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Executive summary

Introduction

The Eye Health Community Engagement Project was commissioned by RNIB as a part of the current five year strategy, priority one of which aims to bring about a reduction in the rates of avoidable sight loss among people who are most at risk. 
This is based on the premise that more timely access to diagnosis and appropriate treatment could reduce levels of sight loss, minimise costly later treatment, reduce admissions for accidents or co-morbidities (e.g. with diabetes) and free up valuable specialist and primary care resources. 

The Project also recognises that increased incidence of avoidable sight loss is compounded by the existence of inequalities (unnecessary, avoidable and unfair differences) in access to services and treatment. Further evidence of this was presented through a national evidence review commissioned by RNIB (Johnson, 2011) and the Eye Health Equity Profiles that were undertaken in each site prior to this study commencing and have been used to contextualise the insight research. 
The study aimed to understand and then propose interventions to reduce barriers and support enablers that influence the uptake of eye examinations  and reduce avoidable sight loss in all sites, with a specific eye condition as the focus for exploring barriers and enablers to accessing secondary care. It contributed to a broader programme of work in five localities across the UK designed to gather insights from target populations vulnerable to avoidable sight loss through the eye conditions glaucoma and diabetic retinopathy. 
The five localities were:
· Bradford (diabetic retinopathy in the Pakistani population experiencing deprivation, aged 40 to 65)

· Cwm Taf (glaucoma in the white, deprived population, aged 40 years and above)

· Glasgow (diabetic retinopathy in the Pakistani population living in affluent and deprived areas aged 40 to 65)

· Hackney (glaucoma in the Caribbean population, aged 40 to 65)

· West Belfast (glaucoma in the white, deprived population, aged 40 to 65).
Aims 

The specific aims of the study and programme of work were to: 

· Identify the barriers and enablers to accessing primary and secondary eye care services among people most at risk of developing avoidable sight loss; 

· Design and develop intervention strategies to increase the uptake of eye care services among people most at risk of developing avoidable sight loss.
Method

The approach taken in this work was based on collaboration and engagement with clinicians, eye health professionals, local RNIB staff, public health stakeholders from the statutory and voluntary sectors, and with the community itself. 
In each area, the study comprised the following methods:  

· Focus groups with people from the target population – to explore attitudes to eye health, explore motivations for and barriers to uptake of eye examinations, and identify recommendations for improving access to primary eye care services. 
· Semi-structured interviews with people from the target population who have been referred to secondary care – to identify motivations for and barriers to concordance with secondary care treatment and how eye health services and pathways could be improved.

· Semi-structured interviews with service providers and managers in eye health primary and secondary care – to gather experiences and views about service provision, perceptions of service take up and access to primary and secondary eye care services from the target group, and ideas on how to improve eye health pathways and access.
· Interviews and focus groups with Diabetic Retinopathy Screening (DRS) service users in Bradford and Glasgow – to explore enablers and barriers to accessing this service and to concordance with treatment.
The findings from these different pieces of fieldwork were synthesised and analysed to identify learning, which in turn was used to derive an initial set of relatively broad recommendations to reduce avoidable sight loss in the target populations. 
The findings and suggested recommendations were presented for discussion to the relevant Local Advisory Group and other local stakeholders at one or more workshops. These workshops were facilitated by members of the Shared Intelligence team to encourage discussion about how to use the evidence from the study to improve access to and patient experience of primary and secondary eye health services. Small group discussions resulted in ideas for interventions to respond to the research findings. RNIB in conjunction with the Local Advisory Groups subsequently prioritised the interventions for trialling over an eighteen-month period to evaluate effectiveness.

Findings

The findings from fieldwork with communities, service users and service providers across the five sites provide a rich source for analysis and interpretation of the barriers and enablers that are influencing the uptake and access to eye care services among the target groups. 

The synthesis of findings from the five sites show there are three key barriers that are preventing access to primary care services, which are summarised below.

Barriers and enablers to accessing primary eye care services 

Limited community awareness of eye health

The findings indicate there is a limited awareness or understanding of eye health, which is understood almost exclusively in relation to having good or poor sight. Sight, however, is seen as very important – often the most important sense – and there is a fear of blindness. 
Promotion of eye health is compared unfavourably to other areas of public health/health promotion, such as healthy eating, exercise and oral health by community members. Most participants could not recall sources of information on eye health except for opticians’ advertisements, which supports the ‘eye health in relation to sight’ paradigm. 
There was no observed variation in this understanding of eye health between people who had, and had not, had eye examinations
. However, there were some differences between communities’ understanding of eye health related to their direct experience of eye disease. This had led to awareness about glaucoma among the Caribbean community in Hackney and some awareness of the link between diabetes and eye health in the Pakistani communities in Bradford and Glasgow, although this varied considerably between focus group participants.
The generally low awareness of eye health means that most individuals do not attend eye examinations as a preventative measure; attendance is driven predominately by symptom-led demand.
Symptom-led demand for eye examinations

Individuals from all communities access eye care in response to symptoms, primarily in response to deterioration of vision. Although preventing the onset of disease was raised on few occasions, the principal frame of reference remains ‘sight tests’ for sight.

The focus group discussions found that once someone has been for an eye examination, repeat examinations are encouraged by a combination of factors including deterioration of eye sight or persistence of a problem, reminders to attend from opticians, a positive interaction with the optometrist, and/or a habit of testing from an early age. 
Although the relative importance of these three enablers varies between individuals, they are mutually reinforcing so could all be used to inform a multi-pronged approach to increase access to and take up of eye examinations at a community level. 
Irrespective of how frequently people attend for an eye examination (i.e. regularly, infrequently or have never been tested) participants all share a symptom-led motivation for eye examinations. Those who have not been regularly or recently for an examination invariably said that they had not experienced any sight related symptoms that gave them cause to visit an optometrist.

The cost and retail element associated with primary care 

The perceived structure and orientation of optometry towards retailing and the sale of glasses appears to encourage the community to view eye examinations (undertaken in retail premises) as different from other primary health prevention. 
This retail dimension leads to a perception that opticians are ‘only interested in selling glasses’, which can cause a lack of trust (more so in relation to the large chains than smaller independent opticians) and/or a ‘rationing’ of visits to opticians to reduce expenditure on new glasses. 
Costs of eye examinations do not appear to influence motivation for testing, although there was some confusion about eligibility for ‘free eye tests’ in Cwm Taf. However concerns about pressure to buy expensive glasses do directly discourage testing and, in the absence of symptoms, can encourage a conscious or subconscious assessment of the likely costs of ‘visiting the optician’s’ against relative risk of not doing so. 
Community specific factors
Generally, independent opticians are looked on as ‘less commercial’ than the large chains and this may be behind the positive outlook on adequacy of opticians in Bradford and Glasgow (where there are a relatively high number of ‘independents’ in the target communities). Similarly the variation in quality between different opticians that was commonly raised in focus groups in Cwm Taf reflects concerns over the service and environment in some of the large chains, where the optometrist can be perceived as more of a retailer than ‘trusted health professional’. 
Language is a barrier to accessing eye health services for some people in Glasgow but was not raised in Bradford, probably because the larger Pakistani community has meant services have adapted to their needs better, including through the establishment of more Asian opticians. 
Physical access is an issue in Cwm Taf, reflecting the particular geography and relatively poor transport links of the Valleys, and can be a problem for people with low mobility in Glasgow. 

There was some discussion of gender differences in relation to attending eye examinations. In several of the all female focus groups, women said that men they knew were less likely to go for regular eye examinations (or other health checks), although this was not confirmed by male participants (possibly because those who participated in the focus groups were more comfortable with eye health services). Some women in Belfast and Glasgow described how they felt uncomfortable with the physical closeness of male optometrists but this was not raised elsewhere. 

Barriers and enablers to accessing secondary eye care services

Organisation and administration of secondary care services 

Some common themes emerged from the range of views from patients and service providers about the secondary care system for glaucoma and diabetic retinopathy. Although expressed in different ways, these concern (or reflect) the fragmented service system, the referral process (between the optometrist, GP and ophthalmologist), data management and the way eye care is split between the public and private sectors. 
Patients are also concerned about arrangements for booking and attending appointments, including waiting times for an appointment, with the associated worry about whether delays in treatment will impact on their eyes. Waiting times within a clinic can be a barrier for some people.
Generally, distance and transport to hospitals and clinics for assessment and treatment means that physical accessibility tends to be more a barrier for secondary care than primary care (as opticians and GPs are ‘more local’), although travelling to both can be difficult in Cwm Taf. 

These barriers can be exacerbated by the way non-attendance is managed, with many patients feeling that being judged, told off or threatened with discharge was demotivating. In contrast, a supportive, preventative approach to non-attendance such as through reminders and flexibility with appointments could act as incentives to attend.  

Interaction between clinician and patient
Poor patient experiences of interaction within clinicians and other service providers, and consequent lack of information or explanation, can act as significant barriers to patients’ subsequent engagement with secondary care. These actual experiences appear more important than preconceptions of secondary care or low motivations to attend the initial appointment in explaining attendance and concordance with treatment. 
Conversely, continuity in treatment through appointments with the same clinician is likely to encourage attendance, and patients and professionals both raised the importance of sufficient time for appointments, which helps engagement with treatment. 
ECLOs can play a vital role supporting the interaction between clinicians and patients. This was particularly noticeable in Bradford where an ECLO with a South Asian background had improved information and trust in secondary care services.  Participants in Belfast also cited the role of the ECLO as an important link to support services and information. In all sites, service providers thought social support outside the medical setting could help individuals manage complex conditions, and have a positive impact on clinical outcomes, but there is limited availability of this type of support currently available. 
Service capability to respond to inequalities

There is limited information on the uptake of eye care services in minority and disadvantaged communities, as monitoring, data recording and reporting on either services or patient experience is not sufficiently geared to diversity or inequality. 

Moreover, service providers feel they do not have information about or contacts with local communities, which limits their understanding of these communities’ attitudes to eye health. They can then feel frustrated at both the apparent inability of communities to take more responsibility for their eye health and at their own inability to do anything about this. 
Poverty is likely to be a more important barrier to accessing eye care services than ethnicity alone, although the interaction between these characteristics is important. There are divergent views about whether and how language acts as a barrier but more awareness by service providers about the importance of communication is clearly crucial.

Indeed, positive communication between service providers and service users about the purpose of the various tests within the eye examination, the results of these and an explanation of their treatment, together with a  willingness to treat people as individuals, and invite and answer questions, are important enablers for people accessing primary and secondary eye health services.
Recommendations for improvement

The analysis of the initial recommendations in each of the five sites identified six key areas for interventions to increase the uptake of eye care services among people most at risk of developing avoidable sight loss and ultimately improve eye health of target communities. These are:

· Better links in the community to promote prevention and bring people into the pathway  - through outreach and flexible delivery, including through separating eye examinations from a retail setting, centered on peoples’ need and involving GP practices 

· Community engagement strategy for eye health awareness – with activities that encourage the community to take an active interest in and responsibility for eye health 
· Eye health promotion as an integral part of overall local public health strategies - linking to broader preventative health approaches 

· Seamless secondary care – with clear responsibilities for referral, treatment and monitoring, and improved appointment systems
· Co-production in service design and delivery – through collaborative working between service providers and the community
· Improving data and intelligence systems – to provide a better understanding of service demand and uptake, to improve service integration, address diversity and equality issues and enable flexible service planning 

Intervention strategies
The findings from the research provided the basis for a collaborative process with partners in each site. Through this, specific intervention(s) have been developed to increase the uptake of eye care services. 
Although many of the findings are common across sites, the interventions vary to take account of local conditions and contexts. In particular, interventions have been designed to complement and/or build on existing local eye health strategies and programmes. 
Table E1 below summarises the interventions from the five sites. They are based on the outputs from the workshops facilitated by Shared Intelligence, and have been developed and modified by the Advisory Groups and local stakeholders into proposed intervention strategies, feasible for evaluation within the two-year timescale of the project. 
Table E1. Summary of the proposed interventions developed in each of the five Community Engagement Project sites in response to the insight research
	Proposed site interventions

	Hackney 
	A pilot glaucoma case-finding programme that tests the impact and efficacy of screening in a GP Practice for the Caribbean and African patients invited via their GP.  

	Cwm Taf 
	Ophthalmic Diagnostic and Treatment Centre — a nurse led facility to provide diagnosis and monitoring of ocular hypertension and stable glaucoma in the community. 

	West Belfast 
	1. Public Health campaign — delivered in partnership with community members to raise awareness and provide information about eye health and entitlements to encourage attendance for regular eye examinations.

2. Community glaucoma support programme — glaucoma patients and families receive a tailored support programme designed to aid concordance with treatment and care.

	Bradford 
	1. Community based engagement campaign — health professionals and community networks disseminate key messages about diabetes and eye health to Pakistani people. 
2. Self-care management document for people diagnosed with diabetes — the development of a self-care document to help diagnosed diabetics manage their condition and ongoing treatment, with specific reference to eye health.
3. Improving the patient pathway (seamless care) — development of a seamless care pathway through: 

· A text message service for people with diabetes to remind them to attend DRS appointment. 
· A targeted telephone reminder service administered by a bilingual worker, to encourage people to attend appoints at the diabetic retinopathy clinic.

	Glasgow 
	1. Community engagement strategy — to raise awareness and provide information on eye health to encourage people from the Pakistani community to attend for regular eye examinations.
2. Key messages campaign — working with community members and key health professionals to develop and key messages for Pakistani people with diabetes to promote attendance at eye examinations and DRS. 

3. Working with the Diabetic Retinopathy Screening Service to ensure staff provide consistent messages to members of the community with diabetes in order to promote attendance at regular eye examinations.


Evaluating the interventions

The interventions will launch in each of the sites during the spring and summer of 2012.

RNIB has appointed the London School of Hygiene and Tropical Medicine to evaluate the interventions. The evaluation will consist of: 

· Outcome evaluation — to examine the impact of the interventions in changing people's knowledge and behaviour
· Process evaluation — to examine if the interventions reached the target population as planned

· Economic evaluation — to examine the cost consequence of the intervention implemented at each site. 
The evaluation will run until early 2014. 
Learning from across the sites

The experience across the five sites has generated a wealth of learning about the promotion of eye health and a preventative approach to the onset of eye disease. This includes: 

· The importance working with local communities to hear community and service users’ voices to understand barriers and enablers from their perspectives; improve equalities awareness of service providers; make links with local groups and community infrastructure; and have an ongoing base for outreach work covering awareness raising within the community and support for users of secondary care services.
· The importance of partnership working with local service providers to bring together different perspectives and provide a whole systems approach; securing commitment to and active involvement in the agreed interventions; and influencing partners to embed and roll out changes in service design and ways of working in their organisations.
· The need to develop local skills and capacity to drive and negotiate these ‘new ways of working’, and co-ordinate future activities to ensure changes are delivered.

Conclusions
The learning from the insight research has set an agenda for change in the five Community Engagement project areas. This agenda encompasses the specific interventions in each site and other recommendations that may be used to support and inform other local service redesign. There are also changes in how local partners work together and with target communities to implement future interventions effectively. Different approaches (e.g. to raising awareness about eye health) require particular ways of working, which will require building and maintaining new relationships and the ability to influence and negotiate for change within eye health services and local communities.

1 Introduction, background and aims 

1.1 Introduction
This report presents findings from insight research conducted as part of RNIB's Eye Health Community Engagement Project. This programme of work was commissioned by RNIB as a part of the current five-year strategy, priority one of which aims to bring about a reduction in the rates of avoidable sight loss among people who are most at risk. 
The study aimed to understand and then propose interventions to reduce barriers and support enablers that influence the uptake of eye care services and reduce avoidable sight loss.

The study was thus part of a broader programme of work in five localities across the UK designed to gather insights from target populations vulnerable to avoidable sight loss through the eye conditions glaucoma and diabetic retinopathy. 
Five localities were selected by RNIB on the basis of available epidemiology indicating significant rates of avoidable blindness experienced by high risk groups. The five localities, with the agreed criteria for the focus of each study, were:

· Bradford (diabetic retinopathy in the Pakistani population experiencing deprivation, aged 40 to 65)

· Cwm Taf (glaucoma in the white, deprived population, aged 40 to 65)

· Glasgow (diabetic retinopathy in the Pakistani population living in affluent and deprived areas aged 40 to 65)

· Hackney (glaucoma in the Caribbean population, aged 40 to 65)

· West Belfast (glaucoma in white, deprived population, aged 40 to 65).
The eye health pathway in these localities was investigated with the aim of building a better understanding of the reasons behind inequalities in the uptake of primary prevention services and secondary care. 

As a result of the findings provided by this study, local partners in the five sites were able to assess possible intervention responses and prepare a plan for action to improve the patient pathway and service system. These are recorded in the detailed reports for each of the sites

1.2 Background

Changing demographics across the UK, particularly associated with the ageing population, are propelling a rise in the incidence of serious and preventable sight problems. Future increases are estimated by Access Economics to be as much as 40% to 80% (Access Economics, 2009).

The costs of avoidable sight loss are high for individuals, the health and social care system, and society more generally. Individuals lose independence and experience reduced economic and/or social participation with consequent effects on their quality of life. More timely access to diagnosis and appropriate treatment could prevent or minimise costly later interventions, reduce admissions for accidents or co-morbidities (e.g. with diabetes), free-up valuable specialist and primary care resources, and minimise subsequent medical and social care costs 
Although the research, particularly on eye examinations, is very limited and very few quantitative studies have been conducted, there is emerging evidence from the Eye Health Equity profiles and a national evidence review commissioned by RNIB (Johnson et al., 2011) that minority ethnic groups, people with low income and some older people do not take-up screening, referral and treatment to optimal levels. Reducing these inequalities will result in improved health for individuals and significant reductions in the costs associated with care for avoidable sight loss.

Tackling eye health inequalities is an explicit priority of the Vision 2020, the UK Vision Strategy, and is a central feature of RNIB’s current five year strategy. Partners in a range of health settings are also starting to take action to reduce inequalities in eye care as part of mainstream practice (for example inequalities were a key feature of the NHS England Step-by-Step Guide to Commissioning Community Eye Care Services, 2007).

Interventions to address eye health inequalities can build from the existing experience and research on promoting change in service provision and service use. In addition, further specific research is needed to assess the best response to known and emerging local issues. Four of these issues include:

· Limited primary data on high risk groups: there have been few systematic attempts to unpack the causes and consequences of unequal access, treatment and outcomes among high risk groups by interrogating locally available data with equity-attentive methods; 

· Low risk perceptions by high risk populations: supply of services to low risk groups is influenced by demand. The experience of inequality means high risk groups are not or cannot communicate their demands for access to preventative interventions and thus, without this feedback, services fail to reform;

· Local innovation not leading to national learning: In the past decade there have been significant equity relevant innovations in eye care (e.g. NHS England Eye care Services Programme and NHS Scotland Review of Eye care Services) and other chronic health conditions. Fragmented local practice means that it has not been consistently brought into a national context;

· Awareness to action: getting the message right is crucial, but to improve service provision and use, the message must be matched by the ability of service providers and community members to take simple, structured, stepwise actions – for behaviour to change and service redesign. 

1.3 Aims 

The specific aims of the study and programme of work were to: 

· Identify the barriers and enablers to accessing primary and secondary eye care services among people most at risk of developing avoidable sight loss; 

· Design and develop intervention strategies to increase the uptake of eye care services among people most at risk of developing avoidable sight loss.
1.4 This report
This report provides a synthesis of the findings and key messages from the five localities where the Community Engagement Project has operated. It also summarises the interventions that have been agreed for each site, and draws out learning and implications for RNIB and its partners nationally. 

We have provided detailed findings and information on the agreed interventions for each site in the full local reports. This report draws out the common themes and key differences between the sites, but does not repeat the detail of each site report
. 

The remainder of this report is organised into four sections:

· Section two describes our overall approach and methodology for the study, including limitations and challenges; 

· Section three presents a synthesis of the site findings and reflections and uses these to develop national key messages; 
· Section four reviews the interventions that each site has developed in partnership and develops a national theory of change; and 
· Section five brings together the findings of the insight research and the learning from across the five for overall conclusions and implications for learning and proposed actions for RNIB nationally. 

2 Summary of method

A summary of the method is provided here, with further detail appended. The method appendix includes information on sampling, topic guides and interview questionnaires. 

The approach taken in this work was based on collaboration and engagement with clinicians, eye health professionals, local RNIB staff, public health stakeholders from the statutory and voluntary sectors, and with the community itself. 
2.5 Site methodology
In each area, the study comprised the following methods:  

· Focus groups with people from the target population – to explore attitudes to eye health, explore motivations for and barriers to eye examinations, and suggestions for improving access to eye care services. 
· Semi-structured interviews with people from the target population who have been referred to secondary care – to identify motivations for and barriers to concordance with secondary care and how eye health services and pathways could be improved.

· Semi-structured interviews with service providers and managers in eye health primary and secondary care – to gather experiences and views about service provision, perceptions of service take up of and access to primary and secondary eye care services from the target group, and ideas on how to improve eye health pathways and access.
· Interviews and focus groups with Diabetic Retinopathy Screening (DRS) research in Bradford and Glasgow to explore experiences, barriers and motivators for people referred to and/or attending the DRS service. 

This comprised seven interviews and five focus groups with DRS service users in Bradford and 26 interviews and one focus group with DRS service users in Glasgow
Tables showing the total numbers and characteristics of research participants from across the five sites are appended. More detailed information can be found in the individual site reports.
2.6 Analysis and intervention development
The findings from each site were synthesised and presented with initial recommendations to the local Advisory Group and other local stakeholders, at one or more workshops, facilitated by Shared Intelligence. Collaborative, small group discussions at the workshops resulted in ideas for interventions to respond to the research findings, which were then prioritised and further developed by RNIB in conjunction with the Local Advisory Groups.  Shared Intelligence supported and informed this decision making process through developing action plans for the priority interventions.
RNIB and the local Advisory Group subsequently agreed one to three interventions to take forward in each area over the next two years. These decisions had to balance the relevance of the intervention to addressing the research findings with the practicality of implementing the intervention in terms of timescale and resources. 
The Local Advisory groups will continue to develop the interventions in the five areas as they manage their delivery. 
2.7 Limitations of the study 

In practice, recruitment to the community focus groups and interviews with patients referred to secondary care presented some difficulties, resulting in samples that were slightly different from those planned.

2.7.1 Focus group sampling 
Originally it was planned to run half the focus groups with people who never had an eye examination (i.e. in the last ten years). When we started recruiting to the focus groups in collaboration with local community organisations, it was difficult to find sufficient numbers of participants who had not had an eye examination in the last ten years to segment the groups by this criterion.

Although there are little reliable statistical data available on the proportion of the target populations in any of the five sites, anecdotal evidence suggests only a small minority will have not had an eye examination in the last ten years. Our experience is consistent with this and also reflects the small numbers involved in the sample populations in each area, when applying criteria covering age and ethnicity within a small geographical area.  

The lower than expected proportion of people aged 40 - 65 who had not had an eye examination in the last ten years that we could recruit through the community engagement method led us to adjust the original sampling approach and to recruit mixed groups (those who had and had not had eye examinations in the last ten years). In all focus groups we facilitated discussions of why people do and don't go for eye examinations, specifically ensuring the views of participants who had not been tested (as well as those who had) were fully explored.

The implications of having fewer first-hand accounts of experience from people who hadn’t been for an eye examination is that findings may not reflect these experiences as fully as those of people who had been tested. However, the consistency of focus group findings from across all five sites – which are drawn from 34 focus groups with 289 participants including 41 who had not had an eye examination in the last ten years - enables us to be relatively confident in how we can interpret the findings. 

2.7.2 Size of patient sample 

A sample size of 15 patients in each area was considered appropriate for qualitative research as it would be drawn from a relatively small sample population in terms of the geography, age, condition and type of service engagement.  Recruitment of patients was to be facilitated through local project partners. It was initially difficult to recruit individuals specifically from the target communities in most areas so it was agreed with RNIB that we would also seek to recruit from a slighter wider locality (e.g. all West Belfast rather than just the four target wards) to address this. 

A number of methods were employed, in addition to requesting contact from clinicians, to reach the sample sizes. These varied to some extent between sites, depending on local circumstances and included recruiting via existing community contacts, via the ECLO staff (where in post), by visiting the secondary care eye clinic and via an advertisement in the local or community press. We also sought to secure the co-operation of GPs in the areas around patient contacts but this was constrained by the lack or form of data held by GPs.  
Overall 56 interviews were carried out with patients who had been referred to secondary care; less than the planned sample size of 75 but a reasonable number for qualitative interviews in total. Although relatively straightforward to recruit people who had fully engaged with treatment, it was very difficult to find those who had difficulties with attendance or difficulties with maintaining treatment and who were willing to be interviewed.

These difficulties probably reflect the small numbers of people in the target population in each area who are receiving secondary care for either glaucoma or diabetic retinopathy from which the sample can be drawn. 
Our analysis of the interviews showed that there was a strong coherence of patients’ views on access to and experience of secondary care from the interviews within and across the five sites, and similarities could also be drawn with the views of those who participated in focus groups. However, due to the relatively small sample size, the secondary care findings should be interpreted with some caution in respect of this. 

3 Findings

3.8 Synthesis of site findings
The comprehensive study of five sites across the UK has provide a wealth of evidence about the barriers that prevent, and enablers that promote, access to primary and secondary eye care services among people most at risk of developing avoidable sight loss. 

Reviewing the findings from across the sites we have found a considerable degree of commonality in the key messages from the study. There are consistent barriers operating within communities and in relation to services which appear to affect people’s motivation and ability to access both primary and secondary case and thus are contributing to avoidable sight loss and inequalities in the uptake of services. 

There is also some variation between sites in terms of the existence of these barriers and enablers, although the main differences are in relation to the degree to which the barriers are experienced and the way in which they are perceived to operate.  

Our systems perspective on eye health promotion and prevention of sight loss means we recognise barriers as interconnected and operating in tandem with the enablers that we have identified. So it is inappropriate to define some barriers as intrinsically more important than others. We also recognise that participants in the eye health system - community, patients and professionals – can be understood as navigators traversing a pathway and responding to the terrain they encounter and, through their interaction, potentially transform. The relationships are, to a greater or lesser extent, complex and negotiated; the pathway is rarely a linear progression of inputs to outputs. 

A consequence of our systems approach is that we have not sought to disentangle perceived barriers from objective barriers in presenting our findings. Like the commonly used distinction between ‘demand side’ barriers (e. g. health beliefs) and ‘supply side’ barriers (e.g. quality of service), such dichotomies fail to illuminate complexity in cause or in experience and can encourage misleading prescriptions for change.

The report therefore distils the barriers and enablers identified in the more detailed reporting of study findings presented in the site-specific reports. Following the summary table below, the discussion considers each major barrier, exploring its constituent elements, the impact of the barrier in relation to access and uptake of care and prevention services by high risk communities, and any local site variation. The discussion draws from the findings to identify the likely drivers that could be harnessed to address these barriers. 

The following tables summarise the main barriers and enablers to primary and secondary eye care services from across the five sites.

Table 3.1 Barriers and enablers to accessing primary eye care services
	Barriers
	Enablers

	Limited community awareness of eye health

Symptom led demand for eye examinations

The retail element & cost of optometry
Specific barriers for communities (e.g. language) 
	Awareness of specific community or hereditary risks to eye health

Worsening sight, need for glasses
Habit from an early age

Ongoing relationship with known, local optician


Table 3.2 Barriers and enablers to accessing secondary eye care services
	Barriers
	Enablers

	Complexity of eye care pathway

Lack of understanding and/or trust due to poor interaction between patient and clinician

Limited service capability to respond to inequalities

Specific barriers for communities 
	Appointment reminders

Constructive approach to managing non-attendance

Positive relationship with clinician

Role of ECLOs

Access to social and community support


Table 3.3 Barriers and enablers to accessing diabetic retinopathy screening (DRS)
	Barriers
	Enablers

	Limited understanding of how diabetes can cause diabetic retinopathy
Lack of understanding of the need for both an eye examination and DRS

Time to attend appointments and  access DRS
	Knowledge that screening can help prevent blindness
Many patients are used to actively managing their diabetes
Efficient appointment system

Staff speak community language (Bradford)


3.9 Barriers and enablers to accessing primary eye care services
There are three main barriers that prevent access to primary eye care services among people most at risk of developing avoidable sight loss. These are:  a limited community awareness of eye health; symptom-led demand for eye examinations; and the actual or perceived costs of accessing primary care through eye examinations in a retail setting. There are also some local factors that may prevent access although some of these are the way the common factors play out in local circumstances and/or specific communities.  We will look at each of these barriers in turn, followed by the enablers that can be used to overcome them. 

3.9.3 Limited community awareness of eye health
Awareness of eye health, the factors that influence eye health and action individuals can take to protect and promote eye health are thought to be preconditions for successful preventive activity and reduced prevalence of avoidable sight loss. 
Participants from the target communities in each site had only a limited awareness of eye health. Eye health was represented almost universally in relation to the loss of sight, fear of blindness and refractive error. Specific eye diseases were occasionally referenced, but the causes of sight loss and accurate risk or protective factors were very rarely articulated or understood.

“Eye health means being able to see properly” (Focus group, Cwm Taf)

The findings in each site reflect the paradox that while eye sight is the sense people fear losing the most; this fear does not generate greater awareness of eye health, specific knowledge of preventive opportunities or behaviour change.

In relation to risk, participants considered sight loss as the inevitable consequence of ageing; something that must be tolerated or adjusted to. There was also a sense of fatalism in relation to the likelihood of sight loss, generally as a part of ageing and, for some participants, something that was in the hands of provenance or a matter of chance and beyond influence, particularly among the Caribbean community in Hackney. The modifiable or preventable factors raised in discussions tended only to be in relation to damage associated with accidents or exposure to particular pathogens rather than related to eye disease.

“I took my eyes for granted until a certain age – then I noticed I couldn’t do close work.” (Focus group, Hackney)
Discussion about protective factors raised a greater variety of responses and illuminated once again the consistent understanding of eye health as being predominantly understood in relation to eye sight. Eye examinations did feature intermittently in these discussions although far more common were propositions about diet, eye cleanliness and eye exercises. Maintaining overall health and wellbeing was identified as being important for the eyes in only a few discussions, although the specific relationship between, for example, smoking and eye disease was not generally recognised. 

“I hadn’t thought that health and eye health were connected” (Focus group, Cwm Taf)
The low awareness of eye health appears to be directly related to the low recall of any public health information about the eyes or eye health. Very few participants across the sites could point to any significant eye health information beyond advertisements for glasses and optometrists. Some occasional reference was made to the work of charities in supporting people with sight loss, but overall there was observed very limited exposure to information about eye health.

“If there was more knowledge people would go [for eye examinations]” (Focus group, Glasgow)
Low community awareness of eye health did not appear to be linked to low health awareness in general. Indeed, participants frequently compared a perceived lack of information on eye health to prominent messages about preventing obesity, good oral hygiene, the importance of regular exercise etc.  
“[there is information on] everything else but not too much on eyes” (Focus group, Glasgow)
“Eye care is way down the list” (Focus group, Belfast)
Two exceptions to this general finding on community awareness were observed. These point to possible points of leverage for future interventions and also illustrate that action to increase community awareness could impact on uptake of prevention activity.

In Hackney, among the Caribbean community, the genetic causality of glaucoma and the visibility of blindness have encouraged some community and family conversation about eyes and eye health. Those aware of the community and family connection to glaucoma appeared to be more directly motivated to engage in prevention activity, to talk to their family and friends, and to encourage increased community awareness. Furthermore, clinicians themselves were particularly motivated by this issue, being acutely aware of the increased risk of glaucoma in families and well placed to encourage health promotion activity by patients.

“Family is important link; that disease [glaucoma] can be dormant in you.” (Focus group, Hackney) 

Among the Pakistani communities of Bradford and Glasgow, understanding of diabetes and its relationship to diabetic retinopathy or the eyes was very mixed. In both areas there was only a limited awareness of the higher risk relationship between diabetes and eye health or of a higher prevalence of diabetes among the Pakistani community. Although some people know that diabetes is a significant general health issue in their community, many do not, despite over 60% of participants in focus groups in Bradford having at least one relative with the disease.

“In my circle, people don’t know about the links between diabetes and eye health” (Focus group, Glasgow)

There was more awareness of the links between diabetes and eye health among individuals who had family or friends with diabetes, and a higher awareness of the risk factors, although this was often quite vague and expressed in terms of ‘needing to watch your diet’. Secondary care users and attendees at the DRS were clear there was a link but did not necessarily understand the implications of this for preventive action. 

“There is a link between diabetes and eyes, they’re like two sisters” (Focus group, Bradford) 

3.9.4 Symptom led demand for eye examinations

Eye examinations are the cornerstone of eye health promotion and the prevention of avoidable sight loss in the UK. Individuals are expected to voluntarily seek out eye examinations at regular intervals so as to enable assessment of eye health, identification of pre-symptomatic eye conditions and referral for diagnoses and treatment. The system operates in a context where eye diseases are frequently well established before individuals become aware of any pain or impact on function. To be genuinely preventive at a population–level, the community as a whole must engage in these regular examinations. 
As reported above, there is a low community awareness of eye health and a lack of understanding that an eye examination assesses the health of the eye as well as sight, and the need for any glasses to correct refractive error.
In the five communities reviewed in this study, deteriorating vision was the most common motivating factor leading people to undertake eye examinations. Complementing this emphasis on deteriorating vision were other related stories of blurred vision, a sense of pressure behind the eyes, headaches and other direct and specific symptoms or injuries. Reaction to the perceived presence of a symptom was the principal motivating factor for initial visits as adults and, in many cases, for subsequent or more frequent return visits. This behaviour was expressed consistently by communities and recognised by service providers.

“I only get tested if I’m having trouble” (Focus group, Cwm Taf)

“They don’t come in until they can’t read...usually after they are nagged, they come in grudgingly, they don’t want to be there.” (Service provider, Hackney)

Compounding this emphasis on symptom-led demand was a widespread misconception of what an eye examination involved. Understood largely in relation to eye sight, most participants across all the sites did not view the eye examination as anything other than a sight test. Few participants appeared to be aware that the various tests included in the examination assessed the presence, absence or degree of eye conditions and could therefore offer the prevention or early detection of disease.
“I try to look after my physical health but not so much my eyes. You notice something is wrong and you go to your doctor but it’s not like that with the optician… my glasses have been broken for 2 years!” (Focus group, Hackney)

Although seeking an examination as a preventive measure (to check the eyes were healthy and prevent the onset of disease) was only rarely raised as a motivation, there were some exceptions. When the community risks to eye health were known or there was direct family experience, this did appear to encourage testing and its frequency.

“My husband’s sister went blind from glaucoma, now all the kids and grandkids must get checked.” (Focus group, Hackney) 
“I have high blood pressure, so I know to be careful.” (Focus group, Hackney)
“I go to the opticians every year; I’ve got diabetes and glaucoma in the family” (Focus group, Cwm Taf)

The views of those who had never been tested were not significantly different to those who had tested at least once. The emphasis on symptoms was mirrored and these community members did not appear to be any less aware of optometry or any less exposed to information on eye health. Like other members of the community, these untested participants articulated a clear rationale for their (non) engagement with eye health services.
“I am too busy… I know I should go but no pain so don’t - not like the dentist, when you have pain” (Focus group, Glasgow)

 “If nothing is wrong, why go unless it affects you” (Focus group, Glasgow) 

Symptom-led demand for eye examinations emerged as the primary barrier impeding access to prevention at the optimal time thereby contributing to avoidable sight loss in these communities

3.9.5 Costs of accessing primary care
In each of the communities we studied, the retail setting of opticians means that going for an eye examination is linked to the purchase of glasses and their perceived expense. This was recognised by the community and by service providers as a barrier to presenting for examinations and contributed to their low frequency. Participants in the focus groups across the communities identified that ‘sight tests’ led principally to the purchase of new glasses or lenses and that the significant expense involved deterred them from examinations. 
“I go to the optician yes, but when I go I only get told I need more glasses so I think I go only when I want glasses.”  (Focus group, Hackney)
“Price is awful for those who have to pay” (Focus group, Belfast)

This retail setting also compounds the sight-led motivation to visit an optician as the environment and advertising emphasises the selling of glasses rather than the potential eye health benefits.  
While this finding about the negative effects of the retail setting and perceived costs of eye examinations was consistent, there was a degree of variation between and across the sites about the way in which the costs of glasses and other cost factors that had the potential to act as barriers, which included:

· Advertising and thus pressure to purchase new glasses was felt to be stronger from optical chains rather than local, independent opticians, who were consequently more trusted as health professionals:

· The cost of eye examinations and eligibility for free testing was raised in Cwm Taf specifically;

· A value for money consideration in terms of whether having an eye examination was worth the likely cost of new glasses - this calculation being affected by an individual’s understanding of the preventive benefits of the examination.   

3.9.6 Experience and other enablers of eye examinations

In addition to these financial aspects constraining the ‘habit of prevention’, our findings also revealed the significance of the experience of examinations in enabling or limiting repeat examinations. These experiences also affect the ‘value’ side of any conscious or subconscious value for money equation that is calculated.

A positive experience with an optometrist and particularly the development of this over time appeared to directly correlate with repeat or habitual examinations. Some of the features of a positive interaction with optometry identified by the community across the sites were:

· Clear explanations of the different tests within the examination and feedback on results

· Reminders and encouragement to attend from service providers

· Available appointments at suitable times

· Positive and friendly staff (with the contraindication of impersonal treatment or pressure)
“Not a stern face… or a conveyor belt” (Focus group, Glasgow)

· Confidence in the technology being used

Another factor mentioned in several sites although not especially prominent in any of them was the impact of wearing glasses from a very young age. This appeared to establish a habit early in life, although the continued deterioration of sight loss and issues of cost nevertheless remained influential motivators and barriers respectively for these individuals. 

Finally, and consistent with the findings on community awareness, focus group participants who had an awareness of eye disease through direct experience were more likely to understand the preventive role and function of eye examinations. For these community members, regular examinations offered reassurance and reduced anxiety. 

3.10 Barriers and enablers to accessing secondary eye care services
As for primary care services, there are a number of interrelated barriers that face patients who have been referred to secondary eye care services. These concern both the experience of ‘the system’ (e.g. how appointments are organised, communicated etc), the clinical experience and the level of support available to individuals in their community.
There are also some barriers, such as equity responsiveness, that operate on a service level and, if not addressed, could constrain the ability of eye care services to meet the eye health needs of high risk groups from minority ethnic and/or deprived communities.

Several of the factors identified can act as a barrier or an enabler, depending on the quality of service delivery and the experience of the patient. We consider the different factors in turn below.

3.10.7 Organisation and administration of secondary care services  

The organisation of secondary eye care services (i.e. for the diagnosis and treatment of eye conditions) – from referral to appointment arrangements, and including waiting times and receptions – can affect the experience of patients. In turn this appears to impact on the successful uptake of treatment among the target communities in this study. 
Interviews with patients and professionals showed that the organisation of the ‘service system’, which includes not only the various services involved but also the referrals and other connections between them, featured as both a barrier and, through the identification of specific good practice, an enabler to accessing secondary care.

The specific and consistently influential elements of the system that constituted a barrier to patients engaging in treatment were: 

· arrangements for booking and attending appointments

· time from initial referral to treatment

· within clinic waiting times 

· physical accessibility, and 

· management of non-attendance 

Although these elements appear to be predominantly concerned with the administration of the treatment system, our site findings illustrate that they are an influential element in the continued engagement of patients with treatment. When a patient’s experience of interacting with ‘the system’ (over and above a specific clinician) is positive, this acts as an enabler or, if negative, a barrier to secondary care. 

The management of clinic appointments including referral, booking, confirmation and follow-up varied between sites and between clinics within sites. Appointment reminders (using diverse means including calls, letters and text messages) were consistently referenced by patients as service-led action that encouraged attendance. The positive impact of effective reminder systems was also noted by some providers. Site findings also illustrate that patients respond well when the timetabling and frequency of appointments is explained and the reason for appointments (or stages in treatment) are made clear.

Several patients raised the time from referral to appointment as a factor that impeded or enabled their subsequent interaction with treatment. For patients who raised this as a problem or negative experience, the time spent waiting was an anxious period. In isolation, however, this did not appear to impede the decision to seek or continue with treatment. For these patients the organisation of the service system was seen to be deficient and, consistent with this view, these patients tended to question the management of the referral process (discussed from the perspective of service providers below). 
There were also patients across the sites who commented on how quickly the treatment process was enacted. These patients were satisfied that, after initial identification of a potential issue, they were placed into the system and were now having their treatment needs met. Once again, these patients did not appear to be more or less likely to subsequently avoid difficulties with treatment or attendance.

Service providers (and a few patients) raised the issue of patients who travelled abroad as affecting attendance, specifically in Hackney, Glasgow and Bradford in relation to the Caribbean and Pakistani populations. These views were based on direct experience and a perception that more frequent travel by some community members can lead to the missing of appointments or appointment notification. The impact of travel is difficult to assess with the sample interviewed (and may also apply to mobile non-migrant communities) although it may point to a broader issue that appointment management and methods of communication can inadvertently present barriers to patients. 

Time spent at treatment or waiting at clinics for consultations was raised in a number of sites by patients and by professionals as being a dimension in the organisation of the service system that affected people’s experience of the system and may act as a barrier to optimal engagement. 

Service providers within secondary care and those in optometry acknowledged the significant amount of time required from patients in attending screening and treatment. In the case of both diabetes and glaucoma, patients are managing a complex long term condition which, by definition, involves significant investments of time and organisation for many of them.

Patients also raised the time spent at treatment as a factor that sometimes caused difficulty with appointment attendance or willingness to seek assistance. Given the age of the cohort examined in this study, work and family responsibilities meant that clinical appointments during working hours were often subject to negotiation or considerable forward planning. For diabetics, attendance at an eye health clinic or screening also needed to be managed in the context of requirements for attendance at other clinics. For the most part, the severity of potential sight loss appeared to engender a sensitive response from the employers of those patients interviewed. Nevertheless, patients did communicate that appointments required negotiation. Changes to schedules or last minute work and/or family responsibilities did feature as reasons for intermittent non-attendance. Similarly overrunning clinic times could frustrate patients and caused some to miss appointments.

In Cwm Taf, in particular, location of the clinic and physical access to it was a barrier for some patients interviewed because of the geography of the Valleys and the bus routes involved in travelling between them. While transport did not feature directly to the same extent in the other sites, a related barrier was where accompaniment to appointment (either for transport or support) by a friend or family member had to be managed as part of managing the overall appointment. This was particularly relevant to patients with diabetes complications. 
“Travelling is perceived as onerous and expensive even where help is available. People don’t like moving out of their geographical comfort zone” (Service provider, Bradford) 

“My parents had to go 20 miles for injections [at an eye health clinic] and wait for a very long time, which made me uncomfortable.” (Focus group, Cwm Taf)

Although non-attendance in secondary care is the result of a range of barriers, the management of non-attendance can itself contribute impediments to treatment or alternatively function as an opportunity for re-engagement. 

Arrangements to manage non-attendance varied significantly across the sites. Most sites had a rule of two or three non-attendances leading to discharge. In some of the sites the discharge notice was sent to both the patient and also the referring primary care provider. In some sites this overall process was supplemented with less formal mechanisms such as telephone reminders to primary care providers or to patients. 

None of the sites appeared to audit the non-attendances or compare non-attendances between particular cohorts of patients (for example by health condition or ethnicity) as part of a systematic approach to reduce the potential impact of non-attendance on inequalities. This lack of systematic review is despite recognition from professionals that non-attendance is likely to be socially patterned and their expressed desire for data to analyse this, rather than relying on anecdote and perception.

Findings from the site reports indicate that non-attendance, rather than being conscious or deliberate, was often the result of administrative service error or forgetfulness on the part of the patient. In both cases, systematic follow-up to non-attendance may be far more constructive and cost effective than effectively waiting for further complication of symptoms before a patient re-presents for treatment.

One final element in the organisation of the treatment system that was the subject of significant comment, especially in Hackney, Belfast, Glasgow and Bradford, was the division of responsibility for primary eye health across a range of health professionals and the perceived impact of referral from GPs on timely access to treatment. Optometrists in particular were concerned that their own role in the detection of risk to eye health and referral of patients was impeded by the necessity to refer patients to their GPs in order to obtain a referral to secondary care. Optometrists viewed this requirement as an unnecessary step that elevated the risk of patients failing to make referrals and expressed frustration that mechanisms were not in place to ensure that their recommendations for referral were followed in all cases.

“If we refer a patient it will be back through the GP, but then we don’t know whether they are followed through; we don’t know if our diagnosis is accurate; we don’t know if they are prescribed medication and the patients themselves often don’t really know...” (Service provider, Hackney)

As for optometrists, there was some community scepticism about the need to involve GPs as an additional step in the referral process. Although this step did not appear to act as a barrier to presenting for treatment, it had caused delays in some cases, and patients tended to view the GP role in the referral process as being at best superfluous and at worst frustrating. 
In Cwm Taf, where the PEARs referral process operates, optometrists can refer patients directly to secondary care, a refinement that has been evaluated positively and could act as an exemplar for across the UK.
This organisation of the referral process in Cwm Taf has also illuminated the potential opportunities for reforming care responsibility following treatment. In other sites, some optometrists viewed their lack of involvement in referral – and hence lack of feedback from clinicians on ‘their’ patients as an artificial division of care which then prevented them from taking an active and encouraging role in patient self-management. For these optometrists a more optimal organisation of post treatment care and management would include optometry directly in community-based management.

3.10.8 Interaction between clinician and patient
The experience of treatment and in particular the character of the interaction between patients and clinicians was, in the sites our study examined, a determining factor influencing engagement in treatment services. Based on the responses from patients and clinicians, we have identified a number of different elements influential in shaping this interaction. In summary, these elements are clear communication, the opportunity to ask questions and engage in dialogue about treatment, and staying under the same clinician. A further element which underpins all of the above and that was stressed by clinicians was sufficient time at appointments. 

Irrespective of the level of engagement or issues in engagement, the patients who we interviewed tended to emphasise the positive features of their current interactions or how they felt these could be improved which would result in a better experience and possibly higher motivation. Patients were less likely to identify specific problems in their relationships with clinicians.  

Clear communication by clinicians about the diagnosed condition, about risk of sight loss, about treatment options, medication or co-morbidities were all issues raised in combination or separately by a mix of patients across the sites as being important to their own experience of treatment. For patients identified as struggling with attendance or concordance, these were often raised as missing elements or sources of confusion. For patients who were successfully engaged these factors were raised either as being present and helpful, or absent but being managed. 
Consistent with this finding about the significance of clear and effective communication, both clinicians and patients stressed the power of dialogue in treatment and the provision of opportunities for patients to ask questions and develop an understanding of and sense of control over their condition and the treatment regime. This had reduced confusion or anxiety and was important in building trust, giving them faith in diagnoses and in medication. Similarly, clinicians spoke of the confidence of patients and the likelihood of treatment concordance where patients were engaged and involved in their treatment.
“The right sort of rapport can lead to little confessions about not taking medication.” (Service provider, Bradford)

The importance of relationships based on trust was reflected in patients’ references to the continuity of relationships with certain identified clinicians or in some interviewees’ wish to ‘see the same person’. Enabling a relationship to develop over time appeared to give some patients confidence in treatment. Some clinicians also commented positively about the potential benefits of continuity in patient –clinician relationships but were pessimistic about the practicality of such arrangements given current workloads in clinics. 

“They try to help...you don’t always see the same person every time at the hospital...that would be nice...but that is how it goes...” (Patient, Hackney)
Language was raised by some clinicians as a factor in their relationships with patients from Pakistani communities in Bradford and Glasgow.  However these concerns were not raised by patients, who seemed satisfied in using family members as interpreters when they felt this was necessary. Ironically, clinicians felt that communication was often negatively affected by these arrangements if the interpreters struggled to understand the clinician and/or wanted to modify potentially distressing messages and so could pass on incorrect information.   

“Relatives can be passing on garbled messages, or edited messages, often under-stressing the seriousness of the situation. This puts considerable responsibility onto a third party.”(Bradford)

Underpinning all these elements of the interaction between clinician and patient, and recognised in particular by clinicians, but not exclusively so, was the significance of the availability of time at appointments. Clinicians across the sites recognised that they had to make a trade off between seeing large numbers of patients and creating opportunities for positive interactions by enabling sufficient time to do this. 

Support staff in clinics, such as patient education workers, specialist glaucoma nurses and Eye Care Liaison Officers (ECLOs), where present and particularly in Bradford, appeared to play a crucial role in mediating and supporting the interaction between clinicians and patients.  
3.10.9 Access to social and community support

The clinical interactions patients had, or did not have, in the eye care pathway dominated the study findings in each site. Also observable, although less prominent as a factor influencing continued engagement in or concordance with treatment, was the interaction patients had with family, social or other community-based support from, for example community centres, places of worship and local clubs. 

“Having diabetes is very hard work and the patient has to have a lot of incentives to actively comply with everything that is expected of them.” (Service provider, Bradford)
Patients across the sites referred frequently to the role of families, friends and community members in supporting their management of their eye condition or their interaction with the service system. Patients identified as having difficulty maintaining their engagement in treatment appeared far less likely to receive support from others. 

The non-clinical support mentioned most commonly was from family members. Family support included practical assistance with appointment attendance (reminders, transportation, accompaniment), and help with understanding of the condition or treatment (translation, interpretation, explanation) and/or the administration of medication. Several patients across the sites also spoke of the less tangible support provided by friends and family members, which enabled them to share anxieties, to seek reassurance or to clarify advice which they had received. This feedback was more common in interviews with patients who were identified as successfully managing their condition.

Community organisations and faith groups in all sites were also providing informal, non-clinical support to patients. This tended to be less direct than from family members with psycho-social benefits; for example, taking part in activities and not feeling isolated. 

Eye specific or health specific organisations, including RNIB, were very rarely mentioned in patient interviews, although local authority social care services did feature, particularly in relation to support for individuals registered as visually impaired or in relation to other complex care needs. Patients did not specifically mention Eye Care Liaison Officers (present in Belfast, Hackney and Bradford) as providing support for maintaining treatment outside of clinic appointments, where they were valued highly. However health professionals did mention how they referred patents to all these support services, although in some areas, such as Hackney there were concerns about the shortage of social care support.  

3.10.10 Costs of medication for glaucoma
Medicine availability and affordability was raised as a factor by patients and professionals in those sites investigating glaucoma, notably in Cwm Taf and to a lesser extent in Hackney. Treatment for glaucoma involves intensive use of eye drops and patients are not exempt from the cost of medication if they are under 60 and do not meet income or benefits criteria. Purchase of medication has to be budgeted for by individuals.

For some patients, this illustrates that the availability and affordability of medicines can be an important barrier to treatment.

3.11 Diabetic retinopathy screening

The findings from the interviews and focus groups with patients who had been referred to and/or who were attending the DRS service raised similar issues about barriers and enablers to accessing secondary care as the insight research across all sites.

A specific barrier to accessing both primary and secondary care includes the lack of understanding by patients about why and how diabetes can cause diabetic retinopathy.  Other barriers to attending the DRS clinic were consistent with those raised by secondary care patients generally including a lack of time for appointments, particularly for people in work. In Glasgow, patients generally preferred a family member to accompany them to appointments to help with interpretation and, to a lesser extent, transport. Some patients also mentioned they would prefer screening to be carried out ‘at the optician’s’ to help address these barriers.

Some patients did not understand why they needed to attend the both the DRS clinic and their optician’s for eye examinations. In particular, people who do not attend diabetic retinopathy screening regularly are often confused about the difference between their annual eye test and the annual diabetic retinopathy screening. 

Fieldwork in Bradford and Glasgow showed that despite some barriers, most patients had positive experiences and views of the DRS service. They understood that screening helps prevent blindness and those who were used to actively managing their diabetes were familiar with the routine of testing, whether for blood sugar, urine, feet or the DRS.
“It is good to know everything is all right”. (DRS patient, Glasgow
The service facilities in both Bradford and Glasgow
 were viewed favorably, particularly in comparison to other parts of health system. The appointment system, with reminders, in the near future and being seen quickly at the clinic, was experienced as more efficient than experiences with other eye care and wider health services. Patients in Bradford commented that because the DRS employed staff ‘from the community’ they were able to use their community language, rather than having to arrange interpretation. 
“They call us; they are keeping an eye on us”. (DRS patient, Bradford)
3.12 Equality responsive services
Health services have a legal duty in the UK to carry out all their functions with due regard to equality. The public sector equality duty
 covers the majority of the protected characteristics and all public organisations are required to create equality objectives and publish information, which enables the public to monitor an organisation’s ability to advance equality of opportunity, foster good relations and eliminate discrimination.
Evidence on the damage caused by health inequalities and the interaction of health inequalities with other forms of disadvantage has encouraged the development of service models that are based around responsiveness and user focus. Responsiveness in this context means an understanding respectful of and relevant to the health beliefs, health practices, culture and linguistic needs of diverse individuals and populations.

In each site, interviews with professionals identified challenges with the eye health and care system’s capability to deliver equalities-responsive services. Three building blocks of equalities-responsive practice were consistently missing. These were accurate, equalities-sensitive data, in-depth knowledge of the high risk community and the monitoring of outcomes from an equalities perspective. Combined, these gaps would make it very difficult to carry out an equalities impact assessment which, while no longer a statutory requirement in itself, is the most robust way of meeting the overarching legal duty on equalities (Equalities Act 2010).   

Most professionals interviewed in each site found it challenging to articulate a definitive picture of the interaction that high risk communities have with services. Most professionals recognised they knew less than they wished to about service use and outcomes by different demographic and socio-economic groups. 
“Put more mileage into making sure we have the right information [about target patient groups]” (Service provider, Glasgow)

Routinely collected and analysed equalities-sensitive data about eye health appears to be extremely limited. This gap also impedes comprehensive joint strategic needs assessments (JSNAs) and service reviews to inform decision making and investment. In addition, the desire to use better data to inform practice was further constrained by existing data collection and management arrangements in sites, for example. GOS forms do not collect ethnicity data in primary care services.
More prosaic grassroots knowledge of the community - their values, health beliefs and social circumstances - was also identified by some professionals as gaps which limited their (or their colleagues) ability to communicate effectively or tailor treatment as appropriate. Once again, professionals expressed a willingness to seek more knowledge and develop their competence in responding to inequalities or diversity.

Finally, service providers did not recognise the monitoring of equalities outcomes or the explicit targeting of reductions in inequalities as a current feature of service approaches to reduce inequalities. While accountability mechanisms can be contentious, monitoring and review of outcomes for inequalities has been shown to enhance service capability to address inequalities. Without a monitoring function, there is limited incentive for service providers, who are already managing stretched resources, to pursue the ‘harder to reach’. Notably, several of the professionals who had commissioning functions did reference monitoring as an aspiration for the future management of the eye care system. 

The combined impact of these factors is that the service system, irrespective of the motivations, aspirations and intentions of those professionals involved in it, does not adequately orientate itself towards being equalities responsive. Opportunities are lost and inadvertent barriers are extended, with likely detrimental consequences for high risk communities.
4 Discussion of findings
The direct impact of the low level of community awareness about eye health is difficult to ascribe. Levels of awareness and exposure to information did not appear to vary significantly according to whether people had been for an eye examination or when their last eye examination was (unless they also had direct experience of diabetes or glaucoma). There is however a proposition in public health that accurate knowledge leads to greater awareness which in turn influences protective behaviour and risk minimisation. At a population level inequalities in health outcomes can be partly explained by certain population groups having low awareness and less than optimal knowledge. If this proposition is correct then, among the communities studied, improving community awareness should lead to improvements in preventive activity and health outcomes.
However, our findings suggest that while increasing exposure to information and generating greater community awareness about eye health may be necessary to reducing the barriers to prevention, this will not, by itself, be sufficient to significantly increase the numbers of individuals going for (more frequent) eye examinations. We found that understanding as well as information is necessary for an increased awareness, and that this needs to be perceived as relevant to individuals for them to change their behaviour. This has important implications for the methods and materials used for awareness raising as the focus group discussions stressed the importance of engaging ‘whole communities’ in eye health promotion to be relevant to local people. 

Eye health promotion also has to compete with other, marketing information from commercial opticians which may produce a different understanding about the purpose of eye examinations (e.g. to check whether new glasses are required) and consequent behavioural response. 
This tension reflects the interaction between the various barriers and enablers within a dynamic service system. Improved awareness and understanding of eye health as relevant to an individual (including the possible consequences of blindness if eye health is ignored) has to be a powerful enough motivator to overcome the more common symptom-led demand for eye examinations if it is to lead to behavioural change.  
The low level of awareness of eye health in the community is likely to have a service impact. Service providers in each site identified and confirmed the existence of low community awareness and the need to better channel and direct people into primary eye care. But in a service system already stretched for capacity, there is little incentive to seek those ‘harder to reach’ or respond to those that may initially be unresponsive. As a result, while most service providers could identify the need for increasing levels of awareness, the responsibility for promoting eye health did not appear to clearly fit within the self-identified remit of anyone. This has clear implications for the role and remit of Local Advisory Groups, and how these are defined and communicated.
The findings in each site have revealed that participation in eye examinations needs to be understood along a continuum of examination frequency, rather than splitting the community into those who have been for an eye examination and those who have not. This perspective, absent from the body of existing research, is essential because it reveals the barriers and enablers which act on what we term ‘the habit of prevention’. Regular examination is essential for eye health, particularly among the study’s target 40 – 65 age group. As a result, minimising the barriers to repeated examination is crucial to building a habit of prevention. 

The pursuit of better health outcomes, particularly for chronic conditions, requires patients to be motivated to achieve better outcomes and willing to invest their own finite resources in the management of their condition. These resources and motivation itself are not generally viewed in the literature as fixed or intrinsic within individuals or population groups. Instead they are enabled by various factors including knowledge, skills, health literacy and economic or other incentives. 

Patient motivation did not emerge from any site in our study as a significant factor impeding access to treatment
. Patients interviewed from across the five sites who had not attended appointments from time to time all communicated their own understanding of the importance of attendance and their own motivation to attend. In the sites, patients often stressed that missed appointments or neglected medication were the result of simply forgetting, of being too busy and as aberrations. The views of these patients matched the views of those patients who were identified by clinicians as successfully engaging with treatment. 

Providers from a range of professional backgrounds, when reflecting on patterns of attendance to secondary care in each site, noted that where a diagnosis was made or significant risk was communicated, most patients appeared to have a strong motivation to attend appointments. This may be a possible consequence of the perceived implications of potential sight loss, as distinct from other chronic conditions with more ambiguous outcomes. If this is so, then it reinforces the need for awareness-raising to be relevant and specific to target communities. 
Health professionals also often reflected on the complex and exhaustive requirements they felt that conditions imposed on patients. They also recognised the self-regulation patients needed to invest to adequately manage their own conditions, in the context of responding to complex life circumstances while contending with poverty and disadvantage. 

5 Recommendations for improvement 
The findings from the fieldwork in each site were used to recommend interventions that would address the key barriers that local communities experienced in accessing primary and secondary eye care services. 
An analysis of these recommended interventions across the five sites showed that there were six types of activities for improvement that had been identified. 

5.13 Outreach and flexible delivery of eye care services

The community focus group discussions produced clear evidence on the desire for eye health awareness raising, screening and support services to be brought into local communities. This would provide a non-retail setting for eye examinations which should encourage and increase access to primary care services and provide additional support for secondary care patients. Most importantly this service redesign would be based on and responsive to local communities’ needs. Specific activities could include mobile screening and community-based condition management. 
The study findings point to the importance of involving GP practices in this outreach approach as trusted local service providers, to link eye health to public health more generally and to enhance their role in the referral pathway to provide more continuity between prevention, screening, treatment and management.

5.14 Community engagement strategy for eye health awareness 

It is not enough to physically relocate eye health services into local communities. The study findings show that communities want to understand more about eye health but this necessitates new ways of communicating with local people as existing eye health promotion materials are not having adequate reach and/or relevance to target at risk communities.

Improved awareness will be achieved most effectively by working with those communities in the co-design and delivery of awareness raising activities. This requires a specific community engagement strategy to enable such activities to be developed organically from the ‘bottom up’. 

Activities and how they are delivered will vary between communities to reflect different needs and community infrastructures, but should be developed in a way that encourages the community to take interest and responsibility for eye health – so services are working with them not for them. Approaches could include peer educators, champions or RNIB volunteers from/with community & faith networks, visits to libraries, markets, football matches etc. 

5.15 Eye health promotion activity integrated with public health

The study has shown how improving communities’ awareness of eye health is unlikely to be successful unless a preventative approach to promoting eye health is an integrated part of local public health strategies.

Recommendations for local areas reflect this perspective and suggest linking eye health screening with broader preventative NHS health checks and with the diagnosis and treatment of related conditions, such as diabetes.  

This public health approach also requires a long term strategy to increase awareness of eye health throughout communities including with young people and children to ‘build a broader conversation’ about eye health in families and communities.

5.16 Seamless secondary care 

The experiences of patients and views of professionals and other service providers provide clear evidence for the need for an integrated referral pathway with clear responsibilities for referral, treatment and monitoring.
The role of GPs needs to be enhanced and clarified as part of this process. GPs offer a unique opportunity for eye health to be promoted as part of the wider public health agenda in local communities. They can also take a holistic perspective of individual’s health (rather than a ‘body parts perspective).

The study has also showed that attendance for secondary care and concordance with treatment could be improved through better  appointments systems, reduced waiting times and active management of non-attendance (DNAs). 

5.17 Enabling responsibility and coproduction in treatment

The study has shown that good communication between the clinician or other service provider and the patient is vital for regular attendance, whether for eye examinations or secondary care and concordance with treatment. 
This approach requires professionals to develop the skills and attitudes to work with patients and communities in a spirit of co-production, which will involve ‘listening and learning’.

Service providers also need better incentives to seek out and sometimes persist with, people and communities who are considered ‘hard to reach’. This requires redressing the perverse incentives within the system that are related to the relative costs of specific caseloads.

5.18 Improving data and intelligence systems 

Data development – management, collection, analysis, and methods of dissemination - is urgently required in all sites. These improvements are not trivial and will require investment to improve access to and effectiveness of primary and secondary eye health services through enabling flexible service planning, more integrated referral systems and the ability to monitor and address inequalities. 
6 Site interventions and a national theory of change
6.19 Site interventions 
Each site held one or more workshops and/or meetings of the Advisory group to hear the findings, discuss the recommended interventions and use these to agree specific interventions for RNIB to take forward that would be likely to deliver tangible outcomes between one to two years. 

Other recommendations from the study, which need to be linked to existing plans and/or are likely to have longer term outcomes are being considered by RNIB’s health services partners in the five areas. 

Table 6.1, overleaf shows the agreed interventions for each site as the have been agreed by the Advisory Groups. They are based on the outputs from the workshops facilitated by Shared Intelligence, and have been developed and modified by the Advisory Groups and local stakeholders into proposed intervention strategies, feasible for evaluation within the two-year timescale of the project. 
More details about the interventions are provided in the individual site reports. 

Table 6.1 Summary of the proposed interventions developed in each of the five Community Engagement Project sites in response to the insight research
	Proposed site interventions - Hackney 

	Hackney - intervention
	A pilot glaucoma case-finding programme that tests the impact and efficacy of screening in a GP Practice for the Caribbean and African patients invited via their GP. 
The programme will invite members of the Caribbean and African communities via GP lists to attend screening for glaucoma in a GP Practice, with the intention of finding undiagnosed cases and providing appropriate referrals for treatment or monitoring. Participants will be monitored through to secondary care. Programme monitoring will allow an assessment of clinical and cost impact.

	Hackney -Anticipated impact
	Increased early diagnoses of glaucoma

Increased proportion of patients entering secondary care at earlier disease stage.

Increased awareness and understanding of eye health risks in relation to glaucoma and appropriate prevention 

	Proposed site interventions - Cwm Taf

	Cwm Taf - intervention
	Ophthalmic Diagnostic and Treatment Centre — a nurse led facility to provide diagnosis and monitoring of ocular hypertension and stable glaucoma in the community.

	Cwm Taf – anticipated impact 
	People with glaucoma or OHT who need annual follow-ups are seen within 12-month target at a more convenient location 

Increase in number of people seen in the community

Patient satisfaction improvement

Reduction in do not attend (DNA) rates 

Reduced number of people attending hospital for routine monitoring

	Proposed site interventions - West Belfast

	West Belfast - intervention
	1. Public Health campaign — delivered in partnership with community members to raise awareness and provide information about eye health and entitlements to encourage attendance for regular eye examinations.

2. Community glaucoma support programme — glaucoma patients and families receive a tailored support programme designed to aid concordance with treatment and care.

	West Belfast – anticipated impact
	Increased awareness and understanding of eye health risks in relation to glaucoma and appropriate preventative action (i.e. eye examinations)

Increased knowledge of eye examination process, cost, benefit entitlements

Increased numbers undergoing regular eye exams
Increased awareness among people living with glaucoma and their families within the target population 

Increased numbers of glaucoma patients in concordance with treatment 
Increased attendance at secondary care glaucoma clinic 



	Proposed site interventions - Bradford

	Bradford - intervention
	1. Community based engagement campaign — health professionals and community networks disseminate key messages about diabetes and eye health to Pakistani people. 

2. Self-care management document for people diagnosed with diabetes — the development of a self-care document to help diagnosed diabetics manage their condition and ongoing treatment, with specific reference to eye health.
3. Improving the patient pathway (seamless care) — development of a seamless care pathway through: 

· A text message service for people with diabetes to remind them to attend DRS appointment. 

A targeted telephone reminder service administered by a bilingual worker, to encourage people to attend appoints at the diabetic retinopathy clinic.

	Bradford – anticipated impact
	Increased awareness and understanding of eye health and eye care services.  

Increased awareness and understanding of the importance of eye examinations or screening even if there are no symptoms. 

Increased numbers of the Pakistani community attending regular screening.

A reduction in the number of people ‘DNA’ at DRS screening. 

Increased number of people receiving treatment at an earlier stage.
Pakistani community members with diabetes involved in active self-management. 

	Proposed site interventions - Glasgow

	Glasgow - intervention
	1. Community engagement strategy — to raise awareness and provide information on eye health to encourage people from the Pakistani community to attend for regular eye examinations.

2. Key messages campaign — working with community members and key health professionals to develop and key messages for Pakistani people with diabetes to promote attendance at eye examinations and DRS. 

3. Working with the Diabetic Retinopathy Screening Service to ensure staff provide consistent messages to members of the community with diabetes in order to promote attendance at regular eye examinations.

	Glasgow – anticipated impact
	Increased number and proportion of population are attending regular eye exams 

Increased awareness and understanding of eye health risks and appropriate preventative action (i.e. eye exams and screening)  among members of community with diabetes 

Increased number and proportion of population with diabetes who are attending regularly for DRS

Reduced number of people from community who are DNA at DRS screening.


6.20 A national theory of change
The complexity of the eye health pathway and the complexity of inequalities experienced by the target communities pose a real challenge for designing discrete and low resource interventions that will achieve measurable outcomes in a relatively short period of time.

To adequately represent and respond to this complexity, the recommendations for local intervention strategies have been based on a theory of change framework for each area. The diagram below shows a similarly structured national theory of change, informed by the synthesis of the insight research findings and the generic types of intervention strategies that have been agreed to respond to these.

Using this framework enables us to hypothesise how different activities, processes and change mechanisms (developed in response to the study findings - the rationale) contribute to short and long term outcomes. 
Locally, the theories of change have been used to appraise and refine the specific recommended intervention strategies. They will continue to be used as a part of the ongoing monitoring and evaluation of the intervention strategies in order to assess whether they have worked in this way, to what extent the right activities are in place and have contributed to the outcomes, and if they are effective. 

The national theory national theory of change provides a framework for summarising the insight research by showing how recommended interventions are grounded in the study’s findings and should lead to identified outcomes. It should be stressed that this is a summary theory of change or logic model at this stage; it does not purport to show the how activities might work in combination or lead to multiple outcomes. However, it can be used as a basis for the evaluation of the interventions to assess impact and explore ‘what works, for whom, why and it what context’ for wider learning and potential roll-out to other areas. These findings can be used to develop a fuller, ex post theory of change to show the complex interrelationships within the change mechanisms operating within the eye health system. 
6.21 Evaluating the interventions

The interventions will launch in each of the sites during the spring and summer of 2012.

RNIB has appointed the London School of Hygiene and Tropical Medicine to evaluate the interventions. The evaluation will consist of: 

· Outcome evaluation — to examine the impact of the interventions in changing people's knowledge and behaviour
· Process evaluation — to examine if the interventions reached the target population as planned

· Economic evaluation — to examine the cost consequence of the intervention implemented at each site. 
The evaluation will run until early 2014. 

Table 6.2 National theory of change diagram

	Issues/ context 
	Rationale 
	Actions/ Interventions 
	Medium term outcomes 
(12 - 24 months) 
	Long-term impact 
(3 years plus) 

	What are the key issues or problems you are trying to address? 
	Why does this require an intervention of the kind you have developed? 
	What is the nature of the interventions that you will deliver to address the issues? 
	What benefits will people see as a result of the interventions?
	What are the ultimate aims and objectives you are hoping to achieve?

	Higher prevalence of serious eye conditions among select population groups

Later treatment presentation leading to greater rates of avoidable sight loss
Under-utilisation of services by select population groups
Potential poorer treatment outcomes in certain conditions among select groups
Limited depth of understanding in service system of inequalities in access or outcomes
	Low community awareness of eye health.
Symptom led demand for prevention and care.
Perceived costs of primary care in a retail setting
Organisation of the eye care service system and the experience of this organisation
Character of the interaction between patient and clinician
Access to social and community support
Limited capability for equalities-responsive services
Community-specific barriers to prevention and care e.g. language, literacy, churn, medicines 
	Better links in the community to promote prevention and bring people into the pathway 
Community engagement strategy for eye health awareness 
Eye health prevention an integrated part of overall local public health strategies

Seamless secondary care 

Enabling responsibility and coproduction in treatment

Improving data and intelligence systems 
Site specific actions 
	Increase in the number and proportion of community having regular eye exams.
Increased proportion of patients entering secondary care at earlier disease stage
Greater specificity of data including in commissioning strategies/JSNA 
Reduced number of non-attendances at secondary care
	Preventable sight loss in high risk communities reduced.

Reduced secondary service costs due to earlier detection and treatment

Successful condition management by individuals and services reducing avoidable suffering 


7 Learning from across the sites
The study across the five sites has generated a wealth of learning about a targeted, preventative approach to eye health, including what this might constitute and how it may be best delivered.
It has also enabled learning about the benefits and challenges of engaging local communities and working in partnership, through the Local Advisory Groups, to develop a common understanding of the barriers affecting high risk, disadvantaged communities and how these may be addressed through a collaborative approach. 

This learning has focused on the importance of:    

· Working closely with local/target communities to hear community and service users’ voices to understand barriers and enablers from their perspectives; improve equalities awareness of service providers; make links with local groups and community infrastructure; and have an ongoing base for outreach work covering awareness raising within the community and support for users of secondary care services.

· Working in partnership with Local Advisory Groups to bring together different perspectives and thus provide a whole systems approach; securing commitment to and active involvement in the agreed interventions; and influencing partners to embed changes in service design and ways of working (particularly in the optometry industry) that promote eye health and improve access to primary and secondary care.
· Local staff has the skills and capacity to drive and negotiate these ‘new ways of working’, and co-ordinate future activities to ensure changes are delivered. Service providers have identified the importance of adequate resourcing to implement complex change agendas. 

8 Implications for the eye care sector
The learning from the insight research has set an agenda for change in the five Community Engagement project areas. This agenda encompasses the specific interventions in each site and other recommendations that could be used to support and inform other local service redesign. There are also changes in how local partners can work together with target communities to implement these interventions effectively. Different approaches (e.g. to raising awareness about eye health) require particular ways of working, which will require building and maintaining new relationships and the ability to influence and negotiate for change within eye health services and local communities.

Clearly, this needs action across the eye acre sector to make these changes a reality.  Initially, however, as the commissioner of the Community Engagement Project and this insight research, RNIB has an important role in raising awareness about the agenda for change and working with its partners and stakeholders to take action.

We have identified three ways in which health sector partners can support the interventions in the five sites and advocate the CEP approach to promoting eye health and preventing avoidable sight loss at a national level. 

8.22 Raising awareness of eye health

· Review awareness raising methods and materials to improve the eye health message within high risk communities — to encourage a preventive attitude to eye examinations; and reinforce this by 

· Communicating an explicit link between eye health and public health more generally — to encourage people to ‘look after their eyes’; and
· Influence how the public perceives optometry — to stimulate attendance at optometry as a health seeking behavior.
8.23 Working in partnership for service redesign and development 
· Develop local partnerships to take forward the CEP approach with the involvement of all partners; 
· Develop ways in which Local Advisory Groups can link closely with new NHS structures for commissioning through Health and Wellbeing Boards, and Local Professional Networks;
· Seek to enhance mechanisms for data gathering and monitoring — to improve decision making and address inequalities in eye health. 

8.24 Organisational development

· Investing in the skills and capacity of local staff and resources to:

· Disseminate the findings from the insight research at a local level so all staff have an opportunity to learn from the new approaches to promoting eye health through engaging with local communities; and

· Disseminate the findings from the insight research at a wider eye health and public health level to begin a discussion of the implications of this research for promoting eye health in partnership with local communities and service delivery mechanisms. 

9 Conclusions 

This insight research, as part of RNIB's Eye Health Community Engagement Project, has identified a number of interconnected barriers and enablers that affect access to primary and secondary eye care services by people at high risk of avoidable sight loss. 

We have used these findings to work with Local Advisory Groups to design and develop intervention strategies to increase the uptake of eye care services among people from high risk communities. 

Limited awareness of eye health was a feature of all five sites and was observable in people who had and had not attended eye examinations, the only exceptions being those with direct experience of eye disease. Addressing this is important to encourage people to have eye examinations to prevent disease that could affect their eyes, but this is unlikely to alter behaviour significantly on its own.

The study found that most people go for eye examinations on the basis of symptom–led demand, usually due to worsening sight.  The retail setting and advertising of commercial opticians reinforces this behaviour, although it can also act as a barrier due to the perceived cost of new glasses which people feel under pressure to purchase. 

Local activities therefore need to raise awareness of eye health in a way that will be directly relevant to people from high risk communities and challenge the purely commercial orientation of retail opticians, both by influencing their practice and through offering community and outreach based screening and optometry services. 

Several sites have chosen this combination of approaches, alongside building on the enablers for repeat and regular eye examinations that the study has identified. These reflect the experience of the eye examination and, linked to this, the level of trust in the optometrist as a ‘health professional’ and getting into a habit of regular eye examinations from an early age which means working with all ages through families and communities.  

The insight research found that people who have been referred to secondary eye care services feel motivated to attend appointments and adhere to their treatment. However the organisation of the service system, in terms of the management of appointments, waiting times and non attendance, and the interaction with clinicians can both result in poor experiences and thus present barriers to continuing concordance with both attendance and treatment. 

Conversely, positive experiences of ‘the system’ and interaction with clinicians can be enablers. Several sites have designed interventions to build on this good practice, for example in relation to flexibility and reminders for appointments and constructive management of non-attendance.

Lastly the insight research raised inefficiencies in the eye health care pathway, and the need for integrated referral systems and improved data collection and monitoring on equalities to address these. Although some interventions aim to tackle these issues, there is clearly a role for Local Advisory Groups to pursue them in conjunction with the CEP, and sometimes through wider public health and/or service developments that are being pursued locally within the NHS.
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Appendix 1: Methods and samples
Focus groups 

Focus groups were held with community members to discuss eye health awareness and primary care. The characteristics of the participants within each focus group were captured through a pre-discussion questionnaire to verify the sample and contextualise the discussion. Groups comprised six to 10 people for up to an hour.
The research questions for each focus group explored:
· Awareness of eye health issues and perception of risk;

· Experience of general preventative health and health-seeking behaviour (including beyond eye health);

· Experience with primary eye care, the character of interactions (positive or challenging) with services and service providers;

· Understanding of role of primary health providers (GPs, optometrists, pharmacists);

· Willingness to seek treatment, understanding of cost/benefits of treatment, consequences of treatment.

· Ideas for improvement based on their experiences.
Table A1. Characteristics of target populations
	

	Site 
	Group 
	Condition 
	Age 
	T = total population 

A = age group 

	Bradford 
	Pakistani 
	Diabetic Retinopathy 
	40-65 
	T: 80,000 

	Glasgow 
	Pakistani 
	Diabetic Retinopathy 
	40-65
	T: 15.000 

	West Belfast 
	White deprived
	Glaucoma 
	40-65
	T: 20,000 

	Cwm Taf 
	White deprived 
	Glaucoma 
	40-65
	T: 17,595

A: 5,786 

	Hackney 
	Caribbean 
	Glaucoma 
	40-65
	T: 19,000

A: 5,500 


T= total adult population in the CEP site.
A = size of the population within the age group under investigation

Table A2. Focus group sample and characteristics of participants
	Site 
	Focus groups
	Total participants 
	Gender
	Age
	Service interaction

	Glasgow
	8
	80
	49% male

4 M; 4 F  groups
	> 55: 46%

< 55: 38%

< 40: 16%
	No eye exam: 19%

No eye exam in past year: 37%

	Belfast
	7
	55
	35% male

1 M; 4 F; 
2 mixed groups
	> 55: 53%

< 55: 47%
	No eye exam: 15%

No eye exam in past year: 40%

	Hackney
	7
	50
	36% male

2 M; 2 F;
3 mixed groups 
	> 55: 59%

< 55: 41%
	No eye exam: 14%

No eye exam in past year: 47% 

	Cwm Taf
	6
	49
	29% male

1 F; 5 mixed groups
	> 55: 57%

< 55: 43%


	No eye exam: 18%

No eye exam in past year: 45%

	Bradford
	6
	55
	45% male

3 M; 3 F  groups
	> 55: 67%

< 55: 33%
	No eye exam: 4%

No eye exam in past year: 24%

	Total
	34
	289
	
	
	


Interviews with services users

Interviews with service users were conducted by phone or in-person and lasted around 30 minutes. The interviews followed a topic guide that explored each individual’s:

· understanding of the referral process;

· experience with the primary and secondary service provider;

· understanding of the condition for which they were referred; and

· behaviour in relation to access and concordance with treatment.
Table A3. Service User Interview Sample and Characteristics of Interviewees 
	Level of engagement

	Hackney
	Cwm Taf
	Belfast
	Glasgow
	Bradford

	Fully engaged
	5 
	8
	 4
	5 
	5 

	Difficulties – treatment
	5
	-
	2
	4
	-

	Difficulties – attendance
	3 
	3
	2 
	5 
	5 

	Total
	13
	11
	8
	14
	10


The interviews and focus groups with DRS service users followed a topic guide that explored the motivations and experiences of those who attend annual screening and the experiences and perspectives of those who have not attended annual screening.
In Bradford the DRS fieldwork comprised five focus groups (three female and two male). Three of the focus groups were conducted with people who had attended screening and two focus groups were conducted with a mixed group (those who had and those who had not attended screening regularly). The focus groups were augmented by seven individual interviews with those who had not attended appointments for screening.
In Glasgow, one focus group of nine people and 26 individual interviews were conducted with people who had been invited to access the Glasgow diabetic retinopathy screening (DRS) service. Of the 35 individuals consulted with in total, 26 had attended screening and nine had missed appointments for screening. Twenty one consultees were male and 14 female.
Interviews with service providers 
Interviews with service providers were conducted by phone or face-to-face and lasted around 30 to 45 minutes. The interviews followed a topic guide that explored: 

· service providers’ knowledge of the local target group; 

· perceptions of prevention, service use patterns and access issues; 

· experience delivering eye examinations and providing referrals for the target group; 

· the factors that influence uptake and/or drop out of a referral and treatment compliance. 
Full topic guides and interview schedules for community focus groups, service user and service provider interviews and research with DRS service users are appended to the individual site reports.
Table A4. Service provider interview sample and characteristics of interviewees 
	Position 
	Hackney 
	Cwm Taf 
	Belfast 
	Glasgow 
	Bradford 

	Ophthalmologist 
	2 
	2
	1 
	1 
	1 

	Support Worker 
	2 
	
	1 
	3 
	2

	Optometrist 
	4 
	5 
	4 
	4 
	2

	Commissioner 
	-
	-
	1 
	-
	1

	Optom Adviser 
	1 
	-
	1 
	1 
	1

	GP 
	1
	 -
	1 
	1 
	1

	Pharmacist 
	1 
	-
	-
	-
	-

	Public Health 
	1 
	1 
	1 
	1 
	1

	Specialist nurse 
	-
	2
	-
	2
	1 

	Total 
	12 
	10
	10 
	13 
	10
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� Although it should be noted that there were relatively few focus group participants who had never been for an eye examination (i.e. in the previous 10 years). This probably reflects the sample population as is discussed in the methodology section of the report and the appendix.  


� The five site reports include detailed findings from the fieldwork with communities, service users and service providers; a discussion of the findings and an intervention summary. Appendices to the site reports include a detailed methodology, topic guides, a report from the workshops and a full implementation plan for the interventions. 


� The DRS service was suspended in Bradford for two years and re-opened under new management arrangements shortly before this study. The Glasgow DRS services has recently moved to new premises.


� The public sector Equality Duty is a specific duty of the Equality Act (2010) [Act of Parliament] which came into effect in April 2011.


� Patient motivation is a complex area of health research and caution should be taken in interpreting this finding that motivation did not feature as a barrier for any patients in these sites, given the relatively small sample sizes and research design.






