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Executive Summary

Introduction
The Eye Health Community Engagement Project investigated eye care services in West Belfast with specific reference to primary care and glaucoma treatment amongst the communities in Upper Springfield, Whiterock, Clonard and Falls, aged 40 to 65 years. The study aimed to understand people's experiences and perceptions of eye care services, and propose interventions to reduce the barriers and support enablers to increase the uptake of eye care services among the West Belfast Community.
The study 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 West Belfast site was selected by RNIB in response to available epidemiology indicating the increased risk of glaucoma and later presentation for treatment among socio-economically deprived groups.

The study has built a better understanding of the reasons behind inequalities in the uptake of primary prevention services and secondary care for glaucoma in the Upper Springfield, Whiterock, Clonard and Falls communities. As a result of the findings, local partners in West Belfast will be able to assess possible intervention responses and prepare a plan for action to improve the patient pathway and service system.

Aims 

The aims of the study were to: 

· Identify the barriers and enablers to accessing primary eye care services among the community in Upper Springfield, Whiterock, Clonard and Falls; 

· Identify the barriers and enablers to accessing secondary eye care services among the community in Upper Springfield, Whiterock, Clonard and Falls; 
· Identify the barriers and enablers among secondary care patients with glaucoma, and in the wider community, to concordance with treatment;
· 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 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. 
The study was comprised of the following data collection methods:  

· Focus groups with residents of the Upper Springfield, Whiterock, Clonard and Falls wards — the majority of participants were aged between 40 and 65 years old (March-June 2011) — to explore attitudes to eye health, explore motivations for and barriers to eye tests, and suggestions for improving access to eye care services.
· Semi-structured interviews with people from West Belfast who have, or are at risk of having, glaucoma (May-July 2011) — to identify motivations for and barriers to concordance with secondary care and how eye health services and pathways could be improved. 
· Semi-structured interviews were conducted with service providers and managers in eye health primary and secondary care (March-June 2011) – to gather experiences of take up of and access to primary and secondary eye care services from the target group and views about how to improve eye health pathways and access.
After insight was gathered and analysed, findings were presented to local stakeholders who then worked, in a series of workshops and meetings, to develop a theory of change and an action plan to respond to findings.   As a result three interventions were proposed including: a public health campaign to increase the number of people attending for an eye test; providing sight tests in community settings to remove the retail dimension; and developing and delivering a support programme for people diagnosed with glaucoma and their families. These are to be taken forward and refined by the newly formed Community Engagement Project Advisory Group. 
Findings

The findings 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 community in Upper Springfield, Whiterock, Falls and Clonard. The key findings with regard to accessing primary care services are summarised below.

Primary care: motivations and barriers 

Community awareness of eye health
· The research findings suggest that awareness of eye health and eye health conditions is limited among the target communities. Community members do not understand eye health beyond “eye sight”. 
· As such there was also limited understanding about the risk factors related to eye health and/or any preventative behaviour that individuals could take to protect and promote eye health. Focus group discussions showed that, in part, participants attributed this limited understanding to a lack of available information about eye health. 
· Community members also expressed the view that eye health is not deemed a high priority by policy makers or commissioners and that this is likely to continue given pressures on public resources.
· Yet there is a desire among community members to know more about sight loss and eye health. The belief is that there have been missed opportunities to date as many service providers have failed to understand the needs of the community and thus plan service delivery in response - this is echoed by a number of service providers. It is clear that there are many existing health projects and activities within the communities that could be used to promote eye health and eye health messages. 
Symptom-led demand for prevention and care

· Preventive action in relation to eye health is understood almost exclusively through the prism of eye-sight and without reference to eye health or eye conditions. In part this is due to people taking a very much take a symptom led approach eye health - seeking assistance when they have a problem.

· Eye-tests are generally not recognised as health checks and individuals do not go (in the first instance) unless there are symptoms which they deem serious enough to take the time to arrange and attend an eye test. 

· These results point to an apparent failure in the system to adequately address the prevention needs of this high risk community. Service providers representing a variety of professions all pointed to the existence of low community awareness and a symptom led demand for treatment and the need to address this. So while the problem is reasonably well-known, it appears that action has not yet been taken to resolve it effectively. The reasons for these are probably complex but may include a lack of knowledge from services about how to tackle the problem.

Barriers and enablers to tests and frequency of eye examinations

· Factors that influence people’s decision to have a test or not appear the same i.e. they will primarily seek response to a problem such as deterioration of sight, headaches etc. Following initial seeking of treatment key enablers for re-testing appear to be when reminders are received and/or there is a deterioration of vision.

· Experience of eye examinations is also crucial to the frequency of re-testing. The majority of individuals consulted feel that a positive experience encourages repeat attendance. Factors creating a positive experience are stated as: being met with a positive attitude from the clinician; and being given full information and explanation of the process.

· A further clear finding is that when the optometry service is clearly visible and involved in the community, attendance is encouraged. Attendance at optometrists from a young age encourages habitual attendance.

· The most dominant barrier identified to testing via the study was around the perceived costs of visiting the optometrist. The expectation of cost – for purchasing glasses as much as for the test - when attending for an eye test clearly results in individuals making the decision either not to attend at all and/or not attending as regularly as they should, even in circumstances when they know they have problems with eye sight. Linked to this there is a lack of awareness or understanding around assistance with costs associated with eye health and benefit entitlement. 

Secondary care: motivations and barriers

Organisation and administration of Secondary Care Services

· The secondary treatment system for glaucoma in West Belfast is viewed as less than ideal. Both patients and service providers recognise a number of limitations in its capacity to respond fully to patient needs which can result in a less than ideal experience. 

· The way in which referrals are managed is considered by many to be cumbersome and inefficient; optometrists having to refer to GPs, who then refer to secondary care, are considered to add an additional and unnecessary step. Many feel that the referral process would work better if optometrists could refer direct to secondary care. 

· Some of the ways in which appointments are managed and administered present difficulties for many patients. Waiting times can be long; patients are often very unclear how long they will have to wait between appointments.

· There is a lack of follow up around why people do not attend for appointments. Tough rules on non-attendance may have an equalities impact with individuals being discharged and put at risk unnecessarily. 
· Lack of explanation around testing, referrals and treatment processes/outcomes varies; generally there is a desire for more information and explanation to be given. 
Limited service capability to respond to inequalities
· It is evident that enhanced and integrated social support (particularly that delivered in a community setting) would enable individuals to feel better assisted in the management of chronic/multiple conditions. Service providers point to unrealised opportunities for greater social support and reinforcement of awareness and treatment messages through GP clinics and better use of community optometry and pharmacy services.
· Service providers recognise that a number of the issues and challenges raised via the study will be potentially resolved via the new glaucoma service and referral process, i.e. more accurate testing and therefore more timely and appropriate referrals from primary care.
· Nevertheless it is recognised that there are still opportunities that could be exploited to ensure this new service and process is successful, including through more developed and effective partnership working.

· It is also recognised that more needs to be done to consciously engage with, involve and get to know the community to ensure that the service as it is rolled out is responsive to their needs. 

· There is a need to agree a common set of key messages that will improve communication around eye health both at a preventative level and in relation to the eye care pathway.

· There is also a need to improve support systems such as the management and administration of patient information and appointment systems and to improve the sharing of and to use improved data recording to improve service design and delivery. 

Recommendations based on the study conclusions

The following overall recommendations were developed to address the barriers experienced by the working class community in West Belfast as identified through an analysis of the key findings of the study. They have been used to stimulate discussion on the specific proposed implementation strategy that has been subsequently developed with site partners and remain ‘on the table’ for future consideration.
· Develop a targeted public health awareness raising campaign around eye health and the importance of attending regular site tests. Develop and deliver this programme in partnership with the community starting at early years.

· Engage key health professionals to work with the community to promote eye health messages and consult on service design and delivery.

· Address the cost barrier to sight tests by exploring options to separate the testing dimension from purchase of prescription; improve advice on eye health benefits and entitlements and explore delivery of sight tests in community health setting rather than retail environment.

· Explore the management and administration of the secondary care eye clinic appointment and waiting system in light of patient experience. In particular look to improve communication of waiting times; review procedures relating to non-attendance; and consider possible changes to improve attendance if necessary.

· Develop improved communication around the secondary care clinic, (e.g. explanation of the referral process, what is likely to happen during appointments etc) and the management and treatment of glaucoma. 

· Address confusion around the different elements of the pathway via awareness raising and improved information/communication efforts. 

· Investigate enhancement and creation of patient support programmes for glaucoma sufferers and their families (delivered outside the clinical setting) in order to support self-management of condition. Build on existing successful supports e.g. ECLO, support groups, community health projects. 

· Involve other key professionals (GPs, community optometrists, pharmacists) in promotion and management of eye health.

· Develop partnership working and links between primary and secondary care in order to support improvements to the eye care pathway (i.e. between GPs and optometry, and optometry and ophthalmology).

· Explore improvements to data systems to support better recording and sharing of patient records to encourage delivery of integrated, outcome focused eye health pathway.

Site intervention strategy
The findings from the investigation of barriers to the use of services provided the basis for a collaborative process with West Belfast site partners through which intervention strategies to increase the uptake of eye care services have been designed and recommended. This process included a site workshop and discussions with local and national RNIB partners which responded to the findings and also considered the unique local circumstances and national context that would inform the future sustainability of selected action. The unfiltered range of potential interventions considered is reflected in the report recommendations (provided above). A number of these recommendations were also discussed and developed during the workshops and their detail is captured in the appendix two to the report (workshop outcomes).  
To illustrate how the proposed intervention strategies respond to the study findings and are able to achieve the outcomes identified a ‘theory of change’ has been prepared. The diagram identifies the causal pathway from the site context and our study findings to the overall programme goals and shows the types of actions that will be required to meet these goals. This theory of change forms the basis for future assessments of appropriate interventions to reduce avoidable sight loss in the Upper Springfield, Whiterock, Clonard and Falls communities.

In response to the recommendations from Shared Intelligence, three interventions were proposed, to be led by the new Community Engagement Project Advisory Group:

Intervention 1

A community based public health campaign to increase awareness and uptake of primary eye care services 
	Key features

	Summary
	A 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. 

	Anticipated impact
	· Increased awareness and understanding of eye health risks in relation to glaucoma and appropriate preventative action (i.e. sight tests)

· Increased knowledge of sight test process, cost, benefit entitlements

· Increased numbers and proportions of the community undergoing regular eye- examinations


Intervention 2

Community support programme to aid concordance with glaucoma treatment and care 

	Key features

	Summary
	Glaucoma patients and families receive a tailored support programme designed to aid concordance with treatment and care

	Anticipated impact
	· Increased awareness of glaucoma among people with the condition and their families 
· Increased attendance at secondary care glaucoma clinic 

· Increased numbers of glaucoma patients concordant with treatment


Next steps

RNIB, working with the local Advisory Group, key stakeholders and the community, will develop the proposed interventions into agreed intervention strategies for implementation in the West Belfast site. The interventions will launch during the spring and summer of 2012.
RNIB has appointed the London School of Hygiene and Tropical Medicine to evaluate the interventions, together with the interventions in the other four sites. 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. 

1 Introduction, aims and context

1.1 Introduction 

The Eye Health Community Engagement Project investigated eye care services in West Belfast with specific reference to primary care and glaucoma treatment amongst the communities in Upper Springfield, Whiterock, Clonard and Falls, aged 40 to 65 years. The study aimed to understand people's experiences and perceptions of eye care services, and propose interventions to reduce the barriers and support enablers to increase the uptake of eye care services among the West Belfast Community.
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 West Belfast site was selected by RNIB in response to available epidemiology indicating the increased risk of glaucoma and late presentation for treatment among social-economically deprived groups.
The study is 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. The four other study localities across the UK and their focus were: 
· Bradford (diabetic retinopathy in the Pakistani population experiencing deprivation, aged 40–65 years)

· Cwm Taf (glaucoma in working class population, aged 40–65 years)

· Hackney (glaucoma in African Caribbean population, aged 40–65 years)
· Glasgow (diabetic retinopathy in the Pakistani population living in affluent and deprived areas aged 40–65 years)
1.2 Aims 

The aims of the study were to: 

· Identify the barriers and enablers to accessing primary eye care services among the community in Upper Springfield, Whiterock, Clonard and Falls; 
· Identify the barriers and enablers to accessing secondary eye care services among the community in Upper Springfield, Whiterock, Clonard and Falls; 
· Identify the barriers and enablers among secondary care patients with glaucoma, and in the wider community, to concordance with treatment;
· Design and develop intervention strategies to increase the uptake of eye care services among people most at risk of developing avoidable sight loss.

1.3 Local collaboration and leadership

The approach taken in this work was based on collaboration and engagement with clinicians, local RNIB staff, public health stakeholders from the statutory and voluntary sectors, and with the communities identified in each locality. A strong emphasis was placed on the involvement of the local communities in the research.
Local collaboration was pursued to ensure that local health and community stakeholders, as the long-term agents of change, were actively involved in the study, the design of recommended interventions and the implementation of recommendations. Specifically local community agencies were used to arrange and recruit for focus groups and four community researchers were recruited to assist in the arrangement, facilitation and analysis of focus groups. These community researchers were also invited to participate in the study workshop which informed the recommended interventions.
Local RNIB staff and recommended key stakeholders have provided the study with expert guidance and enabled local networks to support the conduct of local investigation. 
1.4 The population in Upper Springfield, Whiterock, Clonard and Falls and glaucoma
This section is informed by the West Belfast Eye Health Equity Profile undertaken on behalf of RNIB by the Public Health Agency. 

Eye health is a major determinant of quality of life. In March 2008, 4,186 people in Northern Ireland were registered as severely sight impaired (blind) and 2,830 were registered as sight impaired (partially sighted) with the five acute provider HSC Trusts (NI Assembly 2009). However, modelling produced for a report for RNIB estimated that in Northern Ireland there may be 3,887 blind people and a further 10,801 who are partially sighted (RNIB, 2009). 

Glaucoma is the name given to a group of eye conditions which cause optic nerve damage and can affect vision. It may be caused by raised eye pressure or a weakness in the optic nerve. Glaucoma is often considered to be a ‘silent condition’ with estimates of up to 50% of people with glaucoma being unaware of its presence (see for example Tielsch et. al., 1990). 

The estimated number of persons registered blind in Northern Ireland due to glaucoma is expected to increase from by 32 per cent - from 442 in 2010 to 586 in 2020 (RNIB 2009). The costs of this are estimated as almost £14 million in 2010 in terms of costs to individuals (including loss of income and the costs of maintaining their quality of life) and also to society through costs to the NHS and other public services.
The West Belfast Eye Health Equity Profile, which was conducted as part of this project acknowledges that there is limited prevalence and service use data currently available for the specific target community selected for this project in relation to glaucoma. 

That said, the influence of social deprivation is considered influential in the late presentation for treatment and successful self-management of glaucoma (Fraser et. al., 2001; Ng et. al., 1994). Hypertension, a recognised risk factor for glaucoma, is more prevalent in socially deprived communities, as are the risk factors for hypertension such as smoking, poor nutrition and obesity. 

All four wards in the West Belfast CEP area have high proportions of households in receipt of income support and all fall within the top 2 per cent of the most deprived wards in Northern Ireland (NIMDM 2010). Falls and Whiterock wards are ranked both most deprived and second most deprived in terms of health deprivation and disability with Upper Springfield and Clonard also falling within the worst 10 health deprived wards. Thus it is likely many of the glaucoma risk factors mentioned above will be found to be higher in these communities. 

Public health professionals in the Belfast area state that the CEP target population can be expected to present later and have more difficulties adhering to the treatment and management of the condition than the population as a whole, thus leading to poorer outcomes. They also suggest that this is typical of more socially deprived communities. 

As there is no formal screening programme for glaucoma in the UK, detection is largely dependent on the public attending an optometrist for examination, although this is less likely in socially deprived communities. There are four optometric practices located within the CEP areas. Crude analysis of General Ophthalmic Service (GOS) statistics suggest that only around 19% of the population are attending for sight tests. 

It is also the case that access to secondary care services relies on multiple factors (patients must first present at primary care or optometry services before they are able to access secondary care) and that lower inpatient and outpatient rates are found in the most deprived populations. As these are populations with high prevalence of most eye conditions, it is reasonable to suppose that there is also some inequity in access of secondary care services within the CEP area.

1.5 This report

The report presents the findings from the study and introduces the intervention strategies to be proposed to a soon to be established local Advisory Group. 

The reminder of the report is organised into four sections: 
· Section two describes the methodology for the study; 

· Section three presents the findings from the focus groups and interviews reflecting the perspectives of study participants; 

· Section four develops the analysis and assessment of the study findings together with key messages and recommendations aimed at informing future interventions; and, 

· Section five presents the results of local workshops and meetings held to design an evidence-based response to our findings. This section describes the proposed areas for intervention, including a description of the theory of change binding these recommendations in response to the findings together in a coherent framework.

Appendices attached to the report are: 
· Appendix one — Summary of the study method and study tools (interview and focus group guides); 

· Appendix two — Notes of the findings/action workshop;

· Appendix three — Details of the intervention. 

2 Methodology 
A summary of the method, including the sampling approach, is provided here with further detail in appendix one. 

The study was comprised of the following data collection methods:  

· Focus groups with residents of the Upper Springfield, Whiterock, Clonard and Falls wards — the majority of participants were aged between 40 and 65 years old (March-June 2011) — to explore attitudes to eye health, explore motivations for and barriers to eye tests, and suggestions for improving access to eye care services.

· Semi-structured interviews with people from West Belfast who have, or are at risk of having, glaucoma (May–July 2011) — to identify motivations for and barriers to concordance with secondary care and how eye health services and pathways could be improved. 

· Semi-structured interviews were conducted with service providers and managers in eye health primary and secondary care (March–June 2011) — to gather experiences of take up of and access to primary and secondary eye care services from the target group and views about how to improve eye health pathways and access.

After gathering insight through these methods, Shared Intelligence presented the findings to local stakeholders at a project workshop. Shared Intelligence worked with these identified stakeholders via the workshop and via post workshop discussions with local and national RNIB officers to develop a theory of change and action plan that is intended to guide local action in response to the findings.
2.1 Focus groups with community members 
We worked in partnership with local community agencies to arrange and recruit for focus groups in order to gather community views about primary care and awareness of eye health. We also recruited and trained four community researchers to assist in the arrangement, facilitation and analysis of focus groups. 
The characteristics of the participants within each focus group were captured through a pre-discussion questionnaire to verify the sample and contextualise the discussion. These are summarised in appendix one. 

Across the seven focus groups we spoke with 55 participants, 35 per cent were male, 47 per cent of all participants were under the age of 55, 15 per cent of participants had never had an eye test and 40 per cent of participants had not had an eye test in the past year. Two focus groups were mixed gender with four female only and one male only. All focus groups were comprised of participants who had all had an eye test in the past ten years.

The research questions for each focus group explored the following major themes:

· 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.

2.2 Interviews with service users

Eight semi-structured interviews were conducted with people, aged 40-65 years from the West Belfast area who have, or are at risk of having, glaucoma and have had a range of interactions with secondary care. 

Invitation to interview was sought through primary or secondary care providers, through the ECLO and through participation in the focus groups or other community networks. 

The engagement that patient interviewees had with the service system is outlined further in appendix one. 

In summary the range of interactions were:

· referred from a primary care provider to secondary care and who attended the secondary care service and have successfully maintained compliance with treatment (n=4);

· referred from a primary care provider but who have not attended one or more appointments in secondary care settings or who intermittently attend/don’t attend appointments (n=2);
· attended secondary care services but who have been unable to maintain compliance with treatment (n=2). 
Interviews were conducted by phone or in-person and lasted around 20-30 minutes. The interviews followed a topic guide that explored:

· understanding of referral process;

· experience with primary and secondary service provider;

· understanding of referred condition;

· behaviour in relation to access and concordance with treatment.

2.3 Interviews with service providers and managers

Ten semi-structured interviews were conducted with service providers, managers and support staff in eye health primary and secondary care in Belfast. 

Potential participants were identified by local RNIB contacts and approached directly for participation. Interviews were completed with content experts and stakeholders who are involved in eye health prevention and care. 
Interviews were conducted by phone or face-to-face and lasted around 30-45 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. 

2.4 Challenges and limitations

A more detailed assessment of the study’s methodological challenges and limitations is provided in the national report of the Insight Research for the Community Engagement Project. This provides an overview of the key findings and conclusions from across the five sites, together with a summary of the interventions that are being taken forward in each of these by RNIB and the Local Advisory Groups. 
The methodological challenges and limitations in the West Belfast study were consistent with those in other sites, albeit with some local particularities discussed below. 
2.4.1 Focus group sampling 
The number of focus group participants who had never been for an eye-test was lower than originally intended. 
Originally it was planned to run half the focus groups with people who never had an eye examination (i.e. in the last 10 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 10 years. Although there are little reliable statistical data available on the proportion of the target population in West Belfast who have attended eye examinations, 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 probably reflects the sample population. 
The lower than expected proportion of people aged 40-65 who 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 10 years). Within these, 15 per cent of participants had never had an eye examination, 40 per cent of participants had not had an eye examination in the past year and the rest were fully engaged. 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 enables us to be relatively confident in how we can interpret the findings from each site.   
2.4.2 Limited size of patient sample 
A sample size of 15 secondary care patients 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 due to the likely low numbers of people with glaucoma in secondary care in the four wards concerned. To address this it was agreed with RNIB that we would also seek to recruit from the wider West Belfast locality. 
A number of methods were employed in addition to requesting contact details of individuals who met the sampling criteria from clinicians. These included recruiting via existing community contacts, via the ECLO staff, via the secondary care eye clinic and via an advertisement in the local press. We also sought to secure the co-operation of GPs in the area around patient contacts but this was constrained by the lack of data held electronically by GPs.  Despite these efforts only eight patient interviews were secured, which probably reflects the small numbers of people in the target population – even by extending the area to West Belfast - who are receiving secondary care for glaucoma from which the sample can be drawn. There may also have been some reluctance of patients to be interviewed. 

There was strong coherence of views across these eight interviews, and similarities with those from community members with experience of glaucoma and/or secondary care who participated in focus groups. However, due to the relatively small sample size, particularly for patients who had difficulties with attendance or treatment, the findings about secondary care need to be interpreted with caution.  
2.5 Analysis

Interview notes and focus group notes (and/or audio-recordings where permission for recording was granted) were reviewed manually by the site researchers to identify key themes (e.g. barriers and enablers) through a grounded analysis. The themes, once identified, were clustered into categories to enable further content analysis to be carried out. This enabled us to identify patterns and draw conclusions as described in the discussion section of this report. The analysis and interpretation were validated through discussion and internal challenge of emerging conclusions by the national research team (via three analysis and review meetings on site and national findings) and verified by the national director and study co-ordinator.

2.6 Ethics

The NHS National Research Ethics Service was asked to review the project protocol and they deemed that the work to be undertaken could be categorised as ‘service evaluation/review’. After this determination, we notified the Office for Research Ethics Committees Northern Ireland (ORECNI) of the agreed study protocol who advised that no further local ethics approval was required given the national assessment made. Shared Intelligence follows a rigorous ethics code developed by the company to govern research practice. Our ethics code is consistent with NHS research ethics committee standards, Caldicott Principles and the Social Research Association guidelines. The principles of informed consent, anonymity and security of data were observed throughout the evaluation.
2.7 Quotes in this report
Where participants in the community focus groups are directly quoted in the report we have included reference to the focus group characteristics of which are described in the appendix one. Service users quoted are referenced by their engagement with the service system outlined above. Given the small sample and involvement in the study, there is no identification for quotes from professionals.

3 Findings

The following section reports the findings from the perspectives of each of the participant samples in response to the questions discussed with them (from the focus group or interview topic guides) to address the aims of the study. The section is organised to reflect the views, experiences and suggestions of the different participant groups, with attention given to the perceived barriers and enablers that influence the access to and uptake of services. The discussion section that follows (section four) triangulates and synthesises the three sets of findings to bring out key themes and messages in relation to the critical barriers for the working class community in Upper Springfield, Whiterock, Clonard and Falls to access and benefit from primary and secondary eye health services in West Belfast and how these might be overcome.

3.1 Community views and experiences

3.1.1 Eye health awareness and understanding
Eye health was understood almost exclusively by all focus group participants in relation to sight loss and fear of blindness. Most associated good eye health as:

 “about whether you can see” [focus group 2: female, 40-65, mixed testing] 
and whether or not:

“…you need glasses” [focus group 1: female, 40-65, mixed testing].
There is very little immediate recognition of eye health in relation to other conditions or of eye health issues that are not immediately translated to the ability to see.
When probed on why eye health was important, responses all related to everyday tasks for which sight is considered important e.g. work, reading, driving, watching television etc. Interestingly there were also strong associations made to self-confidence, identity and safety. 

“couldn’t do without my sight”, “wouldn’t like to be blind” [focus group 4: female, 40-65, mixed testing]
“need sight to know who is coming (towards you)” (associated with feeling safe) [focus group 2: female, 40-65, mixed testing]
Community members acknowledged that there is low awareness of eye health in its widest sense and that this is due to both a lack of information and the fact that it is not a priority for policy makers and commissioners in comparison to other health conditions and health promotion activity (e.g. obesity, smoking) . There was also a strong sense of awareness of lack of resources/limited resources resulting in eye health being less of a priority as it did not directly relate to morbidity. 

“eye care is way down the list” [focus group 4: female, 40-65, mixed testing]
“… but cuts (funding) things like eye health suffer” (become less priority) [focus group 6: female, 40-65, mixed testing]
When discussing information sources the majority of individuals could only recall those which had a commercial focus such as television adverts for glasses, contact lenses or laser eye treatment. There was also varying experience among participants of the level of information given by optometrists. Some individuals when attending for an eye test were given a lot of information about what was involved; others received very little explanation of the process.
“they give you no information, no leaflets, adverts or anything” [focus group 4: female, 40-65, mixed testing]
“there is not a lot of information out there” [focus group 1: female, 40-65, mixed testing]

There was a strong feeling among community members that if more information was available on the wider aspects of eye health awareness, take up of eye health services would be higher.

“if people were aware they would do more (to look after their eyes)” [focus group 1: female, 40-65, mixed testing]

“there should be more information - then people wouldn’t take sight for granted” [focus group 4: female, 40-65, mixed testing]

This lack of awareness around eye health among community members is linked to many individuals also having a lack of knowledge and/or understanding of the risk factors around eye health. There was very limited awareness of the various eye health conditions that are in existence and the risk factors associated with these.
That said, awareness of risk factors was higher among individuals who had family or friends with an eye condition and/or another health condition that was known to impact on the eyes;. However, the level of awareness varied from some individuals being clear on the actual condition (e.g. glaucoma), its effects and treatment and others just being vaguely aware that someone in their family had some sort of condition and because of that family members needed to be tested and/or they needed to watch their diet.

“genetics, like diabetes and MS that can affect your eyes” [focus group 3: female, 40-65, mixed testing]
In identifying what factors could affect eye health the most common responses given were around age or associated with exposure to particular environments and accidents (at work or in home). 
“it happens (your eyesight gets worse) with age” [focus group 6: female, 40-65, mixed testing]

A number of people mentioned working conditions or type of work undertaken as something which could impact on eye health. These included:

“close work” [focus group 3: female, 40-65, mixed testing; focus group 4: female, 40-65, mixed testing] 
“bar work” [focus group 3: female, 40-65, mixed testing] 
“manual labour” [focus group 5: male, 40-65, mixed testing; focus group 6: female, 40-65, mixed testing; and focus group 7: mixed gender, 40-65, mixed testing]
There was reference to dietary and lifestyle factors. However, this did not translate to a sophisticated understanding of how and why such factors can affect eye health. Common responses included:

“carrots” [focus group 2: female, 40-65, mixed testing]
as being good for the eyes and attribution of:

“vitamins” [focus group 3: female, 40-65, mixed testing] and “healthy eating” [focus group 4: female, 40-65, mixed testing]
as being good for eye health and:

“too much sugar” [focus group 1: female, 40-65, mixed testing] 
being bad for the eyes. A number of participants also mentioned that alcohol could affect the eyes and stress was another common response. However, in comparison there was no knowledge that smoking could affect the eyes and many participants were shocked to hear this. Male participants were less likely to have considered what they ate and drank to affect their eye health.

A number of individuals also referred to issues of luck or provenance in relation to eye health/eye conditions. Participants showed acceptance that if they are going to have a condition they will have it regardless and just have to accept this and get on with it.

“have to accept what God gives you” [focus group 4: female, 40-65, mixed testing]
As such little specific action is taken to protect or maintain eye health. Most participants mentioned a range of different diets and foods as having protective attributes for eye health (although these were often based on perceptions and myth). Cleanliness and importance of looking after oneself was also prioritised. 
“(I) don’t do anything (to look after eye health)” [focus group 3: female, 40-65, mixed testing]
“it’s a thing (looking after the eyes) that people don’t think about” [focus group 4: female, 40-65, mixed testing]

“cold tea bags and cucumbers (are good for the eyes)” [focus group 2: female, 40-65, mixed testing]
“you can use eye gel or artificial tears” [focus group 2: female, 40-65, mixed testing]
Sight tests were only occasionally raised as a preventative action. Most participants who raised these communicated them as “tests” which could indicate problems with sight or reading rather than in relation to diagnosis of other conditions.

“no-one thinks about their eye as an illness”. [focus group 1: female, 40-65, mixed testing]
That said there was some recognition among a number of participants of a synergistic relationship between eye health and overall health and wellbeing. A number of those engaged in focus groups were recruited via community health projects and therefore had some understanding of health prevention and promotion generally. 

“the optician helped identify my high blood pressure” [focus group 6: female, 40-65, mixed testing]
“can diagnose other illnesses due to the eye” [focus group 4: female, 40-65, mixed testing]
3.1.2 Eye health examinations: the motivations and barriers

Most individuals state that they first attended for an eye examination in response to a problem. Deterioration of vision is the most common motivating factor, other responses related to headaches, blurred vision etc. Examples such as 
“squinting when reading”, “double vision”, “couldn’t read” were mentioned in all focus groups.
Preventing the onset of disease was only mentioned by a small number of individuals who either themselves or had a family member with an eye condition e.g. glaucoma or condition known to affect the eyes e.g. diabetes.

“my dad has glaucoma so I go (for eye test) regularly” [focus group 7: mixed gender, 40-65, mixed testing]
A number of focus groups discussed the availability of a local optometrist (within the immediate community setting) as something which encouraged them to attend.
“I wouldn’t have thought of going had there not been an optician locally” [focus group 7: mixed gender, 40-65, mixed testing]
“handiness is a big factor” [focus group 2: female, 40-65, mixed testing]
Where individuals do attend for eye examinations they recall a generally positive experience of visiting the optometrist. Repeat attendance is encouraged when reminders are received and/or there is a deterioration of vision. Repeat attendance also occurred when an individual had experience of attending optometrists from a young age, therefore, making this a habitual activity and/or where there was knowledge of a family history of a particular eye condition (mainly glaucoma).
“I get a letter to tell me to make an appointment” [focus group 1: female, 40-65, mixed testing]
The majority of individuals felt that a positive experience encourages repeat attendance. Factors creating a positive experience are stated as: being met with a positive attitude from the clinician; and being given full information and explanation of the process. 
“when they (optometrist) are generous with their time” [focus group 6: female, 40-65, mixed testing]
“it’s positive when the optician has the time to speak to you” [focus group 1: female, 40-65, mixed testing]
“I like to know what is happening (what tests undertaking)” [focus group 7: mixed gender, 40-65, mixed testing]
Where people did not attend for eye examinations this tended to be due to having no symptoms that they considered meriting immediate attention or prioritisation. A number of people feel that while they know they should attend for regular examinations this was not deemed an immediate priority when they had no significant symptoms or problems. 
“not the biggest necessity, if there is no problem it (going for eye test) will not be a priority” [focus group 2: female, 40-65, mixed testing]
Expectation of cost and expense was discussed as a major barrier in all focus groups. Related to this there was a lack of knowledge about entitlement to benefits/assistance with cost of prescriptions with regard to eye health which could prevent people from accessing at all or regularly. 
“cost of everything combined is a barrier” [focus group 2: female, 40-65, mixed testing]
“but if they (glasses) break you can’t get others without paying” [focus group 6: female, 40-65, mixed testing]
“they’re making it harder to get free glasses, even if you’re entitled to them” [focus group 3: female, 40-65, mixed testing]
There is a common view that some optometrists have a strong commercial focus and that often too much emphasis is placed on the selling of expensive products. Participants in most groups mentioned either direct experience or knowledge of others going to the “pound shop” to purchase “cheap reading glasses”/”ready glasses”
“you make do with what you can afford rather than what you want or need” [focus group 1: female, 40-65, mixed testing]
“price is awful for those who have to pay” [focus group 4: female, 40-65, mixed testing]
A few participants went further and stated that while they would prefer to go to the local independent optometrist (who they feel more able to build a rapport with) they have the perception that these are “pricier”. and less able to provide “special offers” which forces individuals to go to larger chain stores.

Lack of proper time, attention and explanation given by the optometrist was also discussed as something that could be off-putting and thus discourage attendance. Poor attitude of clinician or support staff is also deemed to be a barrier. 
“information is not given - just taken in for the test with no explanation” [focus group 1: female, 40-65, mixed testing]

Some women also expressed some discomfort around eye tests with regard to the physical closeness of the process (particularly with a male clinician). Some individuals also raised discomfort around the “puffer test” for glaucoma. 
“uncomfortable, distracting (eye tests)” [focus group 2: female, 40-65, mixed testing]

Other barriers mentioned, although less commonly and more obliquely, were around:

· literacy (and possibly that the fear of being asked to read could prevent some people from attending an eye test); 
· men within the community tending to ignore health issues generally and are not good at attending for any sort of test or check;
· pride and fear of needing to wear glasses;
· laziness; and

· inability to take time out of work to attend.

“men are not good at going for checks” [focus group 3: female, 40-65, mixed testing]
“pride is a factor for some people” [focus group 4: female, 40-65, mixed testing]
“frightened to attend… fear of bad news” [focus group 5: male, 40-65, mixed testing]

“tortured at school because of glasses” [focus group 7: mixed gender, 40-65, mixed testing]
“it’s difficult to get out of working hours appointment” [focus group 2: female, 40-65, mixed testing]

3.2 Secondary care patients’ experiences and views 
Interviews with people referred to glaucoma services explored understandings of the referral process, the referred condition and treatment. The interviews also probed service users on their experience with primary and secondary service providers and their own experience managing their condition and responding to treatment.

3.2.3 The referral process 

Consultations suggest that the level of information given around referral impacts on how individual patients respond in terms of attending subsequent appointment and on how worried or anxious they will feel once referral has been made.

With regard to the referral process, service users find that the level of communication and explanation about the reason for referral and the process itself varies. The view being that it is dependent on either how many questions the individual asks or on how much explanation is given by the clinicians. 

“they (optometrist) explained about the pressures and about what would happen next” [Patient-Fully engaged]

“could have explained more at the opticians - I didn’t know what glaucoma was” [Patient-Fully engaged]

While some service users appreciated that clinicians have a difficult balance to strike between giving enough information to encourage attendance and causing unnecessary anxiety, there is a feeling that they do not always get this balance right and that possibly key messages could be more standardised. 

“I was terrified… thought I was going to end up blind” [Patient-Fully engaged]

Linked to this there is not always an understanding of the distinction between primary and secondary care with some individuals feeling that further checks should not require referral to hospital but should be undertaken at a GP or at an optometrist. There is also some frustration around inappropriateness of some referrals and the feeling that this caused unnecessary anxiety and a trip to hospital whereas a further check locally could have:

“cleared things up” [Patient-Fully engaged].

“apparently the puffer test can raise the pressure… my levels were only a little high… they should have a different test to stop the unnecessary worry” [Patient-Fully engaged]

“I would prefer to have further tests locally” [Patient-Fully engaged]

3.2.4 Patient experience: access and appointments

Individual service users indicated a willingness to maintain appointments and there is a feeling among those consulted that most appointments come through relatively quickly. However, there is also an appreciation that having to go through the GP adds an extra step. 
“the appointment came through quite quick which was good - I wouldn’t like to have waited” [Patient-Fully engaged]

“(I was) told to go to the GP immediately (by optometrist)” as the pressure had increased in (my) eye” [Patient-Fully engaged]

While there is general satisfaction with the appointment system, waiting times in the clinic can put people off. It is also the case that any delays in appointments and/or long waiting times at secondary care clinic are found to exacerbate anxiety. Service users thought that better communication of waiting times and more regular reminders of appointment date/time would be helpful. 
“it’s not nice in the clinic - it’s overloaded (too many patients)” [Patient-DNA]

“it depends how many people are waiting - it can take only 10 minutes to an hour or more” [Patient-DNA]

A number of individuals also state difficulty when not having been able to attend an appointment for an unforeseen reason. The understanding among consultees is that in West Belfast the procedure for secondary care appointments is that if a patient does not attend without prior notice they are suspended from making an appointment for 1 year. While there is agreement from service users that strict measures are needed so as to not waste resources, the view is that there should be more flexibility in extenuating circumstances. This leads to the view that there should be more investigation of the reasons for people not attending appointments. 

“I was struggling after a fall and not able to walk… I was on the phone to the hospital to explain and had a struggle to get another appointment… it annoyed me” [Patient-DNA]

3.2.5 Patient experience: secondary treatment

Fear is a big motivator in terms of encouraging compliance with treatment.
“I use my drops as instructed… too frightened not to”, “aware my eyesight was at risk… my fella ended up almost blind… I’ve been well warned” [Patient-Fully engaged]

Service users felt that where they had a full and honest explanation of their condition, the treatment and potential outcomes then made them more likely to comply with treatment. A number mentioned the ECLO staff as being good at providing this information. 

“I didn’t know anything about glaucoma… would have liked more information about treatment options and scenarios” [Patient-Fully engaged]

“the tests are slightly different (at optician compared to at the hospital), but the ECLO gave me a leaflet on this” [Patient-Fully engaged]

Attitude of clinicians was also considered to be important in encouraging compliance with treatment and making the treatment experience positive. Where patients were met with clinicians and support staff who had a pleasant, professional and courteous attitude they were more likely to attend appointments and follow advice given whereas poor attitude of staff can discourage attendance and compliance.

“the way I was spoke down to… no respect… I’ve contributed so much over the years and deserve better” [Patient-Difficulties with treatment]

Service users said that it took time to get used to treatment regimes, although they managed eventually. Compliance appeared to be easier where individuals had support at home to assist them 

“at the beginning (the drops were) hard to get used to and easy to forget, but now more easy to take” [Patient – Difficulties with treatment]. 
“the drops - my wife puts them in” [Patient - DNA]

3.2.6 Patient experience: access to advice and support 

Service users very much value support networks that exist around health and management of health conditions where these are available. This is especially the case when such supports are delivered in a community setting e.g. via Healthy Living Centres and (with regard to eye health) via resources such as the ECLO. The ability to engage with individuals experiencing the same issues/condition was also something that was identified as positive.

“I don’t know what I would do without the centre – it’s really helped me to cope with health problems” [Patient-Fully engaged]

“I have been to a couple of their events (RNIB), find them really helpful - good to meet people with similar conditions” [Patient-Fully engaged]

Service users we spoke with did indicate that it would be good to have more consistent information and support available as this can vary for each individual. Some indicated disappointment with the level of support they receive from their GP, particularly around eye health. Overwhelmingly there was a view that GP involvement would be valued and that there should be more of this with regard to eye health. 

“I have good faith in my doctor” [Patient-Fully engaged]

“sometimes my doctor isn’t interested - doesn’t have the time to consider more than one issue” [Patient-Difficulties with treatment]

A number of the individuals consulted raised concerns with regard to possible cuts in funding around health support activity/projects. The feeling is that existing projects could be enhanced and added to provide eye health support but that any such opportunities could be lost if projects have to close.

3.3 Views on improvement opportunities
Community members and service users overwhelmingly expressed the need for more education and awareness raising around eye health and eye conditions and for this to have a strong community focus. This would include working with existing community networks and leaders via community venues to promote eye health messages. Ideas included inviting optometrists to existing community health days and having mobile eye testing units that can come directly into communities. 
The view among all consultees is that education and awareness raising needs to start in schools and be available to all age groups. It was also suggested that key eye health messages could be delivered through work places as well as to families and individuals. 
Many individuals also felt that more active involvement of GPs with regard to eye health would be welcomed, possibly via making eye health part of general medical exams. Involving pharmacists in the promotion and maintenance of eye health was also mentioned.

There is a strong view that there needs to be better understanding among service providers of target communities – such as in West Belfast - and their needs and that this understanding should be used to inform delivery of services. Availability of more local support groups is also something that would be welcomed particularly by service users. 
Community members also want some intervention to overcome the cost barrier. Suggestions included reducing the cost of glasses and/or having a set price publicised so that people know the cost before they visit. It was also felt that it would be beneficial to remove the retail dimension of optometry by separating the “test” from the sale of glasses. Others mentioned making prescriptions available to all as a matter of course and for optometrists to communicate the ability to ‘shop around’.

Service users recommend that referrals should only take place if essential – and that there should be the opportunity to re-test locally before being referred to the hospital clinic. There is also a demand for more information to be given at the time of referral and as part of ongoing treatment. 
Service users wanted more information while waiting for an eye clinic appointment to advise on expected waiting times and to give more detail on the process. Regular appointment reminders would also be welcome as would a more sympathetic appointment system whereby further investigation is undertaken into why people were unable to attend an appointment before striking them off the list. 

3.4 Service providers’ perspectives
3.4.7 Perceptions of the community by professionals

It is important to note that the comments and observations from service providers are perceptions from experience but cannot necessarily be evidenced with hard data due to the lack of these data - a clear finding in itself.

In terms of health promotion and prevention the view from service providers is that there are relatively low levels of health literacy among the target communities and that this in turn leads to a lack of a health prevention culture. The view is that few community members will seek advice unless they have a specific symptom or problem. This is felt to be particularly the case with regard to eye health, with most people attending for tests in response to symptoms related to their sight, which leads to them presenting late for many conditions. 
“people don’t have access to services generally… or to robust health information”

“people are likely to come only if there is a problem… in spite of reminders”

“all will say had last test “about a year ago” but in most cases this could be five years ago”
Some providers raised the lack of information that is available to educate people about eye health. Comparisons were made to other health services such as dentistry where there is considered to be a lot more information readily available to help people maintain a good level of oral hygiene. 

There is a view among some service providers that involvement of the GP in the promotion of eye health messages can lead to increased awareness and take up of eye checks but that this varies by GP practice. They also feel that where optometrists can be responsive to community needs and where their staff can reflect community composition then this can lead to increased visibility and take up of the service.  

3.4.8 Barriers to treatment

Many service providers are of the view that patients in the target communities are less likely to attend appointments, especially at secondary care level and can be more lax with treatment than the general population. However, there is no formal recording process to evidence or explain this. 
Many of the service providers consulted with also identified cost as a consistent barrier to non-testing and frequency of testing. Some also state a lack of awareness around various entitlements to benefits and assistance with costs. There is a belief that people are incentivised to attend once they are made aware that they are eligible for free eye tests and that those on low incomes are more likely to choose the less expensive frames when they are prescribed glasses.
“there is a lack of awareness around cost - some people who don’t think they have to pay, some people on benefits expect no cost whatsoever”

“I still feel they are keen to come for eye tests… perhaps its because its on the NHS… if they had to pay it might be different”

Fear is another barrier identified as preventing some individuals from accessing services and treatment, especially among older patients There are varying views among service providers on the importance of physical accessibility in encouraging take up of eye health services. Mobility is considered to be a barrier for some individuals both due to age and infirmity but also due to parochialism.

“some elderly patients won’t go to hospital… have fear of being kept in”. 

“I do undertake domiciliary visits, but don’t advertise this - only on request”

“I don’t see distance and accessibility to be a problem”

“some people are reluctant to step outside their immediate community”.

A number of service providers are also of the view that complex referral processes can discourage engagement and attendance.

“in other areas (optometrists) can refer direct… here the process is lengthy and complex”.  
Many service providers thought that a lack of understanding of the eye health pathway leads to many individuals not seeking the correct help from the correct place at the correct time. For example, individuals who are attending hospital for appointments will often not be aware that they also need to go and see the optometrist for regular check ups due to the belief that they are having the same examination. A lack of understanding among service users of the importance of referrals to secondary care is also stated as a cause for concern.
Service providers also recognise that current pressures (particularly with regard to ophthalmology) on services can lead to a less than ideal experience for the individual which can be off-putting. This includes long waiting times at clinic (secondary care) and/or insufficient time spent with the patient to explain processes and issues. 

“… no continuity when people are seen - depends on waiting list times”

The majority of service providers are confident that patients do follow treatment advice given. However, they are conscious that the extent of this depends on: the level of explanation they are able to give; the time the consultant can spend with the patient; the support the patient has available; and the level of trust the patient has in the clinician. 
“compliance is directly linked to the knowledge the individual has on their condition and on why it is important to comply with treatment”

Service providers felt that social support – from friends, family and social services - can have a positive impact on clinical outcomes through providing the understanding and motivation that individuals who are managing complex conditions invariably require. 
3.4.9 System capability

Service providers recognise that the current system is less than ideal. Many think that the NICE guidelines around glaucoma referrals have led to increased numbers of people being referred thus creating additional pressures on the system. The waiting times at clinics can be variable and long and there are issues around prioritisation of cases. Waiting times from point of referral to getting a secondary care appointment can be lengthy. This is felt to be particularly problematic with glaucoma which can deteriorate quickly.

A common view is that things will be improved by primary and secondary care working closer together, for example waiting times could be eased by enhancing the role of community optometrists and therefore making the service less dependent on specialists. However there is wariness amongst professionals about the new strategy and proposed changes to the glaucoma service. For example there is a suggestion that some consultants lack confidence in community optometrists due to inappropriate referrals.
A number of service providers are of the view that it is a struggle to make eye health a priority for public health and commissioners. This may be linked to a perception that good practice and experience of working with high risk communities is not being shared, possibly due to professional networks being too insular. 

3.5 Service provider views on improvement opportunities
Service providers identify that much progress will be made if the new glaucoma service is implemented. However, they are also clear that relationships and referral mechanisms need to improve to support this. Networking and communication among professions needs to be enhanced, particularly between optometry and ophthalmology.
Providers feel it is important to raise awareness of what is meant by eye health so that people are better informed about what preventative measures to take. They also feel that raising awareness of benefit entitlements around eye tests and prescriptions would encourage regular attendance. 
Linked to this, many service providers would like to see more campaigns focused on eye health. In addition there could be more disease management and monitoring undertaken in the community setting providing the opportunity for this to be enhanced with social support.

There is also a view that there is potential for a variety of health professionals to play a more active role in the promotion of eye health, especially at a community level. Specifics mentioned include: a greater role for community optometrists in reaching out to the community; and an enhanced role for GPs and pharmacists with regard to eye health. 

Other improvements suggested focused around the refinement of NICE guidelines and the exploration of options around a more locally based glaucoma screening service. Allowing some referrals to be picked up locally was also suggested, however, it is recognised that this would require investment in improved equipment. 
To aid compliance with treatment a number of service providers suggest longer appointment times to provide fuller explanation and support; enhanced support locally and to families; and a greater role for community optometrists and GPs in managing eye conditions.

Overwhelmingly, however, the majority of those consulted were of the view that the main focus of improvement needed to be around ensuring the system and staff were more aware of, sensitive to and responsive to the needs of individuals and communities.
4 Discussion of findings
The findings from fieldwork with the local working class community, secondary care service users and service providers presented above 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 working class community in Upper Springfield, Whiterock, Clonard and Falls. The following discussion presents our analysis of these findings for an assessment of the critical barriers that must be addressed to increase uptake of services and thereby reduce avoidable sight-loss. This section is structured to respond directly to the study aims with each sub-section covering a major barrier or enabler. 

4.1 Barriers and enablers to accessing primary care

4.1.1 Low community awareness of eye health 

The research findings in West Belfast suggest that awareness of eye health and sight conditions is limited among the target communities. Community members do not understand eye health beyond “eye sight”. Yet significant importance is placed on “eye sight” with many of those consulted as part of this study expressing fears about losing their sight and the consequences of this. 

As such there is also limited understanding about the risk factors related to eye health and/or any preventative behaviour that individuals could take to protect and promote eye health. In part, this lack of understanding is attributed to a lack of available information of eye health. Community members were of the view that compared to other health issues and conditions eye health is something you hear nothing about beyond TV adverts which have a strong commercial focus around the sale of glasses, contact lenses etc. Community members also shared the view that eye health is not deemed a high priority by policy makers or commissioners and that this is likely to continue given pressures on public resources.
Yet there is a desire among community members to know more about sight loss and eye health. There is a clear demand for increased awareness raising, however, the view from the community is that this needs to have community involvement at its core and be delivered in partnership with the community not delivered to them. The belief is that there have been missed opportunities to date as many service providers have failed to understand the needs of the community and thus plan service delivery in response - this is echoed by a number of service providers. It is clear that there are many existing health projects and activities within the communities that could be used to promote eye health and eye health messages. 
4.1.2 Symptom-led demand for prevention and care

As a result of the lack of community awareness of eye health, preventive action is understood almost exclusively in relation to eye-sight and without reference to eye health or eye conditions. In part this is due people taking a very much take a symptom led approach eye health - seeking assistance when they have a problem.

Eye-tests are generally not recognised as health checks and individuals do not go (in the first instance) unless there are symptoms which they deem serious enough to take the time to arrange and attend an eye test. Awareness of the retail orientation of opticians and the association between an eye test and the purchase of glasses further encourages such views. Many people also have a resigned mindset with regard to eye health with many perceiving its deterioration as a symptom of age or something that nothing can be done about. 
These results point to a failure in the system to adequately address the prevention needs of this high risk community. Service providers representing a variety of professions could all point to the existence of low community awareness and a symptom led demand for treatment and the need to address this. So while the problem is reasonably well-known about, action has not yet been taken to resolve it.

4.1.3 Barriers and enablers to tests and frequency of tests

As outlined above factors that influence people’s decision to have a test or not have a test appear the same i.e. they will primarily seek in response to a problem such as deterioration of sight, headaches etc. This absence of symptoms appears to be the principal motivation for those who have not or do not attend for eye tests. Following initial seeking of treatment key enablers appear to be when reminders are received and/or there is a deterioration of vision. 
Findings also suggest that experience of eye examinations is also crucial to the frequency of re-testing. The majority of individuals consulted feel that a positive experience encourages repeat attendance. Factors creating a positive experience are stated as: being met with a positive attitude from the clinician; being given full information and explanation of the process; and ease of making/changing appointment to suit individual needs and commitments. A further clear finding is that when the optometry service is clearly visible and involved in the community attendance is encouraged and also that attendance at optometrists from a young age encourages habitual attendance.
The most dominant barrier identified to testing via the study was around the perceived costs of visiting the optometrist. Awareness of the retail orientation of many optometry practices appears to diminish trust and discourage individuals from interacting with optometry on a regular basis. The expectation of cost when attending for an eye test clearly results in individuals making the decision either not to attend at all and/or not attending as regularly as they should, even in circumstances when they know they have problems with eye sight. Linked to this there is a lack of awareness or understanding around assistance with costs associated with eye health and benefit entitlement. 
4.2 Barriers and enablers to accessing secondary care

4.2.4 Organisation and management of secondary care services
The secondary treatment system for glaucoma in West Belfast is viewed as less than ideal. Both patients and service providers recognise a number of limitations in its capacity to respond fully to patient needs which can result in a negative experience. The pathway can be confusing and difficult to navigate with little personalisation or link to other preventative health systems. 
The way in which referrals are managed is considered by many to be cumbersome and inefficient; optometrists having to refer to GPs who then refer to secondary care is considered to add an additional and unnecessary step. Many feel that the referral process would work better if optometrists could refer directly to secondary care. Some views raised other opportunities for increased links and partnership working between optometry and ophthalmology which could possibly result in less referrals and more appropriate prioritisation of referrals. 
Some of the ways in which appointments are managed and administered present difficulties for many patients. Waiting times can be long, patients are often very unclear how long they will have to wait between appointments and are uncertain around the time involved in attending clinic which can be very off-putting.
This is exacerbated by a lack of follow up around why people do not attend for appointments. Tough rules on non-attendance may have an inequalities impact with individuals being discharged and put at risk unnecessarily. This would suggest a need for improved management and monitoring of the appointments system. 
A lack of explanation around testing, referrals and treatment processes/outcomes varies; generally there is a desire for more information and explanation to be given. There is also some frustration around unnecessary referrals and a preference for an intermediate community based stage (where the referral is not deemed high priority or urgent) prior to referral to secondary care. A preference for more local delivery of services generally is also evident. 
4.2.5 Positive experience of social and community support

It is also evident from both individuals and service providers that enhanced and integrated social support (particularly that delivered in a community setting) would enable individuals to feel better assisted in the management of chronic/multiple conditions. Many individuals consulted state that they would welcome more support in this regard and improved information on how to access this support. ECLO support is quoted as good practice and something that should be built on. A call is made for greater involvement of GPs and for greater involvement of local networks and support groups.
Service providers point to opportunities for greater social support and reinforcement of awareness and treatment messages through unrealised opportunities like GP clinics or better use of community optometry and pharmacy. This area of community based care is something that requires greater investigation.

4.3 Service capability to respond to inequalities 

Service providers recognise that a number of the issues and challenges raised via the study will be potentially resolved via the new glaucoma service and referral process. The view is that this will lead to a more seamless and improved pathway, reduced waiting times and improved patient care and outcomes.
That said, it is recognised that there are still opportunities that could be exploited to ensure that this new service and process (if and when implemented), is successful. There is considered to be a need to increase partnership working between the different elements of primary care (i.e. GPs and optometry) and between primary and secondary care (optometry and ophthalmology). 

It is also recognised that more needs to be done to consciously engage with, involve and/or know the community to ensure that the service as it is rolled out is responsive to their needs. There is a need to agree a common set of key messages that will improve communication around eye health both at a preventative level and in relation to the eye care pathway.

There is also a need to improve support systems such as the management and administration of patient information and appointment systems. There is also a need to improve the sharing of data between clinicians across the different elements of the pathway and to use improved data recording to improve service design and delivery. 
Yet both service providers and some community representatives are aware that there is a challenge around seeking improved outcomes and reduced costs in environment of unmet need. This, together with forthcoming cuts in resources puts pressure on preventative intervention. Therefore, it is clear that whatever efforts are taken forward must build on current change rather than simply creating a climate of constant and ad hoc change.  
5 Recommendations
The above discussion of key messages leads to a number of emerging recommendations, a number of which were also identified and further explored by key stakeholders via the intervention element of activity (outlined in section 5 below). These are:

1. Develop a targeted public health awareness raising campaign around eye health and the importance of attending regular site tests. Develop and deliver this programme in partnership with the community starting at early years.
2. Engage key health professionals to work with the community to promote eye health messages and consult on service design and delivery.

3. Address the cost barrier to sight tests by exploring options to separate the testing dimension from purchase of prescription; improve advice on eye health benefits and entitlements and explore delivery of sight tests in community health setting rather than retail environment.
4. Explore the management and administration of the secondary care eye clinic appointment and waiting system in light of patient experience. In particular look to improved communication of waiting times; review procedures relating to non-attendance; and consider possible changes to improve attendance if necessary.
5. Develop improved communication around the secondary care clinic, (explanation of referral process, what likely to happen during appointments etc.) and glaucoma condition, management and treatment). 
6. Address confusion around the different elements of the pathway via awareness raising and improved information/communication efforts. 
7. Investigate enhancement and creation of patient support programmes for glaucoma sufferers and their families (delivered outside the clinical setting) in order to support self-management of condition. Build on existing successful supports e.g. ECLO, support groups, community health projects. 
8. Involve other key professionals (GPs, community optometrists, pharmacists) in promotion and management of eye health.
9. Develop partnership working and links between primary and secondary care in order to support improvements to the eye care pathway (i.e. GPs and optometry and optometry and ophthalmology).
10. Explore improvements to data systems to support better recording and sharing of patient records to encourage delivery of integrated, outcome focused eye health pathway.
6 Site intervention summary 
6.1 Introduction

The findings from the investigation of barriers to the use of services provided the basis for the second phase of work in West Belfast. The aim of this part of the work programme was to use the study results to design and develop intervention strategies to increase the uptake of eye care services among the working class community in response to the research findings.

This section of our report provides the site intervention summary, including a local theory of change which identifies how the recommended and selected intervention strategies respond to the study findings and are able to achieve the outcomes identified. To contextualise the recommended intervention strategies, a summary of the process used to develop these recommendations is also provided.

A full site intervention plan has been provided to RNIB to enable the local Advisory Group to develop a delivery plan in consultation with site partners.

6.2 How the intervention strategy was developed

Shared Intelligence hosted a workshop with RNIB staff and wider stakeholders from the eye health arena to present the study findings, develop a vision for change, scope possible intervention strategies and then further refine and develop the intervention proposals. In addition to this intensive workshop with participants, discussions were held between Shared Intelligence and RNIB so as to scope and refine specific elements of the recommendations and test/retest the developing intervention summaries. 

The workshop was held on 23rd June 2011. The aims of the workshop were: 

· To communicate and reflect on findings from the local insight research

· To discuss and agree specific desired outcomes for change (e.g. increasing eye examinations)

· To introduce possible areas for action in response to the research that will improve prevention and reduce barriers to the uptake of services

Then to:

· Discuss and agree areas for action that will improve prevention and reduce barriers to service

· Discuss and agree the plans for implementation and delivery

· Provide an overview of the intended partnership and evaluation methods that will support delivery.

The workshop was an opportunity to present findings to local stakeholders. The workshop participants then identified best current practice in relation to the key areas for change illuminated by the findings. Discussion then focused on responding to the findings by developing a vision for change and finally, in small groups, developing an action plan to achieve the vision for change. The actions proposed tended to be either:
· aimed at on the communities and patients (interventions around patient education, information, advocacy and adherence);
· within service provision (settings for delivery of care appropriate and convenient to the patient, provider awareness and pathway re-engineering); or 

· in relation to the capacity of the system as whole (particular data, evidence and monitoring). 

The vision for change identified at the workshop emphasised increased community awareness and understanding of prevention, improved understanding of the links between diabetes and eye health conditions such as glaucoma; greater interdisciplinary working with regard to eye health, improved experience and understanding of the eye care pathway, and more complete use of data and evidence. 

At this stage suggested areas for intervention included:

· Development and delivery of a Public Health Information Campaign focused on eye health, delivered in partnership with existing community groups/networks and with use of community volunteers/workers

· Clear separation between eye test and purchase/selling (possibly via a revised GOS contract)

·  Development and delivery of an Outcome Focused Integrated Eye Health Service/Pathway

· Improved Electronic Data for the recording and sharing of patient records and referrals
Those in attendance at the workshop were then asked to vote on their preferred interventions which would be subject to further discussion and development via a group work session. At this point the intervention of separating eye test and purchase/selling via a revised GOS contract was eliminated for further discussion due to participants fearing this would be undeliverable. 

In small groups workshop participants were then provided participants with an opportunity undertake more detailed action planning around the remaining three interventions.

An outcome note of the workshop is attached in appendix two. 

After the workshop the intervention proposals were reviewed in line with the outcome note and revised to ensure that positive and deliverable interventions suggested through the day but not focused on during the action planning group work (mainly due to time constraints) were not lost; and to reflect the views of RNIB on what would be the most deliverable and measurable interventions. 

Shared Intelligence then prepared advice on the implementation of interventions via the development of an outline action plan. The consideration and agreement of the proposed interventions strategies; the development of intervention delivery-plans; and further consideration of other project issues such as the evaluation, ethics approval and resourcing will be guided an Advisory Group of key stakeholders to be established by RNIB.
6.3 The West Belfast theory of change

The complexity of the eye health pathway and the complexity of inequalities experienced by the working class community in Upper Springfield, Whiterock, Falls and Clonard wards poses 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 developed as the findings and proposals for interventions were being developed. Using this framework in West Belfast enables us to explore how different activities, processes and change mechanisms respond to the study findings (the rationale) so as to contribute to changing long and short-term outcomes. The theory of change enables the local context, research findings, desired outcomes and specific interventions to be viewed as a coherent system in which the soon to be established Advisory Group will act. This theory of change also represents an alternative vision of the eye health pathway in West Belfast.

We have used this theory of change to test and refine the specific recommended intervention strategies. This theory of change should also be used as a part of the continuing 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 if they are effective. 

The theory of change includes the agreed recommendations for intervention and those major elements that have not been able to be progressed at this point.

	Issues / context 
	Rationale 
	Actions/ Interventions 
	Short term outputs 

(6-12 months) 
	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 will the immediate results of your work be?
	What benefits will people see as a result of the interventions?
	What are the ultimate aims and objectives you are hoping to achieve?

	· Vision Strategy Northern Ireland – priority to improve eye health and eliminate avoidable sight loss

· RNIB 5 year strategy – focus on prevention

· The number of people with sight loss in Northern Ireland is increasing year or year

· Increase in the underlying causes of sight loss such as diabetes, obesity and poor health

· Underuse of eye health services among working class communities/wards

· Reported difficulty of patients continuing to manage glaucoma and associated eye conditions amid rest of life challenges.

· Limited amounts of specific data and intelligence in service system about target community


	· Low community awareness of eye health 

· Symptom led demand for prevention and care.

· Low levels of knowledge and understanding about various eye conditions

· Desire for greater information on eye health focused at and involving the community

· Systemic failure to include eye health as part of public health system.

· Limited incentives for service providers to consciously link with or know the community

· Perceived cost is a consistent barrier for non-testing and frequency of testing

· Recognition that availability of local optometrist (within immediate community setting) encourages sight tests

· View that patients in area less likely to attend secondary care appointment s and can be more lax with treatment and so glaucoma can develop faster

· Social support outside the medical setting impacts on clinical outcomes

· Complex referral process discourages community and service providers and impedes condition management

· The service system presents practical obstacles for some service users including time lag between referral and treatment and time spent at appointments

· Inadequate recording and sharing of data impedes integration of pathway and results in a fragmented experience for patients
	· Public Health Campaign to promote importance of attending for regular sight tests and build awareness of eye health through existing community networks

· Health professionals working with and within communities to understand community needs and issues, plan service delivery and promotion of eye health messages in response 

· Clear separation between sight test and purchase/selling of glasses/contact lenses

· Improved  information and support for glaucoma sufferers and their families delivered outside the clinical setting

· Outcome focused, integrated eye health service pathway

· Electronic data system for recording and sharing of patient records and referrals
	· Delivery plans for priority interventions developed

· Relevant groupings and processes in place

· Community in target wards community engaged in public health campaign around eye health

· Selected health professionals engaged

· Key messages developed around eye health and importance of regular sight tests

· Launch of  campaign activity

· Programme of sight testing in community setting and associated practices and processes agreed

· Glaucoma sufferers and their families engaged in support programme

· Key messages and proposals for delivery developed

· CEP and advisory group established links with NI glaucoma service business plan

· CEP and advisory group established relevant links with key individuals leading on integrated data proposals 


	· Increased awareness and understanding of eye health risks and appropriate preventive action

· Increase in the number and proportion of community attending regular sight tests

· Increased knowledge of sight test process, cost, benefit entitlements

· Increased knowledge of target community among health professionals via engagement in CEP

· Reduced number of DNAs at screening and secondary care

· Increased proportion of patients entering secondary care at earlier disease stage.
	· Preventable sight loss in target population reduced.

· Staff committed to communities sensitive practice

· Enhanced role of identified health professionals in eye care

· Reduced secondary service costs due to earlier detection and treatment.

· Successful condition management by individuals and services reducing avoidable suffering. 

· Improved and integrated glaucoma pathway

· Better collation and use of data supporting delivery of integrated pathway


7 Recommended interventions

RNIB and key members of the Community Engagement Project Advisory Group agreed to develop three interventions for further exploration. The key features of these interventions are outlined below:
7.1 Intervention 1: Community based eye health campaign  
A community based eye health campaign to increase awareness and uptake of primary eye care services
	Key features

	Summary
	A 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.

	Anticipated impact
	· Increased awareness and understanding of eye health risks in relation to glaucoma and appropriate preventative action (i.e. sight tests)

· Increased knowledge of sight test process, cost, benefit entitlements

· Increased numbers and proportions of the community undergoing regular eye examinations

	Legacy impact on service provision
	· The intervention is sustainable - the aim is that the campaign will embed within the community an enhanced awareness of eye health and thus provoke sustaining preventative behaviour 

· The intervention is expected to increase service demand for optometrists and lead to earlier diagnosis of eye conditions


7.2  Intervention 2: Community glaucoma support programme
Support programme to aid concordance with glaucoma treatment and care 

	Key features

	Summary
	Glaucoma patients and families receive a tailored support programme designed to aid concordance with treatment and care

	Anticipated impact
	· Increased awareness of glaucoma among people with the condition and their families 

· Increased attendance at secondary care glaucoma clinic 

· Increased numbers of glaucoma patients concordant with treatment

	Legacy impact on service provision
	· The intervention is sustainable at minimal costs - once initial support has been given families could continue support themselves and could extend to others

· The intervention is expected to increase attendance at secondary care clinic

· Could result in improved outcomes from glaucoma treatment and thus reduced long-term costs


The complete proposed site implementation plan is provided in an appendix three for the soon to be established Advisory Group and RNIB. This plan also highlights the processes involved in developing and implementing the intervention strategy and the partnerships that are required. A number of options for the detail of the delivery plan were raised during and after the final workshop. These details should be pursued in the context of final delivery details by the soon to be established Advisory Group.

This plan also highlights the processes involved in developing and implementing the intervention strategy and the partnerships that are required. The plan also includes recommendations for the development of a detailed implementation delivery plan for each intervention.

These intervention strategies have emerged from post workshop discussion and action planning with RNIB. Via the workshop process a number of other intervention proposals were put forward, which have since been discounted as unfeasible at present and/or requiring longer term consideration and action.

These interventions, however, are included in the summary theory of change to ensure that the full picture of research findings and intervention development process remains at the forefront of future considerations and research or intervention opportunities.

8 Next steps

RNIB, working with the local Advisory Group, key stakeholders and the community, will develop the proposed interventions into agreed intervention strategies for implementation in the West Belfast site. The interventions will launch during the spring and summer of 2012.

RNIB has appointed the London School of Hygiene and Tropical Medicine to evaluate the interventions, together with the interventions in the other four sites. 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; and 

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

9 Concluding remarks

This report has provided detailed findings from the Insight research to support the Community Engagement Project in West Belfast. These have drawn on the experiences and views about eye health and access to eye care services from the local community, secondary care users of glaucoma services, and professionals and other service providers.

Shared Intelligence staff have gathered and analysed data from these three sources by looking at each source individually and at the data as a whole. Reflecting upon this rich source of data has provided evidence-based recommendations on potential interventions. Shared Intelligence and RNIB then arranged a workshop, which brought together a range of local partners and stakeholders to discuss the findings and recommendations.

RNIB and local partners used these discussions to develop three key interventions to take forward and evaluate as part of the CEP over the next two years. This presents both an opportunity, and a potential challenge, for RNIB to continue working in new ways with its eye health partners and the local community in West Belfast to ensure that the intervention delivers improved eye health pathways and access to services for local people to prevent avoidable sight loss.  
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