are under a lot of pressure in the clinic.’ (ECLO4)  As such, many consultants said it would be cost-effective and better use of their time if someone else completed part of the CVI;

‘(ECLOs) could fill out (part 3).  Asking do you need help in home, if there are mobility issues. The majority of people are retired, employment is not an issue.  Certain ECLO could fill that out.’ (Oph7)

(Interviewer: Could ECLO complete Part 3?) Yes, I think that’s an excellent idea.  It’s usually fairly obvious (the answers).’ (Oph9)

(Interviewer: Would you feel comfortable passing the CVI to someone like an ECLO or CVI team?) Yes, (completing CVI) does eat into clinic time, someone else can do it, explain to patients in more detail the advantages of being registered.’ (Oph2)

Certification Stage 3 – Sending the CVI to SSDs

The length of time each hospital took to send the CVI to SSDs varied a great deal.  The C&R processes are delayed simply because a completed CVI can take week or months to send to SSDs.  

Some consultants and their secretaries sent the CVI within a few days of seeing the patients but many took months to send it and there appears to be no reason for the difference in the delays.  One of the main problems SSDs found was the inconsistency in time it takes for hospitals to send the CVIs: 

‘Between 10 days and three or four months.’ (SS2) 

‘Some received few days later, others take 3 months.’ (SS4) 

The DH recommends the CVI be sent to the local social services department “within five working days”.  Across the three areas, interviews with hospital and social services staff and patients revealed that only very occasionally were CVIs sent to SSDs within five days. 

In each area studied the CVI was sent to SSDs by a different person - medical secretaries, CVI administrators or ECLOs.  As stated in the previous stage, in two areas ECLOs appeared to reduce the length of time in sending the CVI to SSDs.   

3.1 Barriers / Delays

3.1A Sending CVIs in batches

One reason why CVIs took long to arrive in SSDs was because secretaries or ophthalmologists left CVIs on their desks to wait until they have a ‘pile’ and then sent them in ‘batches’.  In all areas SSDs stated they received CVIs in batches; some SSDS received more CVIs in batches than other areas.  In one area SS said they can receive 15-20 CVIs one week and then 2-3 next couple of weeks (SS12).  Another stated; 

‘At the moment, the CVIs come through in batches…Some dates you know they’ve been hanging about a while, weeks, not months.’ (SS8)

This practice of sending CVIs in batches delays the C&R processes; patients wait longer for support and this may be delayed even further as SSDs are forced to prioritise patients when they receive CVIs in batches.  To prioritise these patients, they depend on the information in the CVI.   Patients are prioritised by need;

‘Depends whether or not have terminal illness, lives alone, age. Don’t tend to put on waiting list if 90 plus…we try and get out ASAP.’ (SS10)   

‘Live alone or those with no support, severity of sight-loss, common-sense really.’ (SS2)

In two areas SSDs stated that as well as screening patients based on information in the CVI, they used the date of registration; 

‘Any kind of emergency needs/safeguarding/needs are immediate and get prioritised. Otherwise go on waiting list and I get to those in sequence’ (SS12, also SS13).   

The information provided in the CVI is crucial as SSDs prioritise contact based on information in the CVI.   One rehabilitation worker described the typical CVIs they receive;

‘Generally you don’t have very much information on the CVI to prioritise. If I had the information I’d do it by those who live alone.  If you know it’s a sudden sight loss, but generally forms don’t tell you that.’ (SS11)  

‘If we get a certificate that’s got hardly any information on it then that doesn’t give me much prior knowledge to base my screening call on… I have no information about patient’s vision at all other than fact they have been certified as partially sighted, don’t know whether they’ve got any other health difficulties , live alone, so it doesn’t help us when receive certificates like that.’ (SS1)

3.1B CVIs lost between hospital and SSDs

Representatives from 10 different SSDs were interviewed and in each area they stated they had numerous examples of people contacting SSDs because they were told by the hospital that they were being certified and wondered why they had not been contacted by SSD.  In many cases, no CVI had been received by SSDs;

‘I do detective work and I’ve been told this person’s been to hospital, the hospital is saying there’s no CVI so something’s wrong (How often?) Often enough for me to notice it, three a month.’ (SS3)  

‘Patients are told by ophthalmologist that SS will call and I look and we never received that CVI ever, so then we call the hospital…if patient is not pro-active they would’ve never have received support and that happens more and more.’ (SS2)  

3.2 Patient experiences of Stage 3

A small number of patients described how they had to chase hospitals to send CVIs to SSDs.  These patients recalled their experience of waiting for their CVI to get sent to SSDs and their frustrations and feelings of helplessness; 
‘It took quite a while, and for (hospital) to send out information like CVI and all that. It took absolutely ages.  In the end I ended up getting my CVI from (Low Vision Clinic), which took a couple of days.  (Interviewer: Did you contact the hospital?) Yes, but the woman was really rude, she didn’t get back to me.  (Interviewer: Who?) Consultant’s receptionist, she never got back to me, quite blunt with me ‘Oh I’ll ring back’ but she never rang me back.’ (Pat25)

‘SS was a long time getting the information from the hospital…My son and daughter- in-law called them because no one contacted us.’ (Pat26)

A carer spoke about her husband; 

‘Consultant said condition entitles him to be certified but I’m not sure if it was written down that he was to be certified…(Interviewer: First time you were told he was to be certified nothing happened?) Yes, that’s right.’ (Pat28) 

One patient waited more than 6 months for a letter from a consultant explaining why her CVI had been delayed.  The delay in receiving her CVI meant she was delayed in receiving benefits so the delay in the letter being had substantial effects on this patient’s life;

‘I’ve been from department to department. We had to chase things up….Took a long time.’ (Pat40)

Not all patients have the confidence or knowledge about chasing hospitals or repeatedly contacting them.   

3.3 Improving Certification Stage 3 

3.3A ECLOs

Two ECLOs and a number of SSDs audited or monitored where the CVIs were getting delayed or lost.  They carried out the audits as they had many patients complaining about the length of time it took to secure support from SSDs.  One ECLO described the C&R processes when she first started her post; 

‘The CVI would go to the secretary who six months down the line would get around to photocopying, sending it off to visual impairment team. Which caused a major hold up…for some reason that side of the work felt a low priority for them.  So I’ve had to raise awareness of the high priority of being registered…I picked up that things were getting stuck in the admin side.  What I do now, I get the CVIs, finish it off, photocopy it 4 times, then I personally send one of the copies to social services so I know it doesn’t get stuck.’ (ECLO4) 
‘I keep record when we receive CVIs and the date of the CVI…it occasionally takes three months. Can happen anywhere with any hospital or doctor.’ (SS5)  

Where an Eye Clinic Liaison Officer (ECLO) is in place (or someone performing a similar role) and they are involved in the CVI process, there seemed to be fewer incidences of CVI being misplaced or going missing.  In addition, patients were less confused and more aware of the C&R process.  

Another ECLO sought to improve the relationship between SS and hospital and said they tried;

‘to build relationships, attending clinical governance, going every morning ‘hi, I’m here’…letting them know who I am…introduce myself to new doctors, new registrars…about building relationships, letting them know you are here, how you can help them.’ (ECLO2) 

Two rehabilitation officers questioned the value of the ECLO; in both cases they had little contact with ECLOs; 

‘I should (contact ECLO) more but you get used to doing so much…Sometimes they get in touch... (seeing ELCO) doesn’t affect my assessment, we have legal duty’ (SS2).

Registration Stage 1 – Initial SSD assessment

The length of time SSDs took to make their first contact with patients differed slightly in each area.  As established, the DH recommends SSDs should aim to contact patients within two weeks of receiving the CVI.  According to the interviews with SSDs, almost all of the ten teams interviewed stated they contacted patients within ten days of receiving the CVI.

The first contact made by SSDs was either by post or telephone.  

An issue potentially affecting the decline in registrations is that many refuse registration.  However, in interviews SSDs stated most people rarely refused registration.(39)
· ‘It’s not an issue normally around a person not wanting registration, by the time they get certified it comes at the end of an emotional process for them, not beginning…I can think of one person since I’ve been here who has not wanted to be registered.’ (SS3)

· ‘Not very often, in time I’ve done job, in 12 years, no more than 6.’ (SS13)

· ‘Most of the people I see end up requesting to be registered…Very rare that people don’t agree to that…Most choose to be registered.’ (SS1) 

· ‘I’ve been with (social services) 6 years, very few people turn it down, it’s not in their best interest.’ (SS2)  

· ‘Very rarely. The process of signing a CVI, they think they’ve already are registered by signing the CVI.’ (SS11) 

In an area where the administrator registers people upon receipt of the CVI found that; 
· ‘99% agree, see benefits of being registered … Never been told they do not want to be on register.’ (SS5)

Box 2: Not a factor: Patients choosing not to register?  
4.1 Barriers / Delays

4.1A Difficulties in prioritising patients due to incomplete CVIs

Certification Stages 2 and 3 outlined the difficulties when SSDs receive incomplete CVIs.  As shown, SSDs use the information contained in CVIs to prioritise initial contact, so when they are incomplete and SSDs either have to return the CVI to the hospital or spend time completing the CVI themselves, this delays Registration Stage 1. 

4.1B Length SSDs take to make first contact

In interviews with patients across each of the three areas there were examples of patients contacted within 10 days, within weeks and months of being certified.  But there were also examples of patients who stated they were never contacted by SSDs.  

In one area the SSD offered first contact by telephone and said it takes place ‘generally about 3-4 weeks, we’ve got quite a large waiting list’ (SS12).   However, it was more common for SSDs to give vague answers to the question of how long it took to contact patients the first time.  When questioned what they meant by statements that they contacted patients as ‘as soon as possible’, some SSD stated they did contact patients; 

‘Within a week, people wait no longer than a month, worst scenario wait four weeks.’ (SS10)  

However many were unwilling to state the length of time it took to contact;

‘As soon as I get it (Same day/month/week?) it just depends.  I might not be in.’ (SS11) 

One way SSDs met the 10 day DH recommended deadline was to automatically register all patients upon receipt of the CVI. (40)  The decision to register automatically was that few people refuse; 

‘In (my) experience, very few refuse.’ (SS12)  

‘Sometimes if we’re too busy, we add them on (to register), then when we contact them we take them off if need be. We get so many sometimes, we don’t want them to slip through the net…we always check with them at some point, a week or two, so rare people not want to be on it, do ask beforehand 95% of the time  (SS2).  

Using this method meant patients were posted material stating they have been registered but would often not hear again from SSDs for many months.  Two patients waited for SSD to contact them to discuss support after being sent a registration card in the post and were frustrated with this method; 

‘Apparently they were meant to put me in touch.  I’ve been on a waiting list for nearly 4 months and nobody’s got in touch with me…I’m still waiting; I’m still on a list.  They said sometimes it can take up to, cause they’ve got so many people to see, it can take up to a couple of months but 4-5 months is kind of pushing it really.’ (Pat42)

Another patient who waited four months to be contacted in person was frustrated with only receiving basic information in the post; 

‘I got the card…Just a letter with visual impairment card saying that I’ve been registered with SS. It was a bit shit…At the time I’d already had the shocking conversation that blew my world apart, it was a hell of a long time.’ (Pat3)

Many patients confirmed it took a substantial amount of time for SSDs to contact them.  

‘(Interviewer: How long SS to contact?) About 6 weeks, on the telephone… Nobody tells you where to go, don’t tell you what to do.  When you’re finished (at hospital), you’re out the door, and that’s the end of it. There’s no continuing after-care or direction for you.’ (Pat21)

Some were not contacted at all by SSDs, however as will be discussed, these claims can be problematic:

‘(Were you contacted by SS?) No one has contacted me.’ (Pat12)

‘I don’t understand the system, fed up talking to 7 people and nothing done.’ (Pat1)

‘I was waiting maybe a year on and off and I kept ringing up and (SSD) never get back.’ (Pat25)

A man in his 20s who was first registered as SI as a teenager and then recently re-registered as SSI had not been contacted by SS; 

‘I contacted DLA and they put me on register. (Interviewer: Did SS contact you?) No. (Local council?) No…I depended on them to ring me and let me know about everything. That’s the way it should be, it’s their job to ring me…I’m not capable of doing anything…It is hard for me. In the past, in schools, they helped me a lot when I was in school…I would like to talk to someone and get that extra bit of help.’ (Pat35)

4.1C Cuts to social services 

One of the reasons delays occur during Registration Stage 1 is that most SSDs (but not all) have experienced recent budget cuts.  These SSDs described how small changes in staff levels can have substantial delays to the C&R process.  In an example of how services are stretched as far as they can, one person on long-term sick can have serious impacts on waiting lists.  One area was reluctant to admit how long the this Stage took;

‘Within the last year we’ve gone through big changes in adult social services, member of staff off on long-term sick…has seriously impacted on waiting lists. Before person went it off it was about 3 to 4 weeks, now we’re looking at significantly longer.’ (SS6) 

Many local authorities have reorganised or are reorganising their SSDs and these changes have affected sensory care teams and the staff that service the C&R process. Many face smaller teams or being merged into disability or ‘re-ablement’ teams.  

‘I used to manage but there’s no one left to manage.  Reorganisation introduced re-ablement model...Have lost posts…freezing posts when people leave.’ (SS11)

‘Sensory team used to be part of bigger team that had two admin workers, did have bigger team, now have part-time rehab, no admin, manager not in the building, massive change.’  (SS6)

‘Used to offer sensory service, not a team but now overall Assessment Team…refer now to general social worker.’ (SS4)

One of the repercussions of losing posts is that rehabilitation officers have more responsibilities;

‘My role ranges from office admin to home visits and assessments, little bit of rehab in there and assessment review coordinator, lot of merging of the lines at the moment.’ (SS12)  

‘More and more pressure on rehab workers to take on all other duties as well…wonderful job, you help people, only so much you can do, they are just piling it on and doing anything but rehab. Rehab officers having to measure toilet seats, having to do pretty much everything.’ (SS2)   

One area has yet to feel impact of cuts, but is concerned;

‘Potential cuts (have a) huge impact on us, if getting rid of services then who’s going to deal with this? Sensory needs services…Unsure if in a year’s time I’ll be sitting in this office with my colleagues.’ (SS1)  

The effect of the cuts has the potential to create real obstacles and delays in the C&R processes. One of the hospitals studied had recently had two CVIs returned from two SSDs.  One SSD stated they 'did not request a CVI so will not accept it' and another SSD stated 'this child is no longer on our books so this is not relevant to us and we are returning the CVI’.   In both cases the SSDs were informed of their legal requirement to provide services for those who are SI or SSI.  This hospital also had experiences of local authorities returning consultant fee forms stating they are unwilling to pay; it was unclear if refusal to pay consultants affected whether or not the CVI was processed to registration level.  

4.2 Patient experience of Registration Stage 1

One of the consequences of Registration Stage 1 taking time is that patients become quite confused about what to expect and who is helping them.  Patients are confused as they see so many people in the C&R processes and it is difficult for them to distinguish who is helping them or who to turn to for help.  Many did not know who the ECLO was until the interviewer mentioned them by name, others were unaware they could ask them for help.  Similarly, many claimed SSDs had not been in touch but when prompted by the interviewer who mentioned names, they then admitted SSDs had been in touch.  Many thought Council Rehabilitation Officers were from the RNIB whilst others were unsure who they were; 

‘(Interviewer: Have you had a home visit?) Yes, from (name).  (He works for SS) Oh really?...I’ve had so many people call.  I know I’m registered.  I never really knew what was happening.’ (Pat25)

‘(Interviewer: Are you registered with SS?) I’m not aware of that…recently I was given a cash payment every month because of my need. (Blue badge? it means you are registered) I see. I’ve had my blue badge for 18 months…Nobody has offered anything… (SS) have come to my house with electric magnifying glass but not of any use… I didn’t realise (SS) was government based, I thought he worked with a company and because he lives (nearby) it was convenient for him to come here to visit me…I do have his telephone number…he’s a nice guy.’ (Pat12)

‘I was told yesterday I could go to the blind clinic…and they have an open day, find out what sort of things could help me and what I could get …No one else has been in touch. (Interviewer: That person is from social services, did you know that?) No, I didn’t know. (Who did you think they were?) Officials from blind centre, I thought all connected in some way, but didn’t think they were social services.’ (Pat17)

‘I haven’t heard from them (Interviewer: SS gave me your name, he works for social services.) Oh does he? (Who did you think he worked for?) RNIB.’ (Pat15) 

In addition, in one area the Council commissioned a low-vision charity to carry out rehabilitation services, so the Council may have ‘appeared’ absent, but the commissioned organisation was providing services.  

These finding challenges research about the length of time it takes SS to contact patients as many patients simply did not know who was supporting them.  

Whilst many patients were unhappy with the length of time for SSDs to contact them after being registered in the hospital, there were a number of patients in each area who were happy with the length of time it took SSDs to contact them and the support they received.

(Interviewer: When did SS contact you?)’Straight away…quite a few contacts with social services. The attention they’ve given us has been marvellous. We haven’t really had to wait for anything.’ (Pat13) 

‘Shortly after, almost immediately after contacted me and put me on their register.’ (Pat22)

‘Took less than a month. (Interviewer: How did they get in touch?) Letter.’ (Pat40)

‘The doctor registered me and a few weeks later I received letter from social services asking me questions about my situation.  I answered the form and said I need to be registered.’ (Pat41)

‘I think they’ve done all they can for me, they’ve rung up recently, offered help if I need it. At moment I seem to be coping.’ (Pat32)

‘Very quick.’ (Pat31) 

(Interviewer: When did social services get in touch?) ‘Not long after, they were pretty good, from what I remember that was quite a good service from city council. (Did you have a home visit?) Yes, it was good, very good.’ (Pat5) 

‘Council sent letter to say advised by eye hospital that I am SSI. (How long did it take for SS to contact you?) Quite quick, didn’t ask me, just did it.  All people are starting to call now and offering to help.’ (Pat30)

‘About 10 days later’. (Pat34)

‘I didn’t really have to go look for anything.  (Interviewer: How long take?) Not long.  Weeks, sent information through post, all forms needed to apply for blue badge, go on the bus.’ (Pat23)

‘Takes about a month, you have to send off, you have to wait for proof for eye hospital, I wasn’t treated too badly, they rang up and asked is there anything you need and I said (charity) helping me…so I never got anyone, I don’t really need it.’ (Pat29)

‘(Once received letter what next?)  Telephoned by a social worker…talk though issues I was having…he was going to send out a talking watch (Assessed you over the phone?) yes (Happy with that?) yes, didn’t see that as a huge issue, nurse by trade …used to how NHS/government services…(Offer home assessment?) No. (How long after assessment did he call you?) Probably a couple of weeks.(Pat3)

Others said it took a bit longer but did not feel it was a problem; 

‘Taken a while well,  it’s not worried me at all. (SS) coming to see me next Friday.’ (Pat15)

‘They’ve been in touch, but no one’s come to see me.  (Did they offer?) Yes.  They probably haven’t had time. (SS) telephoned, sent leaflets of what I could buy to help me, over dials, washing dials. I’ve tried, bought some of them; I’m battling on with it. (SS) said would I talk over the phone, I said I’d rather someone come to the house.  He said someone would come.’ (Pat27)

‘I had phone call from social worker to tell me you’ve been awarded PS… gave me RNIB number, Action for Blind, all booklets, gave me (travel) pass, said we’ll be in touch but they are so busy. (Interviewer: Is that ok to wait?) Yes, that’s fine.’  (Pat45)

Registration Stage 2 – Second SSD assessment

The second contact made by SSDs was a full assessment.  This Stage is either carried out over the telephone or in the patient’s home.  The length of time for SSDs to carry the second full assessment varied much more than the first assessment; that is, Registration Stage 2 took much longer to complete than Registration Stage 1.  The DH and Social Services Inspectorate recommend these assessments be carried out within 4 weeks of receiving the CVI, however SSDs themselves stated it frequently took longer, in some cases much longer, to carry out a full assessment.  

Many in SSDs stated patients welcomed the chance for a home visit but sometimes they had to convince patients it was a good idea;

‘(It’s) not an easy decision to make about what services they need. Some people when you contact them think ‘I’m doing fine and I don’t need any help’ but that’s where I use my experience to dig a bit deeper and ask questions about mobility, daily living skills and tasks to see how they are managing. I always say it’s not going to do you any harm to have an assessment it can only benefit you because if there are any issues then hopefully we can address those issues.’ (SS1)

5.1 Delays

5.1A Length of time to contact

Whilst home visits occur in each area, the length of time it takes for these visits to happen varies widely.   Very few SSDs were able to offer full assessments at home within four weeks.  In one area the SSD stated they consistently met this deadline;  

‘We see (patients) very quickly.  The waiting time from when you receive the CVI to when people get seen by rehab officers is maximum two weeks. So that’s pretty quick isn’t it? I don’t think we could be doing any better. I don’t’ think I could be any more efficient cause I process as soon as I get them.’ (SS5).   

Another area stated they met the four week deadline for urgent patients but took longer to assess others; 

‘Depending on screening call - if urgent – (we see) within one week.  If they are burning themselves we will go straight away…or they go on waiting list…few months.’ (SS1)

Some areas stated they simply do not see patients as often as they want to, if at all;

‘Preferably we see people face to face after they’ve seen the consultant and after they’ve signed the CVI, Practically speaking that very rarely happens though, 10-15% of people we register we get to see.’ (SS12)    

A patient in this area confirmed that not all were offered home visits.  A 71 year-old woman certified as SI stated she was not offered a home visit:

‘(Interviewer: Were you offered a home visit?) No, just on telephone. (Did they offer?) No, just talked to me on phone.’ (Pat4)

5.2 Patient experiences of Registration Stage 2

Many patients referred to the angst and anxiety of waiting for SSDs to contact them after being certified in hospital.  However, whilst there were patients in each area that complained about the length of time for the full assessment to occur, there were patients who were happy with the length it took for a full assessment to be offered.  In one council patients reported home visits happening with one month of being certified in the hospital whilst others stated they were never offered home visits and yet other patients reported waiting a long time for a home assessment. 

In more than one area patients reported waiting at least 7-9 months for a full assessment/home visits and many were frustrated.  One person certified in August 2011 waited until March 2012 for home visit (Pat39).  

‘Sensory team came, after about year, happened within last few weeks. There was a backlog.’ (Pat40)

Patients in these areas depended heavily on charities to provide support and pointed out that they themselves were responsible for contacting charities.  As such, many went without support until they found out the support was available to them (See 5.3A).  

Patients in all three areas found full assessments, and home visits in particular, very valuable: 

‘A lady came, from RNIB to the house... she got me a clock, that was very good, about being registered…, she made his placemat blue, she gave him a talking clock which has been useful.’ (Pat20)

‘(Social services) came to house, took a few months, very helpful, have magnifying glass that lights up, other glasses.’ (Pat26)

‘Visited me two times…brought things for me to use. The stick…magnifiers…I have them all… (SS)’s very good. (SS)’s a good man, you can see. He cares about people.’ (Pat41)

‘They said when you’re ready and I said I’m ready now…Pointed me in the right direction where I can actually get some help…(without this help) I would’ve been sat at home…not going out whereas thanks to them I’m out every evening now.’ (Pat14)

‘Been twice. He put knobs on my cooker.  He made suggestions and they are coming through, like large size newspaper, (was this helpful?) oh yes…I’m grateful for all of them.’  (Pat30)

‘(Social services) came to assess me…I had occupational therapy, gave me lots of gadgets different things to help, telephone with large numbers, talking scales which helps me to cook, one of the things I liked doing but had to give up.’ (Pat37)

The practical assistance that results from these full assessments was most often valued by patients; 

‘Social services sent aids, very good, one for liquids, talking alarm, watch, thimble stick. Hospital gave me magnifier.’ (Pat34)

‘I faced my fear thinking I’d never walk in the dark anymore and thanks to (SS), they’ve trained me to walk in the dark…Thanks to social services they’ve trained me very well.’ (Pat14)

‘Offered several courses that will help. Physical things like a watch with very big hands, torches, lamp - those sorts of things.’ (Pat22)

‘Issued me with bus pass, made me more mobile, fold up white stick, recognition stick, helps an immense amount…using white stick…as soon as I had white stick, helped me very much...financial and support from (charity) and helping to fill out forms, help was first class…Extremely helpful.’ (Pat31)

‘Helping me get more mobility has been beneficial…When I was registered I didn’t know I could get DLA or anything else.  As soon as I got in touch with (local vision charity), they took over and said we can do this and do that.’ (Pat33)

Having a ‘point of contact’ - someone to offer support or advice if needed – was also particularly valuable to patients.(41)   Patients from two different areas stated their local social services provided this point of contact; 

‘I don’t use a lot of the services, but to know that there are so many things available, it’s the availability of it, and also the fact I have a phone number and a contact number should I need further assistance… You don’t feel isolated… To know there is help at the end of the phone is highly reassuring… I think there’s an enormous amount of help, I’m quite surprised at the volume of help. Council superb.’ (Pat21)

‘I have phone numbers I can ring up should I need any help or should things change.  I’m quite happy with that.’ (Pat8)

5.3 Improving Stages 4 and 5

5.3A Involvement of Third Sector organisations 

In many areas the third sector played a key role in providing support to patients who were extremely grateful for this assistance.  Where support from SSDs took months to arrive, the role of the voluntary sector was invaluable:  

‘I can’t fault Action or RNIB.’   (Pat23)

‘Provide better support than at hospital.’ (Pat25)

‘You can’t get anything if you are SI, except for charities. Action for Blind, RNIB, somebody asked me there if I was registered SSI and 3 months later someone came and taught me how to use the cane.’ (Pat29)  

‘I’m well pleased with support from RNIB.’ (Pat30)

‘It’s quite confusing. When you go for assessment, the form, we took it to Age Concern because it’s a crazy form, for attendance allowance, Age Concern was brilliant, stuff like that people would be in a complete panic quite honestly if you were on your own and you had to come home on your own and then you suddenly got to cope with all this stuff.’ (Pat5)

‘Only information I got was from RNIB.  Best avenue to go down.’ (Pat31)

‘RNIB are very good. I only have to mention something in passing and somebody’s on the phone saying we could do so and so, do this for you.’ (Pat33)

‘RNIB were marvellous.’ (Pat37)

‘Learned more in support group than anywhere else.  We contacted Action for Blind and they helped filled out forms with… I’ve learned more from RNIB/Action than anyone else.’ (Pat39)

Chapter 5: Conclusions and Recommendations

The aim of this research was to examine the inconsistent decline in the number of certifications and registrations issued since the new CVI was introduced.  When the C&R processes ‘work’, patients access support within weeks.  However for many patients the C&R processes are drawn out, complicated and fraught with frustrations.  

Analysing the C&R processes by Stage reveals there are numerous barriers and delays (See Figure 9).   The key factors in the C&R processes that may reduce the number of CVIs and registrations issued are at: 

· Certification Stage 1: Failing to certify at the appropriate time/ or at all

· Certification Stages 2/3: Failing to complete the CVI and/or failing to send to SSDs 

· Registration Stage 1: Failing to register patients, who agree to be registered, upon receipt of CVI 

Numerous people are involved in completing the five Stages in the Certification and Registration processes.  Each of these professionals – ophthalmologists, registrars, optometrists, medical secretaries, CVI administrators, ECLOs, Rehabilitation Officers, social services managers and administrators – have the potential to create barriers and delays or to hasten the C&R processes.  

Certification Stages 1-3 differed in each of the three areas and each consultant’s practice also differed within hospitals.  These differences contributed to the variation in the quality of services offered to patients.   

Registration Stages 1 and 2, completed by SSDs, differed in each of the three areas in terms of the length of time it took to contact patients, but the actual services they offered were fairly similar.  The differences in the way the Registration Stages were carried out also contributed to the variation in the quality of services offered.  
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Figure 9: The Five Stages of Certification and Registration and their main barriers/delays

The main barriers to being certified are;  

· The uncertainty of when to certify, particularly for people with long term conditions such as glaucoma or diabetic retinopathy
· External pressures to reduce certification rates

· Clinicians regarding certification as end of process, not a route to services and therefore failing to offer certification when patients are eligible
· Poor awareness of the benefits of being certified and registered leading to failure to offer certification as clinicians saw no need/little value to patients 

· Incorrect assumptions about patients’ views and believing patients do not ‘need’ to be certified

· Lack of clarity regarding payment for signing the CVI 

This research also identified additional barriers that require further exploration as they were not adequately addressed by this research but were raised during interviews: 

· Better understand patients reluctance to initiate the C&R processes (by not attending or making ophthalmology appointments)

· The impact of treatments in reducing the numbers offered certification
Additional barriers were identified, although many were delays, but each of these delays could result in a barrier (where a CVI could be lost or a patient is left for many months without any support or information);

· The length of time for consultants to complete CVIs 

· Sending incomplete CVIs to SSDs 

· The length of time for CVIs to be sent to SSDs 

These delays do not necessarily affect the numbers certified or registered, but can substantially affect a patient’s life and their physical and mental health.  

Many hospital and social services staff were unaware or made assumptions about what the C&R processes were outside of their own experience.  This meant hospitals often ‘blamed’ SSDs for problems and SSDs ‘blamed’ hospitals – there were few examples where people admitted their own department could do better.  

It is possible to provide timely support to patients during the C&R processes – many patients stated this is an overwhelming time but hospital and social services can help to alleviate the stress and they were genuinely thankful for all the support they received.  However, other patients were frustrated, often extremely, with the inconsistency and confusion they experienced during the C&R processes.  The lack of information and clarity of the process, through all five C&R Stages was a common complaint.  

In each of the three areas studied, there were examples of good and bad practice and stories of both grateful and frustrated patients.  This demonstrates it is possible to provide straight-forward and good quality C&R processes. 

Recommendations

Actions

The primary recommendation is to produce good practice guidelines for all stakeholders in the C&R processes to reduce variation and waiting times and improve the quality of service.  Guidelines should include length of time to complete each of the five C&R Stages.  Patients should be made aware of these guidelines and the recommended length of time to complete each stage.  

Establish formal relationships between ophthalmology departments, low vision clinics and local social services
As shown in one department under study, a more formal and consistent relationship between ophthalmology departments and SSDs can help to improve understand of the benefits of registration and the pressures hospitals are under.  These multi-disciplinary working relationships can include opportunities to jointly audit and monitor local C&R processes to improve the quality of service offered to patients.  

Consider who completes CVI

As many patients and health professionals found ECLOs or a dedicated CVI team extremely helpful in completing the CVI and improving the C&R processes, they can be given more central roles in completing the CVI.  This should happen consistently in departments, with all health professionals, including registrars, ophthalmologists, optometrists and medical secretaries understanding the roles and responsibilities of ECLOs/CVI teams and their potential to be partners in completing the CVI.  Research can help to understand whether when ECLOs complete CVIs they reduce time pressures in clinics and improve cost-effectiveness of the C&R processes.  

The possibility of registrars and/or optometrists completing CVIs should also be better understood. 

Only one consultant warned of the problems of recommending others help to complete the CVI.  Her point is valid; any changes to who completes the CVI should consider how the form is passed on;

‘It’s much easier to fill in the form…if it’s a long standing patient, I can probably fill it in from memory…in practice it would probably take longer for me to track someone down and do it, by the time I’ve gone and found someone and stood in queue.’ (Oph11)

Sending CVIs for analysis
Although this research did not look specifically at whether CVIs are sent to the certification office at Moorfields, it is important to understand who is responsible for this task.  There is no obligation for hospitals to send CVIs to Moorfields, and research (42, published after the fieldwork for this report was carried out) shows some local authority areas have a higher registration rate than the certification rate, meaning some hospitals are not sending copies to Moorfields when they send copies to social services. In light of the public health indicator, it should be made mandatory to send each CVI to the certification office at Moorfields to accurately reflect the number of certifications in each area.  

Ensure introduction of new PH indicator does not penalise consultants.
Certification will become a metric for levels of avoidable sight loss in England for the public health indicator.  The numbers certified in each hospital should not be regarded as a reflection on the effectiveness of consultants (i.e. high numbers of certification = poor treatment).

More ECLOs and full-time

When asked how to improve the C&R process, many health professionals and patients suggested more ECLOs and with more consistent hours; 

‘It would’ve been better to have someone else to talk to.’ (Pat33)

‘I definitely think involvement of an ECLO or similar person who bridges the gap, who’s there for patients and advise doctors because a lot of the questions you’ve asked me I don’t know the answer across the board, just in my area, whereas ECLO knows what we’re all doing and he can share that, it’s an important link for us as well.’ (Oph1)

Clarify CVI payment
In order to remove the effect of payment on the C&R processes, there should be consistent payment for all consultants.  
Improve information provided to patients
Patients should be provided with information prior to the first Certification Stage.(43)  Patients also suggested a number of areas where they would like more and better quality information;    

· Provide information for patients with sight loss in one eye and how this impacts the C&R process

Patients and health professionals requested more information specific to certain eye diseases, aimed at younger ages or cultural groups; 

‘Address certain age groups like young people…how to encourage certain cultural groups to take what’s on offer…use of Imams or religious establishments, going to mosques and churches.’ (Nur1)

‘I’ve never known anyone with what I’ve got or similar that’s quite young and think (more information) would be quite helpful.’ (Pat25)

‘Provide information to patients of working age, who ask different questions to retired patients.’ (Oph6, see also Oph8, Oph1)

‘I’m only 40 and I’m surrounded by 80 year olds and that’s what’s always difficult …get some younger people into clinics to talk about relevant issues …I have issues with my macular but I don’t fall into age related macular degeneration, we have very different issues, my main one is to keep my job.’ (Pat3)

Examine implications of registration being ‘opt out’ rather than ‘opt in’

As so few patients refuse registration, create a nudge to reduce the likelihood of the C&R process taking longer: make registration opt out rather than opt in.  

Amend the CVI

28 patients were asked if they would mind an additional question added to the CVI asking permission to share their contact details with the RNIB or a local vision charity.  In a demonstration of the value of their role, 27 agreed this was a good idea, many were surprised this did not happen already.  This would enable the third sector to offer timely support.

Implement Electronic Certificate of Visual Impairment

One consultant without experience of ECVI suggested them as a way to improve the C&R process was to have; 

‘Electronic forms, it would simplify the process, not as time consuming.’ (Oph10). 

Similarly, secretaries who were not aware of the ECVI also suggested it as a way to speed up the C&R process: 

‘Electronic form, not anything complicated, if something quick to whiz off, so flagged up to social services that this patient needs contact.’ (Adm2)

A manager in social services also supported the use of ECVIs;

‘I think if we got electronic CVIs that would change things overnight.  I think people would not then have to wait….That’s when you need the support, not one month down the line…If we received CVI instantly, we could contact them that day. We wouldn’t have to wait for delayed post.’ (SS10)

One consultant who carried out a number of outreach clinics warned of the need for good access to equipment to complete the ECVI;

‘Only problem is some rational way of doing, so it doesn’t take longer to fill it in or find a computer that would allow you to log into system.’ (Oph11)

The current Electronic CVI (ECVI) project aims to collect better quality data and provide up-to-date readily available information on sight-threatening eye conditions in England and Wales.   In one area where ECVIs were sent to SSDs, all stakeholders agreed it reduced the length of time for C&R Stages to occur.  

Actions for specific stakeholders

Ophthalmologists, registrars, optometrists, nurses 

· Patients who are eligible for CVI should be offered certification regardless of the treatment regime. Create standardised care pathway within ophthalmology departments to ensure certification is offered to all eligible patients, regardless of treatment. 
· Acknowledge the uncertainty of certifying patients with long term conditions such as glaucoma or diabetic retinopathy.  Consider ways of making the offer of certification more consistent.  

· Regardless of the eligibility for certification, offer support and contact with LV services for patient struggling functionally who are not yet eligible for certification.  

· Offer certification when patients are eligible so that patients can manage sight loss over a period of time and better adapt to living with their sight loss.  

· Better inform themselves of purpose and benefits of C&R.  

· Better and more consistently inform patients what the steps are in the C&R processes in order to reduce patient anxiety.     

· Better communicate the C&R processes to patients, considering that patients are aware they are losing their sight and want honest communication. 

‘Be more honest with me about what might happen because that was never described…rather more honest and truthful than getting my hopes up…3-4 months beforehand I was driving, I was at work, I could do whatever I wanted and a few months down the line I can’t even go out the door unless somebody takes me.  The registrar just wasn’t in the least bit concerned.’ (Pat33)

· Audit how complete CVIs are and whether the role of others in completing the CVI (ECLOs, CVI team) leads to more complete CVIs.
· Ensure accurate information about cause of CVI is recorded on the form. The proposed public health indicator is based on the proportion of CVIs that are due to age related macular degeneration (AMD), glaucoma and diabetic retinopathy.  So forms must be accurately completed with this information.

Administrators / Hospitals / ECLOs / Rehabilitation Officers 

· Send completed CVI form to SSDs within 1 week

· Consider who is best placed to send completed CVIs quickly - ECLOs or secretary or designated administrator/team

· ECLOs and social services initiate proactive relationship with each other

· ECLOs who are based primarily in secondary care need to integrate into social care processes

Social Service Departments 

· Contact patients within 10 days of receiving CVI

· Offer full assessment / home visit within 4 weeks of receiving CVI

· Offer consistent quality of service for initial and full assessment

· Analyse and publicise how cuts to social services are affecting the C&R processes and the support offered to SSI and SI patients

RNIB
· Revise ‘What registration means’ booklet (including title)

· Make available in a larger print format

· Consider one page sheet with key benefits aimed at patients and distribute to ophthalmologists, optometrists and medical secretaries.  

· Consider developing a booklet that would accompany ‘What registration means’ that more directly addresses the time before certification.  

RNIB or Social Services Departments or Royal College of Ophthalmologists 

· Provide one page sheet with key benefits of being C&R aimed at health professionals (e.g. ophthalmologists, optometrists, secretaries, registrars) who advise patients during the C&R process.  

‘List of benefits would be useful as well.  Having a little thing stuck on wall perhaps listing key benefits would be a little reminder.’ (Oph9)

Royal College of Ophthalmologists 

· Monitor / audit certification levels in ophthalmology departments, e.g.: 

· Assess if people being missed who should be certified 

· Assess if CVIs are fully completed and whether certain consultants are more likely not to complete the CVI

· Assess how many patients are certified by each consultant / compare clinics   

· Assess length of time to send CVI to SSDs (compare date of CVI to date posted)

· Examine the role of registrars in completing CVIs and how this may delay or improve the C&R processes, analyse possibility of registrars completing CVI.
· Communicate to members that issuing CVIs is not a sign of failure and that certification is part of the Ophthalmologists duty of care to patients.

· Highlight importance of functional support to patients.
· Create pathway for patients who have been discharged from the Hospital Eye service, have subsequently experienced further sight loss and are then eligible for certification.   

DH and ADASS 

· Review recommended timescales to contact: 

· Length of time for CVI to be sent to Social Services after patient signs the CVI

· Length of time for SSD first contact after receiving CVI

· Length of time for SSD assessment to be carried out after receiving CVI

· Maintain the register of blind and partially sighted people. Set standards of how local registers are updated and how this information should be shared locally. Use this data as an additional tool to help monitor and improve the C&R processes.      

· Better understand the relationship between rehabilitation officers and hospital eye services.
· Build better links between hospital eye services and hospital low vision services. 

Future research

Numerous issues were identified as potential areas of research:

· How Certification Stage 1 can be made more consistent, so that people are consistently offered certification at the same point.   

· The most efficient and effective (not just cost) method of completing the CVI.  This research suggests ECLOs are well-placed to complete the CVI after the consultant completes visual acuity information and the primary cause of visual loss.  

· Understanding the role of optometrists in completing the CVI. 

· Understanding if eligible patients are not offered certification and better understand if this is a significant barrier in the C&R processes.  

· Better understand the number of patients who decline certification and reasons why. 

· The impact of CVI payments on how ophthalmologists decide who to certify and consider how the change from PCTs to CCGs will affect payment and effect on the C&R processes.  

· The difference of contacting patients by telephone or post as a first contact by SSDs.  

· The effect of delays in offering support from social services – including the effect on patient’s mental and physical health, effect on carers, effect on use hospital and GP.  

· Whether registration should be opt-out rather than opt-in.

· Examine how local authorities update registers and how this information is shared locally.  

· The effect of ECLO on C&R processes.  For example, analysis of CVI rates where ECLOs are located compared to areas where there are no ECLOs.  

· Whether the C&R processes unfairly disadvantages certain groups, for example, the elderly, black and minority ethnic groups. 

· Understanding the C&R processes across a wider number of areas including rural areas and areas outside of England.  
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Appendices

Appendix 1 - Definitions of SI and SSI

The National Assistance Act 1948 states that a person can be certified as severely sight impaired if they are “so blind as to be as to be unable to perform any work for which eye sight is essential” (National Assistance Act Section 64(1)). The test is whether a person cannot do any work for which eyesight is essential, not just his or her normal job or one particular job.

Only the condition of the person’s eyesight should be taken into account, other physical or mental condition should be ignored. The main condition to consider is what the person’s visual acuity is. Visual acuity is the best direct vision that can be obtained, with appropriate spectacle correction if necessary, with each eye separately, or with both eyes together if a person has both. Visual acuity is tested to Snellen’s type.(44)
Severely Sight Impairment (Blind)

“Generally, to be registered as severely sight impaired (blind), your sight has to fall into one of the following categories, while wearing any glasses or contact lenses that you may need: 

· visual acuity of less than 3 / 60 with a full visual field 

· visual acuity between 3 / 60 and 6 / 60 with a severe reduction of field of vision, such as tunnel vision 

· visual acuity of 6 / 60 or above but with a very reduced field of vision, especially if a lot of sight is missing in the lower part of the field.”(45)
The Department of Work and Pensions defines SSI slightly differently.  According to the DWP, SSI is when a person is; "so blind as to be unable to perform any work for which eyesight is essential. This is equivalent to 100% disablement for the DLA deaf/ blind deeming provision.”(46)
Sight Impairment (Partial Sighted) 

“To be registered as sight impaired (partially sighted) your sight has to fall into one of the following categories, while wearing any glasses or contact lenses that you may need: 

· visual acuity of 3 / 60 to 6 / 60 with a full field of vision 

· visual acuity of up to 6 / 24 with a moderate reduction of field of vision or with a central part of vision that is cloudy or blurry 

· visual acuity of up to 6 / 18 if a large part of your field of vision, for example a whole half of your vision, is missing or a lot of your peripheral vision is missing.”(47)
There is no statutory definition of SI, but in practice this category refers to persons who, although not blind within the meaning of the 1948 Act, are substantially and permanently disabled by defective vision caused by congenital defect, illness or injury.(48)
The Department of Work and Pensions also defines SI slightly differently.  According to the DWP, SI is when a person is; “substantially and permanently handicapped by defective vision caused by congenital (present at birth) defect or illness or injury."(49)
Tables 1A and 2A below summarise the definitions of certifiable visual impairment for both SSI (blind) and SI (partial sight) as per the definitions above. These tables have been adapted from tables published in the British Journal of Ophthalmology in 1998 when the BD8 was in use.(50)
The two tables need to be viewed together. Whilst the first focuses on the level of visual acuity in the better eye for eligibility of certification as SI or SSI, the second table offers guidance for the definition of visual field loss. The categorisation of visual field offers quantitative and measurable definitions for the open qualitative definitions of visual field loss described above.

These tables can be used together to provide simple and easy reference for guidance to ophthalmologists. 

	Visual acuity
	Visual field code (see Table 2A)
	Visual field code (see Table 2A)
	Visual field code (see Table 2A)
	Visual field code (see Table 2A)
	Visual field code (see Table 2A)

	
	1 or 2 
	3 
	4 
	5 
	6

	>6/24
	SSI (Blind) 
	SI 

(P Sight)
	
	SI

(P Sight)
	

	6/36 or 6/24
	SSI (Blind) 
	SI 

(P Sight) 
	SI 

(P sight) 
	SI

(P sight) 
	SI

(P sight) *

	6/60 


	SSI (Blind) 
	SI

(P Sight)
	SI

(P Sight) 
	SI

(P Sight)
	SI

(P Sight)

	3/60 


	SSI

(Blind) 
	SSI

(Blind)
	SI

(P Sight) 
	SI

(P Sight)
	SI

(P Sight)

	<3/60 


	SSI (Blind) 
	SSI (Blind) 
	SSI

(Blind) 
	SSI

(Blind) 
	SSI

(Blind)

	<3/60 
	SSI (Blind)
	SSI (Blind)
	SSI (Blind)
	SSI (Blind)
	SSI (Blind)


Table 1A: Definitions of certifiable visual impairment

· SI: Sight Impaired (Partially Sight) 

· P sight = Partially sight.

· SSI: Severely Sight impaired (Blind) 

· *If media opacities/aphakia.

	Category
	Definition
	CVI Terminology

	1
	Field contracted to ≤10°
	Very contracted, especially if the contraction is in the lower part of the field

	2
	Field contracted to:

≤10° in the lower part of the field, 

>10° but ≤15° in the upper part of the field

	Very contracted, especially if the contraction is in the lower part of the field

	3
	Field contracted to >10° but ≤15°
	Very/marked contracted

	4
	Field contracted to >15° but ≤20°
	Moderate contraction

	5
	Gross field defect—for example, hemianopia 

	Gross field defect

	6
	Field not in the above categories 

	Full field


Table 2A Categorisation of visual fields by CVI terminology

Appendix 2 –The RVI and LVL

The RVI - Referral of Vision Impaired Patient

For those who are not eligible for certification but still require support from social services, the Referral of Vision Impaired Patient (RVI) was created (at the same time as the CVI) to act as a referral for eye clinics to send a patient to social services. The aim of the RVI was to speed up access to social assessment and care in the early stages of serious vision impairment and speed of completion and transmission.(51)
Despite the introduction of the RVI, there is no evidence that these forms have acted as alternative mechanisms to ensure timely referral to social services as the form is not widely used.(51)  Our interviews confirmed previous research which found very low use of the RVI.(53)  SS rarely receive RVIs with one stated she had ‘never had one.’ (SS10)  Five of the 12 ophthalmologists we spoke to had never heard of the RVI;

‘RVI - which one is that?...I have never had that around. I might follow that up.’ (Oph3)  

Despite not knowing about the RVI, some consultants knew that you did not need to be certified in order to receive support, but were unaware of what was available;

‘It’s not a question of you have to be registered to allow people to give you support, psychological support or support groups or macular disease society. I don’t think it’s an all or nothing thing either you are registered.’ (Oph6)  

LVL - Low vision leaflet

People with visual impairment can also self-refer themselves to social services using the LVL leaflet.  The LVL tells you where to go for help and includes a tear-off form to fill in and send to Social Services to ask for an assessment. The DH published a template for ‘Self-referral for visual impairment’.(54)
Appendix 3 - Collecting certification and registration numbers

Certification numbers

The collection and analysis of epidemiological data contained on the CVI form is the remit of the Certification Office, based at Moorfields Eye Hospital in London. In 2010, the Royal National Institute of Blind People (RNIB) awarded Moorfields Eye Hospital a research grant to support the on-going analysis of the CVI data.  All CVIs from England and Wales are sent to the Certification Office and entered into a system to enable rapid inspection of how many people are newly sight-impaired by cause.

Registration numbers

Registration rates are collected by local councils.

Every 3 years the NHS Information Centre provides a report on the number of newly registered people and the total number of people on the register.  These figures are compiled from a triennial return submitted to councils to the Health and Social Care Information Centre.  

Appendix 4 – Interview Questions

Health professionals (ophthalmologists, optometrists)
1. Job title
a. Length in job

2. Talk through CVI process 
a. Stage do you recommend certification 

· Do you wait for patient to ask? 

· Are there barriers to approaching patients?

· Do you consider how patient is supported in their own homes?     

b. How long does it take to complete? 


· Do you complete all 3 parts?

· Who does if you don’t 

· Work with anyone to (ECLO, ophthalmic nurse)

· Impact of ECLOs of CVI process

· Do patients take the form home to complete themselves? 

c. Who do you give form to? 

3. What do you tell patients about CVI?

a.
What do patients ask you about CVI?

b.
Differ by age?

4. What do social services do? 

a. Do you feel confident passing on to social services? 

b. Patients expectations of social services

c. Feedback from patients 

5. Would you complete a CVI if a patient does not wish to be certified?

a. If patients turn down certification how do you handle this? 

· Do you make a record that they have rejected? 

b. Why do you think people reject certification? Do you push it? 

c. Do you ever discourage patients from certification? 

· Approach conditions differently? 

· Treat all ages same?  

6. Are you paid to certify? 

a. Have you ever been? 

b. Fees act as deterrent / incentive/ impact on decision 

c. Are your colleagues? 

d. The BD8 had eligibility criteria – did you find this helpful? 

· Would you find it helpful? What would you put in it?

· If have experience of CVI and BD8 – which is better/worse/differences? 

7. Do you know there is a decline in registrations? 

a. Why do you think numbers have declined? 

8. Some clinicians regard certification as failure, can no longer do anything for patient – do you agree? 

9. What do you think is the purpose of CVI? 

a. Benefits/ drawbacks

b. Do you think if people are not certified or registered lose out? 

10. Can the system be improved? How? 

11. Could someone else complete certification 

12. Can I speak to your secretary

Administrators – hospital

1. Talk through CVI process 

a. At what point do you see forms? 

· Who do you receive forms from? 

· Who do you give form to?

· How long does the process take – from ophthalmologist to social services? 
2. How long to receive form from doctor, how long until send to social services? 

3. Who do you send children CVIs to?

4. How do you decide which social services to send to?

5. Relationship with ECLOs

6. What do you think is the purpose of registration

a. Do you know how the data is used

7. Can the system be improved? How?

Eye Clinic Liaison Officers

1. Job title/length in job

2. Talk through your CVI process 

a. At what point do you see forms? 

· Who do you receive forms from? 

· Who do you give form to? 

· How long does it take to complete? 


3. What do patients ask you about CVI?

4. Do you ever discourage patients from CVI?
a. Approach conditions/ages differently? 

b. If patients turn down registered how do you handle this? 

· Do you make a record that they have rejected? 

5. Social services 
a. Do you feel confident passing on to social services? 

b. Patients expectations of social services

c. Feedback from patients 

6. Do you know there is a decline in registrations? 

b. Why do you think numbers have declined? 

7. What do you think is the purpose of CVI? 

a. Do you know how the data is used?

8. Can the system be improved? How?

Patients

1. Which of 4 categories would you say you have problems with: 

a.  central vision loss

b. peripheral vision (tunnel vision)

c. blurred vision

d. patchy vision 

2. Gender 

3. When were you certified at the hospital? (form completed at the hospital?)

a. Was certification at the right point / When you wanted to be certified?

b. Were you offered certification more than once before you said agreed? 

· What changed your mind?

c. What were you told about certification

· Who told you this

d. Were you able to access support before you were offered certification

· describe what it was

· how did they access it?

4. Are you registered?

Registered  

5. Talk through your registration process (with social services)  

a. Were you contacted by anyone after the hospital appointment?

a. Who (ECLO, social services, sensory impairment team)?

b. Was this by telephone/letter/visit?

c. Can you recall how long after completed form were you contacted?

d. What happened as a result of this contact?

e. Did you understand the steps of the process?

6. Was registration offered at the right point? / When you wanted to be registered?

a. Were you offered registration more than once before you said agreed? 

· What changed your mind?

b. Have you ever completed registration form yourself? 

7. Did anyone encourage or discourage you from certification AND/OR registering? 

a. Who or what are obstacles? (social services/health?)

b. Do you think there are the advantages/disadvantages of being registered?

8. How has registration helped you?

a. Which services most valuable? 

· How long did you have to wait for these services?

b. Do family and friends understand your current status? 

· Did registration help or hinder this?  

9. What did you expect from social services?

10. Have you been in contact with an ECLO?

a. How did they help?

b. At what point did you see them?

11. What do you think is the purpose of CVI

a. Do you know how the data is used

12. Do you think the certification or registration system be improved? How?

Not registered

5. Have you been offered opportunity to be registered?

a. When?

b. Why did you reject?

6. Do you think you are likely to change your mind?

a. Why would it change? 

7. Did anyone encourage or discourage you from registering? 

a. Who or what are obstacles? (social services/health?)

b. Do you think there are the advantages/disadvantages of being registered?

c. Who explained this to you?

8. What do you think will happen when you are registered? 

a. What are the advantages/disadvantages of being registered?

b. What did you expect from social services? 

i. Where get information from?

9. Do family and friends understand your current status? 

a. Did certification help or hinder this?  

10. Have you been in contact with an ECLO?

a. How did they help?

b. At what point did you see them?

11. What do you think is the purpose of CVI

a. Do you know how the data is used

12. Can the certification or registration system be improved? How?

Demographics

1. Would you mind an additional question on the CVI form seeking their consent to share their contact details with RNIB or other local vision charities?  

a. The RNIB are thinking it might be useful to ask.  Would you mind being asked?

2. Ethnicity 

a. White

b. Asian or Asian British

c. Black or Black British

d. Mixed

e. Chinese

f. Other ethnic groups

2.
Age

a. Under 29

b. 30-44

c. 45-59

d. 60-74

e. 75+

3. Income

a. A/B - £35 and over 

b. C1/C2 - £15-35k 

c. D/E - £5-15k 

Social services

1. Job title

a. length in job

b. how many people newly registered each year

2. Process - who gets the forms in your office? 

a. How long before the service-user is contacted?  

i. (Prompt: letter is regarded as contact? Understand difference between ‘contact’ and ‘assessment’)

b. How long before they are assessed?  

i. Who does the assessment? 

c. Describe the process of assessment 

i. (Prompt: phone, home-visits, come into centre)  

d. If receive batch of CVIs how do you prioritise?

e. How often do you get forms that are incomplete – and they you have to return to doctors? 

i. Do incomplete forms impact / halt registration process? 

3. Does admin team ever do assessment?

f. When? 

g. How long do CVIs sit on their desk? / How long do you receive CVIs after administrator receives them? 

4. How many people in your department work with service-users/assess CVI? (i.e. ratio)

5. What information do you get from ECLO about CVI?

a. Prompt: Do you know if ECLO seen patient? 

i. if have seen ECLO how does this affect your assessment?  

6. Why do you think people choose not to be registered? (Prompt: those in employment?) 

a. Do you use arguments to promote it? 

ii. Prompt: What? 

7. Does your service handle children’s CVIs? 

a. If no, who does?

b. If yes, treated same as adults?   

8. What do service-users ask you about registration process?

9. Do you put people on register without contacting them? 

a. If yes, why? 

10. How often do you update local registers?

a. Do you think this is an issue? 

11. Is your manager involved in allocating case / the process? 

12. What do you think is the purpose of registration?

b. Do you know how the data is used?

13. Can the system be improved? How?

14. Can I speak to you secretary?

15. Do you receive many RVIs?

Appendix 5 – Interviewees

All ophthalmologists interviewed were consultants except one who was at registrar level.  Of the eleven consultants, 2 were qualified for less than two years; the remaining nine consultants were qualified for over 10 years.   

Interviews were carried out with 13 people working in social services in 10 different councils. This included eight rehabilitation officers, four administrators or assistants and one manager.  In Area A one local council is primarily responsible for providing social services to those certified in the hospital where interviews took place.  As a result, only one social services staff member was interviewed.  In Area B many councils provide social services to those certified in the hospital where interviews took place.  As a result, nine social services staff from seven different councils were interviewed.  In Area C one council provided most social services support to patients attending the hospital where interviews were held.  They also provide support to two other councils.    In this area two social services staff from two councils were interviewed.  

	Area A


	Area B
	Area C

	10 Hospital Staff

	13 Hospital staff
	8 Hospital staff

	1 Social Services
	9 Social Services

	2 Social services

	15 Patients
	15 Patients

	16 Patients

	Total: 26
	Total: 37
	Total: 26


Table 3A: Number Interviews by area

	Patients interviewed
	

	Women

	26

	Men
	20

	Certification/Registration status
	

	Registered
	32

	Unsure
	9

	Certified, Not registered
	5

	Ethnicity
	

	White
	36

	Asian
	7

	Black
	3

	Income
	

	Below £15,000 PA
	19

	Between £15-35,000 PA
	16

	Over £35,000 PA
	6

	Did not answer
	5

	Age
	

	Over 75
	18

	60-74
	11

	45-59
	9

	30-44
	4

	Under 29
	4


Table 4A: Details of patients interviewed

Appendix 6 - References and notes
22. This is known as a CVI-W in Wales and CVI-NI in Northern Ireland.  
23. Analysis of the C&R process between 2003-06 found certificates were completed. by more than one person and by as many as five different people; most often the consultant ophthalmologist was the person who initiates the certification process although in some units more junior staff made the recommendation.  Bunce C, Smyth L, Xing W, Zekite A (ND) Research into drop in registrations of blind and partially sighted people. (Available from author). 
24. Bunce C, Xing W, Zekite A, Seeberan R (ND) Database for Epidemiological data collected from Visual Impairment Certificates (DEVICe). (Available from author)
25. Not all of these benefits are automatic.  For more information see RNIB leaflet ‘What are the benefits of being registered?’
26. These timescales have not been updated since 2002.  
27. ADSS (2002) Progress in Sight – National Care Standards of social care for visually impaired adults.; Low Vision Working Group (2007) Recommended Standards for Low Vision Services. NHS Eyecare Services Programme. The Social Services Inspectorate also recommended four weeks as the maximum waiting time for an assessment (home visit or telephone assessment.   
28. http://www.rcophth.ac.uk/page.asp?section=168&sectionTitle=College+Statement+on+CVI+Forms
29. Lake R (2010) A review of information needs and practice relating to people with sensory impairments.  London: NHS Information Centre.; Bunce C, Smyth L, Xing W, Zekite A (ND) Research into drop in registrations of blind and partially sighted people.(Available from author).
30. Bunce C, Smyth L, Xing W, Zekite A (ND) Research into drop in registrations of blind and partially sighted people.(Available from author).
31. Bunce C, Smyth L, Xing W, Zekite A (ND) Research into drop in registrations of blind and partially sighted people. Available from author).
32. RNIB (2012) Sight loss UK 2012 - The latest evidence. London: RNIB. 
33. Shaun Leamon (ND)  Number of adults and children certified with sight impairment and severe sight impairment in England and Wales: Reports on data for the years 2008-2009 and 2009-10. http://www.rnib.org.uk/aboutus/Research/reports/otherresearch/Pages/CVI_2008_9.aspx
34. Shaun Leamon (ND)  Number of adults and children certified with sight impairment and severe sight impairment in England and Wales: Reports on data for the years 2008-2009 and 2009-10. http://www.rnib.org.uk/aboutus/Research/reports/otherresearch/Pages/CVI_2008_9.aspx.  During this period the decrease in certifications issued in Wales was 11%.  
35. The Health and Social Care Information Centre (2011) Registered Blind and Partially Sighted People  Year ending 31 March 2011 England http://www.ic.nhs.uk/webfiles/publications/009_Social_Care/Regblind11/Registered_Blind_and_Partially_Sighted_People_England_31_March_2011.pdf
36. The Health and Social Care Information Centre (2011) Registered Blind and Partially Sighted People  Year ending 31 March 2011 England http://www.ic.nhs.uk/webfiles/publications/009_Social_Care/Regblind11/Registered_Blind_and_Partially_Sighted_People_England_31_March_2011.pdf
37. The Health and Social Care Information Centre (2011) Registered Blind and Partially Sighted People  Year ending 31 March 2011 England http://www.ic.nhs.uk/webfiles/publications/009_Social_Care/Regblind11/Registered_Blind_and_Partially_Sighted_People_England_31_March_2011.pdf
38. The Health and Social Care Information Centre (2011) Registered Blind and Partially Sighted People  Year ending 31 March 2011 England http://www.ic.nhs.uk/webfiles/publications/009_Social_Care/Regblind11/Registered_Blind_and_Partially_Sighted_People_England_31_March_2011.pdf
39. http://www.dh.gov.uk/prod_consum_dh/groups/dh_digitalassets/@dh/@en/documents/digitalasset/dh_4072338.pdf; http://www.ic.nhs.uk/statistics-and-data-collections/social-care/adult-social-care-information/people-registered-as-blind-and-partially-sighted-triennial-2006-england; http://www.ic.nhs.uk/pubs/blindpartiallysighted08; http://www.ic.nhs.uk/pubs/blindpartiallysighted11
40.   The Health and Social Care Information Centre (2011) Registered Blind and Partially Sighted People  Year ending 31 March 2011 England http://www.ic.nhs.uk/webfiles/publications/009_Social_Care/Regblind11/Registered_Blind_and_Partially_Sighted_People_England_31_March_2011.pdf
41. Lake R (2010) A review of information needs and practice relating to people with sensory impairments.  London: NHS Information Centre.
42. Macular Disease Society (2011) September 2011: Feedback on the CVI and the experience of the registration process. Macular Disease Society. 
43. Barry, R.J., Murray, P.I., (2005), Unregistered visual impairment: is registration a failing system? British Journal of Ophthalmology, 89:995-998.
44. Tate R, Smeeth L, Evans J, Fletcher A (ND) The prevalence of visual impairment in the UK: A review of the literature. London: RNIB.
45. Ryan B, Margrain TH (2010) Registration for people with sight impairment: fit for purpose? Br J Ophthalmol, 1-2. doi:10.1136/bjo.2009.178558
46. Barry, RJ, Murray PI (2005) Unregistered visual impairment: is registration a failing system? Br J Ophthalmol, 89:995-998.
47. Leamon S, Simkiss P, Zekite A, Seeberan R, Bunce C (2012) Numbers of people newly certified and registered with sight loss in England – April 2010 to March 2011. London: RNIB, Moorfields Eye Hospital.
48. Miles MB, Huberman AM (1994) Qualitative data analysis: An expanded sourcebook (Second Edition). London: Sage Publications.; Morse JM, Field PA (1995) Qualitative research methods for health professionals (Second Edition). London: Sage Publications.
49. Maxwell JA (2005) Qualitative research design. An interactive approach (Second edition). London: Sage Publications.
50. McGuire, LC (1996) Remembering what the doctor said: Organization and adults - memory for medical information. Exp. Aging Res. 22: 403–428.
51. Hayden C, Trudinger D, Niblett V, Hurrell DL, Donohoe S, Richardson I, Applebee E (2012) The barriers and enablers that affect access to primary and secondary eye care services across England, Wales, Scotland and Northern Ireland. London: RNIB and Shared Intelligence. 
52. Two thirds of patients interviewed described their sight loss as gradual.  
53. Previous research has identified Certification Stages 2 and 3 as points where there have been delays in the certification process. Bunce C, Smyth L, Xing W, Zekite A (ND) Research into drop in registrations of blind and partially sighted people. (Available from author).
54. The ECLO had been in post for 19 months.
55. RNIB (2011) Number of adults and children certified with sight impairment and severe sight impairment in England and Wales: April 2008 – March 2009. London: RNIB.  
56. The findings in this section may be influenced by the fact that all our interviewees were certified.  Future research should analyse the number of patients declining certification and interventions to reduce the likelihood of this happening.
57. http://publications.nice.org.uk/ranibizumab-and-pegaptanib-for-the-treatment-of-age-related-macular-degeneration-ta155; Between 2003-2006 new registrations for SSI dropped by 17 per cent and 13 per cent for SI whereas between 2008 and 2011new registrations for SSI fell by 11 per cent and 10 per in SI.  See Bunce C (2007) Missing persons? NB March 2007; The Information Centre (2012) Registered Blind and Partially Sighted People Year ending 31 March 2011 England  http://www.ic.nhs.uk/webfiles/publications/009_Social_Care/Regblind11/Registered_Blind_and_Partially_Sighted_People_England_31_March_2011.pdf
58. NHS (2011) NHS Atlas of Variation in Healthcare http://www.rightcare.nhs.uk/atlas/downloads/Vision_AoV_2011.pdf
59. Analysis of the C&R process between 2003-06 found certificates were completed by more than one person and by as many as five different people; most often the consultant ophthalmologist was the person who initiates the certification process although in some units more junior staff made the recommendation.  Bunce C, Smyth L, Xing W, Zekite A (ND) Research into drop in registrations of blind and partially sighted people. (Available from author)
60. This helps to explain findings that CVI figures map well to registration figures. See Leamon S, Simkiss P, Zekite A, Seeberan R, Bunce C (2012) Numbers of people newly certified and registered with sight loss in England – April 2010 to March 2011. London: RNIB, Moorfields Eye Hospital.
61. In 1998 36 per cent of local authorities automatically placed people’s names on the register automatically upon receipt of the CVI.  Lake R (2010) A review of information needs and practice relating to people with sensory impairments.  London: NHS Information Centre.
62. Confirming research from Douglas G, Pavey S, Corcoran C (2008) Access to information, services and support for people with visual impairment. VISION 2020 UK and University of Birmingham.
63. Leamon S, Simkiss P, Zekite A, Seeberan R, Bunce C (2012) Numbers of people newly certified and registered with sight loss in England – April 2010 to March 2011. London: RNIB, Moorfields Eye Hospital.
64. Confirming this research; Macular Disease Society (2011) September 2011:Feedback on the CVI and the experience of the registration process. Macular Disease Society. 
65. Royal College of Ophthalmologists. Certificate of vision impairment: explanatory notes for consultant ophthalmologists and hospital eye clinic staff. http://www.rcophth.ac.uk/docs/profstands/ExplanatoryNotesForCounsultants&EyeClinicStaff.pdf. 
66. http://www.rnib.org.uk/livingwithsightloss/registeringsightloss/pages/vision_criteria.aspx
67. http://www.dwp.gov.uk/publications/specialist-guides/medical-conditions/a-z-of-medical-conditions/children-visual-impairment/registration-visual-impairment.shtml
68. http://www.rnib.org.uk/livingwithsightloss/registeringsightloss/pages/vision_criteria.aspx
69. The Health and Social Care Information Centre (2011) Registered Blind and Partially Sighted People Year Ending 31 March 2011  http://www.ic.nhs.uk/webfiles/publications/009_Social_Care/Regblind11/Registered_Blind_and_Partially_Sighted_People_England_31_March_2011.pdf
70. http://www.dwp.gov.uk/publications/specialist-guides/medical-conditions/a-z-of-medical-conditions/children-visual-impairment/registration-visual-impairment.shtml
71. Bunce C, Evans J, Fraser S, Wormald R (1998) BD8 certification of visually impaired people. British Journal of Ophthalmology 1998;82:72–76
72. DH (2007) CVI, LVL and RVI: Explanatory notes for SSDs & optometrist. London: DH. For information see: http://webarchive.nationalarchives.gov.uk/+/www.dh.gov.uk/en/Healthcare/Primarycare/Optical/DH_4074843
73. Lake R (2010) A review of information needs and practice relating to people with sensory impairments.  London: NHS Information Centre.; Bunce C, Smyth L, Xing W, Zekite A (ND) Research into drop in registrations of blind and partially sighted people. (Available from author)
74. Ryan B, Margrain TH (2010) Registration for people with sight impairment: fit for purpose? Br J Ophthalmol, 1-2. doi:10.1136/bjo.2009.178558
75. http://www.dh.gov.uk/prod_consum_dh/groups/dh_digitalassets/@dh/@en/documents/digitalasset/dh_4126361.pdf

2

