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Executive summary
Introduction
The Eye Health Community Engagement Project examined eye care services in Hackney with specific reference to primary care and glaucoma treatment among the Caribbean community, 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 Caribbean 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 Hackney site was selected by RNIB in response to available epidemiology indicating the increased risk of glaucoma and late presentation for treatment by the Caribbean community.

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 Caribbean community. As a result of the findings provided by this study, local partners in Hackney have been 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 Caribbean population; 

· Identify the barriers and enablers to accessing secondary eye care services among the Caribbean population;

· Identify the barriers and enablers among the Caribbean population regarding concordance with treatment;
· Design and develop intervention strategies to increase the uptake of eye care services among the Caribbean population.

Method

The approach taken in this work was based on collaboration and engagement with clinicians, eye health professionals, local RNIB staff, public health stakeholders from the statutory and voluntary sectors, and with the community itself. A local Advisory Group was established during this study so as to guide and direct the development of local activity.
In summary, the study comprised of following:  

· Seven focus groups with people of Caribbean descent living in Hackney aged between 40 and 65 years old (April-July 2011) – to explore attitudes to eye health, explore motivations for and barriers to attending for eye examinations, and suggestions for improving access to eye care services. 
· Thirteen semi-structured interviews with people of Caribbean descent who have, or are at risk of having, glaucoma and have interacted with or been referred to secondary care in Hackney (April - July 2011) - to identify motivations for and barriers to concordance with secondary care, and how eye health services and pathways could be improved. These interviewees included people who were attending secondary care appointments (described as ‘fully engaged’) and those who were not (described as ‘difficulties with treatment’). 
· Twelve semi-structured interviews with service providers and managers in eye health primary and secondary care in Hackney (March - June 2011) – to gather experiences of take up of and access to primary and secondary eye care services by 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 the Advisory Group identified and appraised a number of intervention options. The selected intervention is to develop a case finding pilot that tests the impact and efficacy of invited screening for the Caribbean and African communities at high risk of glaucoma. 
Findings

The findings provide a rich source of information on the barriers and enablers that are influencing the uptake and access to eye care services among the Caribbean community in Hackney. The key findings about accessing primary care services are summarised below.
Primary care: barriers and enablers
Community awareness of eye health

The findings indicate there is a limited understanding of eye health in the Caribbean community in Hackney and only limited knowledge of the extent to which eye health can be influenced by individual action. This is in apparent contrast to the success of other public health campaigns (e.g. on diabetes, obesity, Five-A-Day – all of which were frequently referred to by participants). Few people appear to be exposed to effective health promotion supporting eye health prevention. The low awareness acts a significant barrier to the community adopting health-seeking behaviour. This finding questions the ability of the public health system to adequately address the eye health prevention needs of this high risk community.
Nevertheless there is an observable and important pocket of the community in Hackney that is aware of and acts in response to individuals’ understanding of the genetic causality of glaucoma and/or its higher prevalence in their community. Caribbean community networks offer a significant opportunity to engage with the community, something which clinicians in particular are keen to exploit.
Symptom-led demand for eye examinations
The Caribbean community in Hackney relate to eye health in terms of sight and access eye care in response to symptoms – usually of worsening sight and sometimes of headaches. Eye examinations are not generally recognised as a preventative measure and motivation to present for eye examinations arises only in response to symptoms, unless a habit of attending examinations is established at an early age (e.g. due to myopia in childhood).

Members of the community all share this perspective on motivation for eye examinations, regardless of whether they regularly go for eye examinations (i.e. in the past twelve months), attend less frequently, or have never been examined.

The perceived structure and orientation of optometry towards retailing and the sale of glasses encourages the community to view eye examinations as different from other primary health care or prevention. 
Cost of examinations do not appear to influence motivation for testing but cost of glasses and the perception of ‘being sold something’ does directly discourage testing and encourage, in some people, an assessment of relative costs and benefits of examination in the absence of symptoms. 
For those who attend for examination, frequency appears to be directly linked to the experience of the interaction between the patient and the optometrist. A positive interaction, characterised by good communication, education (explanation of examination and results) and appropriate reminders for testing all appear to encourage the development of habitual examination and breakdown the perception of optometry as primarily a retailing environment. The converse also appeared to be true for those who had experienced a less positive interaction with an optometrist.
There were no apparent differences in attitudes to eye health and accessing primary eye care services between men and women or people of different ages within the target Caribbean community in Hackney.

Secondary care: barriers and enablers
Organisation and administration of secondary care services 
The secondary treatment system for glaucoma in Hackney is viewed favourably by patients and by service providers. Patients and service providers recognise that services are supporting condition management and connecting with the motivation, understanding and reward that enables self-management of glaucoma as a complex and chronic long term condition.

Patients who were experiencing difficulty with treatment (either with attendance or more broadly with use of medication) still reflected on the positive experience of patient support and the availability of education or assistance to improve treatment response. Although additional support was provided to follow-up non-attendance e.g. through the use of ECLOs, review and systematising this support may further enhance the local service.

Patients who experienced difficulty with appointments indicated the considerable challenge of balancing regular care appointments with other life responsibilities, particularly work and caring roles. 
The complexity of the pathway

It appears that one opportunity for improvement to the eye care pathway is better management of the relationship between optometry and the wider service system. This was the view of optometrists particularly, although the community and patients also expressed frustration particularly in respect to the role of general practice. Although it is not possible to present a conclusive picture of how this impacts upon patients, there were concerns that it may cause delays in treatments and lack of follow up care and condition management by either GPs or optometrists. Local services were generally interested in exploring further care in the community options, although there was no consensus on what specifically these might entail.

Service capability to respond to inequalities

Finally, the findings showed that local service system would benefit from enhancements to basic public health infrastructure. Professionals acknowledged strong support from Moorfields Eye Hospital Foundation Trust but also wanted greater support for networking and professional development around the issues discussed in this report (and specifically how to work better together to support the Caribbean community). 
The better collection and continued development and distribution of data and needs assessment, particularly in relation to health inequalities and high risk communities was viewed as essential to improving service outcomes. Integration of activity through an eye care strategy was also identified as a priority by professionals. 
Recommendations based on the study conclusions

The following recommendations were developed to address the barriers experienced by the Caribbean community in Hackney in relation to the provision of eye care services. 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. 
· Support local Caribbean community organisations and networks to become more aware of eye health and enable them to use their influence in the community to be active advocates for eye health and eye health promotion. Integrate this support of existing organisations and networks into any future community and patient awareness strategy.

· Develop, as part of a community and patient awareness strategy, a focus on relatives of those diagnosed with glaucoma and include this group as a priority for a targeted case finding programme, as described below.

· Develop a pilot case-finding programme that tests the impact and efficacy of invited screening for the Caribbean community who are at high-risk of glaucoma. 

· Conduct a periodic review of the age, ethnic composition and referral history of non-attendance to clinic to enable continuing assessment of barriers to attendance and improvement opportunities in organisation of eye services. 

· Review the administrative procedures relating to non-attendance and consider possible changes to improve attendance if the review reveals patterns of non-attendance (e.g. systematic follow-up to GPs, phone calls prior to discharge at third DNA). 

· Investigate the greater use of patient support programmes to encourage self-management and community awareness of glaucoma. Provide further advice to clinicians on available social supports and community networks to encourage greater signposting.

· Consider a long-term review of the potential for community-based care and referral pathway refinement with the local service partners.

· Continue to produce and refine the Eye Care Needs Assessment and support the inclusion of relevant data in the Hackney Joint Strategic Needs Assessment (JSNA). 

· Improve local co-ordination and service development to reduce inequalities by establishing an eye care network and/or building on existing optometric networks and NHS groups. 

· Improve data and intelligence systems by assessing the use and value of data collected through the recommended case finding pilot and determine if new data protocols that support improved access or monitoring of inequalities can be developed. 

Site intervention strategy
The findings from the investigation of barriers to the use of services provided the basis for a collaborative process with Hackney site partners through which an intervention strategy to increase the uptake of eye care services was designed, developed and presented. 
This process included a series of workshops and discussions with site 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 appendix two to the full report. 
To illustrate how the proposed intervention strategy responds to the study findings and is able to achieve the outcomes identified a ‘theory of change’ has been prepared and is presented in the full report. 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 Caribbean community.

In response to the recommendations from Shared Intelligence on the basis of the study, RNIB has proposed a ‘case-finding pilot’ intervention to be led by the Hackney Advisory Group as summarised below:
Intervention 1: Glaucoma case finding
A glaucoma case-finding programme that tests the impact and efficacy of invited glaucoma screening in a GP Practice 
	Key features

	Summary
	The programme will invite members of the African African-Caribbean communities via GP lists to attend screening for glaucoma in a GP Practice, with the intention of finding undiagnosed cases and providing appropriate referrals for treatment or monitoring. Participants will be monitored through to secondary care. 

	Anticipated impact
	· Increased early diagnoses of glaucoma
· Increased understanding of the like effectiveness of glaucoma screening in a non-optometry setting 


Next steps

RNIB, working with the local Advisory Group, key stakeholders and the community, will develop the proposed intervention into an agreed intervention strategy for implementation in the Hackney site. The intervention will launch during the spring of 2012.

RNIB has appointed the London School of Hygiene and Tropical Medicine to evaluate the intervention, 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 the eye health pathway in Hackney with specific reference to the Caribbean community aged 40 to 65 years and the prevalence of glaucoma in this community. 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 Caribbean 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 Hackney site was selected by RNIB in response to available epidemiology indicating the increased risk of glaucoma and late presentation by the Caribbean community.

The study was 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)

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

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

· West Belfast (glaucoma in white, deprived population, aged 40-65)

1.2 Aims 

The aims of the study were to: 

· Identify the barriers and enablers to accessing primary eye care services among the Caribbean population; 

· Identify the barriers and enablers to accessing secondary eye care services among the Caribbean population; 
· Identify the barriers and enablers among the Caribbean population regarding concordance with treatment;
· Design and develop intervention strategies to increase the uptake of eye care services among the Caribbean population.

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. 

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 preferred interventions and the implementation of recommendations. 
The Hackney Community Engagement Project Advisory Group was established during the course of this research and supported by Shared Intelligence and RNIB. The Advisory Group has provided the study with expert guidance, enabled local networks to support the conduct of local investigation and provided a mechanism to develop and implement recommended interventions.
1.4 The Caribbean community in Hackney and glaucoma
Greater London Authority estimates indicate that the total Caribbean population of Hackney in 2007 was 19,701 people, around nine per cent of the total Hackney population (GLA 2007). Approximately 30 per cent of the Caribbean population, or around 5,000 people, were aged between 40 and 65. 

Glaucoma is often considered to be a ‘silent condition’ with estimates of up to 50 per cent of people with glaucoma being unaware of its presence (see for example Tielsch et. al. 1990). It has been reasonably well established that the Caribbean community are at greatest risk of developing glaucoma. Cross et.al. (2007) report that the Caribbean community are up to eight times more likely to developing primary open angle glaucoma and that this tends to have an earlier onset in this ethnic group. This is reinforced by other research findings (Racette et. al., 2010).

As there is no formal screening programme for glaucoma in the UK, detection is largely dependent on the public attending an optometrist for examination, with optometrists responsible for over 80 per cent of referrals to the Hospital Eye Service. Local research has also indicated that the Caribbean community are up to 4.5 times more likely than the British-White community to present late (Fraser et. al., 1999; Wormald et. al., 1994). 
The higher prevalence of glaucoma in the Caribbean community is also likely to be influenced by the interaction of ethnicity with socio-economic deprivation. The influence of social deprivation is considered influential in the late presentation for treatment and successful self-management (Fraser et. al., 2001; Ng et. al., 1994).
Service use data in Hackney that provides a picture of ethnic or other inequalities is limited. The Hackney Eye Care Needs Assessment commissioned by the former City and Hackney Primary Care Trust in 2010 has provided an important starting point for the development of equalities responsive data in relation to eye health. 
The Eye Care Needs Assessment suggested that there is a relatively low uptake of NHS eye examinations in Hackney. A quantitative survey conducted as part of the Eye Care Needs Assessment found that eight per cent of the 481 residents surveyed had never been for an eye examination. Seventy-five per cent of these ‘non-tested’ respondents indicated they have not had any problems with their eyes. Of those who had been for an eye examination, 46 per cent had their eyes tested at least once a year, with 23 per cent getting their eyes tested once in a while and 23 per cent when they needed to.

These findings are consistent with those derived from administrative data, although general optical services contract (GOS) figures only measure occasions of service. Approximately 3,500 GOS eye examinations are carried out each month (City and Hackney), with glaucoma generating the highest follow ups (22 per cent).

In Hackney, a draft analysis of certification data presented to RNIB found that 21 per cent of certifications for visual impairment in Hackney in a one year period are for people from Caribbean background. This is compared with broader ethnicity data, which shows that nine per cent of the Hackney population are Caribbean. 
1.5 This report
The report presents the findings from the study and introduces the intervention strategy proposed to the local Advisory Group for implementation. 

The remainder of the report is organised into four sections: 
· Section two describes the methodology for the study, including limitations and challenges; 
· 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 and action workshops;

· Appendix three – Details of interventions. 
2 Summary of method
A summary of the method, including the sampling approach, is provided here, with further detail in appendix one. 
The study comprised of the following:  

· Seven focus groups with members of Caribbean community in Hackney aged between 40 and 65 years old (April-July 2011) – to explore attitudes to eye health, explore motivations for and barriers to eye examinations, and suggestions for improving access to eye care services.
· Thirteen semi-structured interviews with members of Caribbean community in Hackney descent who have, or are at risk of having, glaucoma and have interacted with or been referred to secondary care in Hackney (April - July 2011) – to identify motivations for and barriers to concordance with secondary care and how eye health services and pathways could be improved.
· Twelve semi-structured interviews with service providers and managers in eye health primary and secondary care in Hackney (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, the study then presented the findings to local stakeholders and worked with the Advisory Group in a series of workshops and meetings 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
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. 
Quotations from the focus groups are coded to refer to the focus group number in appendix one and, if relevant, participant characteristics are described in the text. 

Across the seven focus groups we spoke with 50 participants, 36 per cent were male, 41 per cent of all participants were under the age of 55, 14 per cent of participants had never had an eye examination and 47 per cent of participants had not had an eye examination in the past year. Three focus groups were mixed gender with two female only and two male only. Four focus groups were comprised of participants who had all had an eye examination in the past ten years and three were a mix of tested/untested.
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
Thirteen semi-structured interviews were conducted with people, aged 40 - 65 years of Caribbean descent 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 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= five);

· referred from a primary care provider but who have not attended one or more appointments in secondary care settings (n=three);
· attended secondary care services but who have been unable to maintain compliance with treatment (n= five). 
Interviews were conducted by phone or in-person and lasted around 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 

Twelve semi-structured interviews were conducted with service providers and managers in eye health primary and secondary care in Hackney. 

Potential participants were identified by the Advisory Group 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 with ophthalmologists (two), optometrists (four, including mobile optometry), the PCT optometric adviser, a pharmacist, the ECLO and the patient education specialist, a public health official and a GP.
Interviews were conducted by phone and lasted around 30 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 Hackney study were consistent with those in other sites, albeit with some local particularities as discussed below.
2.4.1 Focus group sampling
The number of focus group participants who had never been for an eye examination was lower than originally intended. 

It was planned to run half the focus groups with people who never had an eye examination (i.e. in the last ten years).  However, when we started recruiting to the focus groups in collaboration with local community organisations, it was difficult to find sufficient numbers of willing participants who had not had an eye examination in the last ten years. This probably reflects the sample population as although there are little data available on the proportion of people in Hackney from the target group or age range who have been or not been for eye examinations, one limited quantitative survey, conducted as part of the Eye Health Needs Assessment, indicated that only eight per cent of Hackney residents had never been for an eye examination. 
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 start recruiting mixed groups (those tested and untested). Within these, 14 per cent of participants had never had an eye examination, although 47 per cent of participants had not had an eye examination in the past year. In these focus groups we facilitated discussion of why people do and don't go for eye examinations, specifically ensuring the views of participants who had not been tested (and those who had) were fully explored. The impact of having fewer first-hand accounts of experience from people who hadn’t been for an eye examination is that findings may not reflect these experiences as fully as those of people who had been tested. However, the consistency of focus group findings from across all five sites – which are drawn from 34 focus groups with 289 participants including 41 who had not had an eye examination in the last ten years - enables us to be relatively confident in how we can interpret the findings from each site.   
2.4.2 Limited size of patient sample
The original sample size was for 15 patients to be interviewed.  In practice, recruitment of patients who had not attended one or more appointments in secondary care was constrained by the difficulties that were expressed by GPs in the area around identifying patient contacts and the absence of a discharge or DNA register in secondary care. This resulted in three rather than the planned sub-sample of five of these interviews being carried out.

Although a total of 13 interviews was agreed as a reasonable sample size for qualitative research as it was drawn from a relatively small sample population in terms of the geography, age, condition and type of service engagement, there may be some underrepresentation of the views of patients who did not attend one or more appointments. 
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 analyses and review meetings) 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’. The project was also registered with Ms Caroline Williams on behalf of the NHS Moorfields Research Management Committee. 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

3.1 Introduction

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 Caribbean community to access and benefit from primary and secondary eye health services in Hackney and how these might be overcome.
3.2 Community views and experiences of primary care
The focus groups were facilitated to enable community members to discuss a broad range of issues and approach the study aims both indirectly (by exploring understanding of eye health, health prevention generally, information sources on the eyes) and directly (on the experience of testing, the motivation to attend/not attend). Participants were also invited to discuss ideas and aspirations for the improvement (of awareness of eye health and of services) based on their own experiences. 
3.2.1 Eye health awareness and understanding
In the focus groups with community members, we asked participants about their understanding of eye health and the importance of eye health. Overall, in Hackney eye health is widely understood by the community as relating to sight-loss. Maintaining eye health is framed as continuing to be sighted – and eye sight was perceived as very important. Personal stories of partial or total sight loss featuring either the participants themselves or people known to them were often used to represent eye (ill-) health.

“Out of all the senses, it’s the one I would miss the most.  It’s incredibly important, imagine not being able to see colours” [Focus group 4, female, 40-65, all tested]
Participants also articulated a strong association between the eyes and functionality, self-confidence and identity or spirituality. The responses illuminate lay-understanding of eye health and how the eyes fit with the rest of a person’s conception of wellbeing.

“Being sighted is confidence – when it goes, you really notice it” [Focus group 1, mixed gender, 40-65, mixed tested/untested]
 “We live in a visual world...” [Focus group 6, mixed gender, 40-65, all tested]
Although only a few participants had a broader understanding of eye health or disease awareness that went beyond good or poor eyesight, some of these were able to recount and discuss eye health with reference to specific diseases and disease symptoms (such as through the identification of specific conditions like glaucoma or ‘dry eyes’ or symptoms like ‘pressure’). These participants referred to either their own or a family member’s specific experience with an eye disease or were aware of the prevalence of glaucoma in the Caribbean community.
Focus group participants who had not had an eye examination in the past 12 months, including those who had never (i.e. in the last ten years) been tested, shared an understanding of eye health with those participants who had been tested in the previous year. Eye health was understood in terms of sight and sight-loss by nearly all participants and this influenced the motivation for going for eye examinations as those who had not been for an eye examination felt that testing was not necessary in the absence of any problems with their sight, as discussed further below.  
To further explore how eye health was understood, participants in the focus groups were asked to discuss the factors they thought would influence eye health. Participants were prompted to discuss both risk factors and protective factors.
With sight-loss as the principle frame of reference, there was broad agreement within groups and consistency between the groups on the main detrimental influences.
The natural process of aging was the most commonly referenced factor understood to be influencing eye health, albeit it that this was usually thought to mean eye sight. Participant discussions emphasised the inevitability of poorer sight as part of aging.

“I took my eyes for granted until a certain age – then I noticed I couldn’t do close work.” [Focus group 1, mixed gender, 40-65, mixed tested/untested]
Chance and luck were also seen to be a determining feature of eye health in most focus groups, with some participants suggesting that good sight was the simple result of good provenance. 

“Whatever is for you is for you, it starts from you, sure if it is not for you it is not for you...” [Focus group 3, male, 40-65, mixed tested/untested]
Damage associated with accidents or exposure to particular pathogens was also referenced. Men in particular identified sporting injuries (cricket in particular), workplace accidents, or exposure to pathogenic agents (‘chemicals’, ‘dust’ and ‘allergies’). Several women also raised eye make-up as a risk (both from application and ‘chemicals’ in the make-up). The use of VDUs, mobile phones, game machines and poor lighting while reading were all also discussed in several focus groups as probable risk factors.

Factors that were put forward as having a positive influence on eye health (i.e. protective factors) reflected the overall paradigm of eye-health-as-absence-of-sight loss. Discussions about protective features were far more contested within groups. Factors were often put forward for debate or with expressed uncertainty. Protective factors raised in focus groups included:

· General health: Many participants identified a synergistic relationship between eye health and overall health and wellbeing. General ‘things that improve health’ particularly diet and physical activity were understood in very broad terms as being ‘good for your eyes’.

“It is a barometer of your general health” [Focus group 1, mixed gender, 40-65, mixed tested/untested]
“If you are happy you see better” [Focus group 7, male, 55-65, all tested]
· Diet: In most focus groups a wide range of different diets and foods were suggested as having protective attributes for eye health (carrots, blueberries, spinach) or were identified as risk factors (for health and for eye health). In addition, among two of the groups participants also suggested the use of particular traditional herbal remedies (for existent problems). The converse was also thought to be true; that ‘fast food’ was not good for your eyes.
“Caribbean people are good cooks...but sometimes it is easier to walk to high street...it will fill you up, it’s tasty and there’s no washing up” [Focus group 6, mixed gender, 40-65, all tested] 
· Eye exercises: Some participants had heard that particular exercises for the eyes had a protective effect, but there was little knowledge about the specifics of these.
· Eye cleanliness: Several participants described a relationship between eye cleanliness and eye health. Washing the face and the eyes was believed to enhance eye health.

Participants were also asked to discuss how they obtained information on eye health. Across the focus groups most participants indicated that they had been exposed to very little unsolicited or generally accessible information about the eyes or eye health. 

The most consistently raised source of information and knowledge about eye health was marketing from opticians like Specsavers. For many participants, optician marketing appeared to confirm the perspective that eye health is exclusively an issue of sight or sight loss and the retailing of glasses. Marketing also confirmed that action to support eye health was limited to sight tests and the purchase of glasses. 

Online information sources were mentioned on a few occasions. In one example, a participant had used the internet to research and explore a specific issue that his daughter was experiencing. He indicated that the information didn’t change any course of action (taking his daughter to the optician). 

In discussing factors that enhance eye health, participants only rarely raised eye examinations as a specific preventative activity. Early in the focus group discussions checks were occasionally raised but most often communicated as ‘tests’ to indicate problems rather than a specific protective action that could improve health.

“I knew someone, he thought his eyes were fine until he went to optician and then he had glasses and he got outside and he said he used to see a tree as a green thing in the distance, but with glasses he saw the leaves. He never knew [the tree had leaves].” [Focus group 3, male, 40-65, mixed tested/untested]
Participants in the focus groups raised and discussed hereditary issues and the prevalence of, and concerns about, glaucoma in the Caribbean community. This family and community connection was discussed in relation to both sight-loss and eye health.

“My father wears glasses, mother wears glasses, my sisters wear glasses, my daughters wear glasses, I wear glasses. I don’t know.” [Focus group 3, male, 40-65, mixed tested/untested]
“Family is important link; that disease can be dormant in you.” [Focus group 5, female, 40-65, all tested] 
“All these things were there back home but never had a name for them.” [Focus group 4, female, 40-65, all tested]
Discussion about eye health and possible influences on eye health for the most part emphasised the eye health of individuals. But where the prevalence of glaucoma was raised in focus groups by participants, several framed the issues as being a community or family responsibility. Among those who talked about their knowledge of the hereditary factors influencing the Caribbean community there did appear to be a community or family conversation about eye health.

3.2.2 Eye health examinations: the motivation
Participants in the focus groups were invited to discuss their views and experience of eye examinations. The focus group discussions explored the willingness to seek screening, the costs or benefits of screening, enablers and barriers to service use, the motivations and experiences of those who do or do not use services and awareness of the benefits of service use.
Most focus group participants who had been for an eye examination indicated that their reason for seeking an optometrist was in response to a particular perceived problem with their eyes. Deterioration of vision was the most common motivating symptom, although other symptoms like, headaches, pain or watering eyes were also raised.

“I only check my eyes because I looked at the sun and my eyes water so I thought something was wrong. There was a problem so I went.” [Focus group 3, male, 40-65, mixed tested/untested]

“I have high blood pressure, so I know to be careful.” [Focus group 5, female, 40-65, all tested]
Seeking a test specifically to prevent the onset of disease was only rarely raised as a motivation, with the principal exception being those focus group participants who had a family history of glaucoma or strong awareness of community risks. When the risks were known or there was direct family experience, this did appear to encourage testing and its frequency.
“My husband’s sister went blind from glaucoma, now all the kids and grandkids must get checked” [Focus group 1, mixed gender, 40-65, mixed tested/untested]
For a few participants, the testing for glaucoma was almost like a rite of passage. One participant noted that when she turned 40 her older sister joked about regular eye examinations being the cost of being old. Similarly, women in some of the focus groups saw attending an examination as linked to updating their own image through purchasing new spectacles. 
3.2.3 Eye health examinations: the experience

Participants who had been to an eye examination/s were asked to discuss their experiences of eye examinations and their experience of the interaction with professionals conducting the checks. This probing enabled the groups to further explore the motivations, barriers and enablers for examinations. 
A significant number of participants spoke freely of the routine of examinations and the continuity of their relationship with an optician or with the process of being checked. Others who had been to examinations did not appear to have a clearly established routine or continuing relationship with a specific optician. 
For both groups, repeat or habitual tests were encouraged by a range of common factors:

· Continued deterioration of eye sight or persistence of a problem being a motivator for testing and the absence of such symptoms discouraging people from arranging tests
“What is not broken, why fix it” [Focus group 3, male, 40-65, mixed tested/untested]

“You feel well in yourself, why go?” [Focus group 7, male, 55-65, all tested]
· Positive experiences that built trust in particular optometrists, reflected in comments about the availability of appointments, the friendly disposition of staff, the competence or sophistication of technology, the fashion or ‘look’ of glasses and, quite commonly, the availability of clear explanations about the examination itself. These factors also discouraged people from ‘shopping around’ for opticians. 

“I have the same optician for 12 years, he gives you personal service, what is right for you.” [Focus group 6, mixed gender, 40-65, all tested]
· Trust also appeared to be a key background factor in attitudes to optometrists and motivation to attend eye examinations more generally

· Reminders of a test being due and of appointments from service providers acting as an encouragement to attend the optometrist’s for regular tests  

· Alleviating fear or worry, either about eye disease and/or the pressure of the retail environment associated with opticians 

“Good to check that you don’t need glasses or contact lenses, knowing that takes away a burden.” [Focus group 1, mixed gender, 40-65, mixed tested/untested] 

· Habit, especially if people have needed glasses since a young age

“I go to the NHS eye screening [i.e. eligible for NHS eye examination], it is an annual appointment and I just go.” [Focus group 3, male, 40-65, mixed tested/untested]
3.2.4 Eye health examinations: the barriers

Participants who had been to checks discussed the factors they identified as being impediments or barriers to regular checks. 
The most common barrier raised by participants across the focus groups was the expectation that an eye examination would lead to a recommendation to purchase expensive glasses. As a result, eye examinations were seen as a prohibitively expensive activity.

“I go to the optician yes, but when I go I only get told I need more glasses so I think I go only when I want glasses.” [Focus group 3, male, 40-65, mixed tested/untested]
“Personally I think it is a money making thing...”.” [Focus group 6, mixed gender, 40-65, all tested]
The experience of checks could also operate as a barrier, just as it could be an enabler to further checks. A strong theme in some of the focus groups concerned the perceived incompatibility of health advice being provided in a retail environment. Related closely to the association between testing and the financial burden of glasses, was a perception that optometrists were primarily retailers of glasses. Participants felt that optometrists operated in a sales environment. Participants directly challenged the incompatibility of health-related decision-making and a retailing or sales culture.
“Everyone has targets” [Focus group 5, female, 40-65, all tested]
“Even if your eyes are ok they are still trying to offer you something to buy” [Focus group 2, mixed gender, 55-65, mixed tested/untested]
“I saw a show on TV that said to make these glasses costs 30p and I pay £300.” [Focus group 6, mixed gender, 40-65, all tested]
The interaction between the optometrist and the patient – in terms of a lack of communication or difficulty in seeing the same optometrist at a practice - was also a contributing factor in discouraging further checks. However, this appears more likely to encourage a change of service provider rather than a complete abandonment of checks.
“I have tried [national chain] and they were awful, not the right service for me, you get seen by different people…” [Focus group 1, mixed gender, 40-65, mixed tested/untested]
A few women also mentioned that they felt uncomfortable with physical closeness by male optometrists.
The direct cost of eye examinations was only occasionally raised in the focus groups. Eligibility for free eye examinations was not raised as an issue impacting on the decision to go to the optometrist. This could imply either a low awareness about eligibility or a high eligibility in the target group and among participants. Whatever the possible interpretation it is evident that cost of tests did not figure as a barrier for this group.
“They have free tests but not free glasses, not good.” [Focus group 2, mixed gender, 55-65, mixed tested/untested]
In addition, the availability of optometrists and physical access to them did not emerge as an issue in Hackney.

“There are so many opticians in Hackney, you can choose. But there isn’t much variation in price.” [Focus group 4, female, 40-65, all tested]
3.2.5 The experience of the untested
Those focus group participants who had never been for an eye examination, in common with participants who had, identified the absence of symptoms as the principal reason for not seeking eye examinations. 

“When there is a problem I will go [to get a test]. I cross bridges when I meet them.” [Focus group 3, male, 40-65, mixed tested/untested]

 “I have no problem, I see fine, so I don’t need to go. I have no problem. I see perfect.” [Focus group 1, mixed gender, 40-65, mixed tested/untested]
These participants did not appear any less aware of optometrists, of eye-examinations (as sight tests) or exposed to less information. 
Across the issues discussed in mixed focus groups where there were tested and untested participants, those who had never been for a test did not express different views on the purpose of eye examinations or different perspectives on eye health more generally. Very few participants in either group were aware of the preventative benefits of eye examinations.  
In discussion following probing about the reasons for non-testing, some participants expressed an element of fatalism in relation to eye health and preventative activity. One person who had never been tested remarked:
“It always comes in time, if it is going to happen to you, it is going to happen to you. If you will get better you will get better.” [Focus group 3, male, 40-65, mixed tested/untested]

In the discussion about reasons for non-testing, a number of women who had been tested considered that it was men who were less likely to have regular checks or take an active role in their own health. However, the views from male focus group participants did not bear this out, although it may be that men who attend focus groups on eye health are more interested in their health than men generally.

Although not necessarily less likely to go for eye examinations, male participants  tended to identify attendance for examinations being driven by injury or workplace factors more often than women, and the ‘look’ of glasses was not raised by men. 
3.3 Community views on improving eye health 
Participants in the focus groups were asked to discuss and share their views on how eye health could be improved and how local services supporting eye health (both preventive and treatment) could be improved. 

The responses in focus groups touched on aspects of community change and service change. Within the community, participants identified the need for increased education about eyes and eye health and in particular starting with awareness at a young age, which could help to bring about change in the whole community (i.e. parents being influenced by their children). 

“At twenty five [years old] it is already too late” [Focus group 7, male, 55-65, all tested]
Participants also commented that eye health prevention information was almost completely absent and that simple messages and checklists that people could follow and remember would be of assistance.

“Like five [portions of fruit and vegetables] a day” [Focus group 6, mixed gender, 40-65, all tested]
The focus group participants also spoke directly of the importance of linking any new activity to the organisations and institutions that were supporting the community already. Participants thought that awareness raising and checks should be brought to the community through existing community groups, church groups, and with whole families. 

“We have to talk more about our eyes.” [Focus group 5, female, 40-65, all tested]
There was a wider range of suggestions for what changes should be introduced among services. For optometrists, the community participants spoke directly of i) reducing costs of glasses (also encourage opticians give prescriptions so can buy online/abroad/at markets), ii) removing the retail dimension of eye examinations and taking away the pressure to buy glasses, iii) improving communication during checks and providing feedback after checks. Participants felt services could be improved by better information about what checks were being conducted, and the results of these.

There was some frustration that GPs do not have a more direct role in eye health. The community thought services could be improved by GPs taking an active role in eye health through asking questions, adding eye examinations to other health promotion checks like blood pressure. 

“I can’t tell you the last time my GP looked into my eyes.” [Focus group 5, female, 40-65, all tested]
Finally, a central area for improvement was to increase outreach activity and that checks should be brought to existing groups and that services should work through these community organisations, networks and faith groups because these were seen as being more responsive to community needs. 
“They did have a person who came out to the community once.” [Focus group 2, mixed gender, 55-65, mixed tested/untested]

3.4 Service users in secondary care

3.4.1 Secondary care patients’ experience of optometry 
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.
For most patients now managing glaucoma, the initial experience with optometry and the reason for first contact was remote and detailed recall of the experience was sometimes challenging. 
For most patients, the eye examination was prompted directly by a symptom or general eye-sight issues. One patient recounted their experience:
“I was at work and I kept bumping into people as I was not seeing them; and someone said to me that I should go to the optician. I thought they were being silly, but then the manager said ‘no, you really need to’. Because you see I had 2020 vision, so I thought I was fine.” [Patient, fully engaged]
For a number of patients, the referral from primary care followed a regular eye examination.

“I was quite impressed because I do an eye-check every year or so and [the optometrist] was young but she referred me to Moorfields for a second opinion and she was clever because she was right [about needing treatment].” [Patient, difficulties with treatment]
Patients, in retrospect, could identify the importance of eye-examinations and this identification was evident in almost all patients interviewed and there was no difference between patients who were fully concordant and those who struggled with treatment or attendance. 
Several patients had learnt that glaucoma was hereditary or more prevalent in the Caribbean community. As a result these patients indicated that they were actively encouraging their friends and their family to go for eye examinations. In addition, some patients acknowledged that their own experience with glaucoma had prompted further review of family history and discovery of probable glaucoma in the past.

“My father he had it, he was not aware of it, but he had the same problems and pains as me. I did not know about him with it until after I found out. Then we talked about it.” [Patient, difficulties with treatment]
3.4.2 The referral process

For most patients referred to the glaucoma clinic, the experience of the referral process was merely a precursor to what became a far more significant journey. At the time of interview the majority of them had been attending clinics, using drops (to varying degrees of both compliance and also success in symptom management) for several years. (It should be noted that relatively few of the secondary care interviews were with recently referred patients which will influence the findings)

Retrospectively the referral from primary to secondary care was a relatively insignificant process given the knowledge of their condition they now had, the consequences they were now managing and, as we discuss later, their interaction with clinicians.
Nevertheless, several patients did recall their confusion about the referral process, including around the roles of the GP and optometrist,  This had resulted in having to take complicated and, in retrospect, unnecessary steps to get help when it was needed that could act as barriers to continuing with the referral process and/or treatment.
“I went to GP and he said go to the optometrist... I had to insist that they [test me] as they were saying I had just got the test done [a year ago]” [Patient, fully engaged]
For some patients from across the service use-spectrum (i.e. who were identified as having varying levels of engagement in secondary care), the identification of issues for investigation and the possibility of a glaucoma diagnoses caused anxiety and fear at the point of referral. 

“My optometrist did need to console me and tell me not to worry too much, [glaucoma was] not a case of automatically going blind...she took pains to calm me down...” [Patient, difficulties with treatment]
The wait for a secondary care appointment (between two and six months among those interviewed who could recall their experience) also appeared to contribute to some anxiety.

“Yes they said I had pressure, I didn’t know what it meant but they gave me a letter for the doctor so I had to wait to go and see him.” [Patient, difficulties with treatment]
Among the patients interviewed for this study the anxiety did not appear to impede the decision to seek treatment and the experience of initial anxiety does not appear (from this small sample) to be associated with subsequent levels of service engagement (either attendance or treatment compliance). 

One service user acknowledged that travelling (to Jamaica) had meant that, though they were aware they may have had a problem with their eyes, they did not seek immediate referral for treatment.
3.4.3 Patient experience – secondary treatment
During the interviews, patients were asked about their experience of the treatment services and the factors that they thought were positive or could be improved. 
For most patients, explanation and the opportunity to ask questions built understanding and trust. The Moorfields glaucoma clinic was very favourably reviewed by patients.
“They gave me a good understanding of what was happening to my eyes and the pressure. I mean all the words are a bit much but you try to understand it all.” [Patient, DNA]
“They are very explanatory, much better than just a routine, much more information. But you have to ask, I do ask, I ask them questions. But it is good explanations from them.” [Patient, DNA]
While generally very satisfied with the service, the amount of time spent at the clinic did emerge as an issue that frustrated some patients. 

For some patients who experienced difficulty with attendance or treatment, the time spent waiting at the clinic during appointments created difficulty in arranging time off work or fitting in with the schedules of children. 
Time spent at the clinic was not presented as a direct cause of non-attendance, but the consistency with which it was raised by this group of patients suggests that it might have been an underlying cause of poor attendance patterns.
“I have to wait a long time often, a lot of waiting. And often people will leave because they cannot wait any longer. They get tired of having to wait.” [Patient, DNA] 
Several patients commented positively on the evident continuity of service at the clinic, referring to clinicians by their names and acknowledging that over time the named clinician (or the clinic) had provided them with greater degrees of information and understanding. 
The preference for continuity of service as identified in its absence was also recognised by at least one other patient.
“You don’t always see the same person every time at the hospital...that would be nice...but that is how it goes...” [Patient, DNA]
Similarly several patients, and exclusively those who struggled with appointments and treatment, found that obtaining repeat prescriptions from GPs was a frustrating experience that wasted time. 

“They don’t do nothing...they don’t show any interest, they have other work.” [Patient, fully engaged]
The management of prescriptions and in particular the affordability of prescriptions did contribute to one patient’s struggle with treatment. In this case the patient was making use of the NHS pre-payment system to pay for their medication but this failed due to an administrative error with the consequence that the patient could not afford their medication. Affordability of medication was mentioned by two other patients who were also working and not eligible for support. 

One patient’s solution to the issue of waiting times and medication availability was to make use of the Moorfields emergency service (possibly the Moorfields primary care clinic).

“Well anytime you can go to emergency to get help with your eyes so that is what I do.” [Patient, difficulties with treatment]
3.4.4 Behaviour in relation to appointments and treatment

All the patients interviewed, including those who had been identified as struggling with attendance, treatment or both, communicated a strong understanding about the importance of maintaining appointments at the clinic although this did not always translate into their behaviour. When asked about appointments and probed on the challenges of keeping regular appointments, patients raised the significance of sight loss and the prospect of blindness. 
Patients themselves often framed themselves as highly vigilant about attendance, although this may not have been the case in practice. It is difficult to understand why appointments were not kept among the group that had difficulty in concordance with treatment beyond forgetfulness or subconscious avoidance. 
“I find this very easy...I go straight away, the doctor is very helpful, they keep my vision for more than ten years.” [Patient, fully engaged]
“The doctor gives you a card when you visit and I didn’t get it so I had to call them to get appointment, I have to keep checking myself.” [Patient, fully engaged]
For those who were identified as having missed appointments the various forms of appointment reminders were considered to be helpful, although appointment reminder methods also created patient expectations. 
“You need a text message to remind you, otherwise it is too difficult.” [Patient, DNA]
For those who were identified as having missed appointments, the clinic following up non-attendance appeared to have a positive impact, encouraging later attendance.
“When I missed an appointment they did call me. I just forgot, I thought it was another time. But they called. I like that. This was helpful.” [Patient, DNA] 

Although most patients acknowledged that managing glaucoma was relatively straightforward in terms of understanding what they needed to do, it was not always easy to integrate the medication into daily routines.
“The medication it makes my eyes worse, it burns your eyes. But I have to do it three times per day. It don’t take no time. Well unless I am out and I forget, so I might do it less than that.” [Patient, difficulties with treatment]
“The doctor explains why I have to do it, I remember that. Well my treatment it is helpful and every night it is ok, it has never been hard and I follow it regularly. Well, when I remember. I do forget to do it too ... But I am very busy, I don’t remember always.” [Patient, difficulties with treatment]
These quotes are illustrative of the strongly expressed desire among those viewed as less well engaged in secondary care to maintain treatment. Interviewees found it very difficult to explain the reasons for their own challenges with treatment or difficulties with maintaining use of medication. The exception was where the method of dispensing drops or the effect of the medication was at issue (i.e. removed from the person) and in these cases the patient was able to recount that the clinic changed the medication or provided new advice on administration of drops.

Assistance and talking to others in the community, in families or social services appeared to make a difference, with greater communication being more evident among those identified as maintaining treatment.

 “Well when I was diagnosed...I was very worried...and I was saying I am going blind...but I spoke to a friend and she said no, she has been doing it for a while.” [Patient, fully engaged]
Conversely, isolation or hesitancy about communicating with others about glaucoma was more prominent for those who were identified as struggling with treatment.

“I don’t tell people about glaucoma, my daughter she knows that I use the drops and I have spoken to her but no one else, I don’t need anyone to help with this.” [Patient, difficulties with treatment]
Organised social support appears also to enhance treatment outcomes with all of the patients who self-identified as maintaining treatment being members of or connected to community organisations including those supporting visually impaired people. 
“Action for Blind have been really helpful; they have boosted my confidence; I used to do talk and support; this was psychologically helpful. It made me realise what was out there.” [Patient, fully engaged]
3.5 Service provider perspectives
3.5.1 Perceptions of the community by professionals

Interviews with local service providers and those involved in the management of the glaucoma and eye health pathway explored perceptions of the Caribbean community’s engagement with services (prevention and secondary) and barriers to prevention and treatment based on the experience service providers have had with the community. The interviews also explored the factors influencing uptake of referral and concordance with treatment.

Service providers readily reflected on their own perceptions of the community’s relationship to eye health and prevention. Interviewees consistently said that the motivation for interaction with optometry and eye examinations was predominantly symptom-led. 
Service providers, aware of the context of eye-disease in the community, framed this as being an issue of late presentation. 
“Normally they come when they feel there is a problem and at that stage that is too late.” 
“We need to change their view of what they think of an eye test. They do not see it as a health check of the eye...rather than getting glasses; especially in Hackney where there is no money...”
“In the three years that I have been here I have seen perhaps two to three patients with end stage glaucoma; and these people they say to me that this is what happens when you get older, you start to lose your sight and they don’t do anything for it.” 
While overall, service providers emphasised the late presentation of some within the Caribbean community, there was also recognition that there exists a sizeable (if unspecified) portion of the community who are very aware of glaucoma and very actively engaged in prevention.

“They have a lot more experience than the rest of the community, so I find that this group come to us. They are very aware of it... each of them will say that they know someone in the Caribbean who is blind because of glaucoma and they don’t want to be like that.” 

The cost of glasses as a barrier to seeking prevention was recognised by service providers and, as with the community, the issue of eligibility for NHS funded tests did not feature as a barrier.
“People do talk about affordability; this puts people off; majority of patients are on income support or NHS, so the issue of paying for glasses is real.” 

When considering barriers to prevention, retail optometrists who were interviewed thought that the Caribbean community was more likely to cancel eye examination appointments or not attend without specific prompting. This perspective was limited to optometry.
Differences within the community were also pointed to by some service providers. Most providers identified age as a factor and perceived that the younger generation (i.e. younger than 65) were likely to be far more educated and more amenable to prevention strategies: 
“Younger people are more anxious about their health...they come more about their health definitely...they come more often.” 
The pattern of migration was also raised as a factor that could impede complete assessment of hereditary risks for disease (with service providers identifying that dislocated families meant less than full knowledge of extended family eye health history). Although less likely to be relevant to the 40-65 year cohort (many of whom were born in the UK) the return to the Caribbean for periods of time during the year was also seen as potentially interrupting regular eye examinations (and treatment).

In relation to secondary care, there was not a clear consensus from professionals that the Caribbean community was any more or less likely to engage in preventative activity than any other part of the Hackney population. The dominant perspective appeared to be that the Caribbean community was largely similar to any other relatively deprived community in Hackney. For service providers, education and deprivation generally appeared to be the key determinants of poorer eye health outcomes.
3.5.2 Perceptions of eye health services among professionals
Interviewees were asked to reflect on the efficacy of eye health prevention services and ophthalmic public health in Hackney. There was a concern expressed by most of those interviewed that general practice did not specifically encourage eye health checks nor give sufficient attention to routing community members into prevention.
“I get impression that GPs either don’t know or is not a top priority; there doesn’t seem to be any particular focus; anything that alerts people that they are at increased risk; there is nothing that is alerting them of increased risk.” 
This experience was recognised by the GP interviewed for this research who acknowledged their own limited role in prevention and eye care. 

“We rely on the others to decide what is going on.” 
Nevertheless, a specific role around diabetes and eye care was noted, suggesting that specific engagement with GPs can influence role perceptions.

Optometrists, in particular, acknowledged that their relationship with GPs was very limited, a perspective apparently shared by GPs.
“We have a relationship of letters” [Optometrist]
“We just get letters from them, it would be better if they rang us, it would be good to talk.” [GP]
Interviewees suggested that the limited relationship between GPs and optometrists had the effect of impeding co-ordination and confusing the community.

Across the interviews, there was recognition in Hackney that opticians were responsive to community needs. Examples given to illustrate this included the employment of staff that reflected the cultural diversity of Hackney (including Caribbean staff). The small independent optometry practices were identified as having a very strong incentive to directly link with the community. The survival of these small businesses was acknowledged to be dependent on tailoring services to local needs (for example, opening times, regular follow-up, presence in the community).

The physical accessibility of optometry in Hackney was not raised by interviewees as an issue presenting a barrier to the community. Several interviewees noted the accessibility of local services spread through Hackney.
“It’s not that they don’t know where to go or can’t find one.” 
Beyond the direct patient context, service providers assessed that eye health was not being identified as a priority for public health in Hackney. Service providers expressed concern that, with the reforms to the NHS in England, eye health would further slip down the priority list. With GPs now directing commissioning, anxiety was expressed about the how the NHS changes may negatively impact on eye health activity. 
3.5.3 Barriers to treatment

There was not a single view from service providers on the pattern of access to secondary care by the Caribbean community. Overall, the viewpoint of service providers appears to be that, once diagnosed or engaged in the service system, the community is able to navigate the care pathway.
“People are motivated to keep their sight once they realise the severity of it” 
“[some are] not convinced that the medication will do any good; and also lack of trust that we are doing the best for them; they may have read something or a relative said something and they are not convinced we are doing the best.” 
“Once they are in the system they are pretty good; I don’t have evidence that they miss their appointments; I don’t get the impression they do; once they know the risk” 
“If they come to see us they do follow through the referrals. They are not different from other cultural groups...some people will be active...they are in the normal limits of all... [in my experience of all aspects of care] If they are referred they go.” 
These are perceptions that are not necessarily backed up by evidence. In assessing the barriers to treatment, service providers struggled to draw patterns of service use from data. Several interviewees also commented that monitoring, data recording and reporting was not sufficiently geared to conclusively discuss service barriers or inequality once referred. 
Despite or perhaps because of this uncertainly there was a considerable level of anxiety, particularly among optometrists, about the referral pathway and the potential for the multi-step referral pathway to act as a barrier to treatment. The anxiety expressed by optometrists (or on their behalf) suggests that the glaucoma pathway does impact on condition management, if not on initial access to treatment. 
“Is a bit hit and miss. Depending on whom they have seen...if we refer a patient it will be back through the GP, but then we don’t know whether they are followed through; we don’t know if our diagnosis is accurate; we don’t know if they are prescribed medication and the patients themselves often don’t really know...” 
“The significance of follow up is not understood. Because a lot of patients spend time abroad, the patient will miss the follow up, and if they miss twice they will be discharged, then the GP is not up to speed and they will be lost forever...” 
At the heart of this complexity was the expressed lack of feedback to optometrists, as a (potential) primary care provider, on the referred condition. This also extended to treatment and medication regimes, ensuring the optometrist could not act as the principal primary care provider. At the same time, an active role for GPs was curtailed by the professional boundaries and competing demands on GP time.

“The [indirect] referral fragments makes it [care] less clear, we need to make it more seamless.”
“It would be good just to hear back from the hospital!” 
But as a counter to this perspective, optometrists also expressed satisfaction with existing relationships with Moorfields and acknowledged a general sense of being supported by the ophthalmologists they referred to. 
Reflecting on their own potential to influence patient uptake of referrals, the optometrists also acknowledged difficulty in providing the right tone of advice to members of the community (not exclusively Caribbean). Some acknowledged that achieving the best balance of communicating risk without creating fear was professionally and personally challenging. 

“You don’t want to scare people.” 
One other potential obstacle in the transition from referral to treatment that was raised consistently was the time-lag between referral (by optometrist) and treatment (at clinic). Once again the possibility of the community’s regular travelling overseas was identified by some interviewees as a potential risk, disrupting the referral pathway.  
The character of the interaction between patient and clinician was acknowledged as a fundamental factor influencing the continuing engagement of patients in secondary care and concordance with treatment. 
This interaction between patient and clinician was understood to be sometimes influenced by the competing time pressures on clinicians to ensure adequate through-put. 

Time spent explaining the condition, its causes, the treatment options and the importance of self-management were recognised as important investments that had a relationship to clinical outcomes. 

“My big problem is that I have in reality a short amount of time...some patients need a lot more time...when you consider the vast number of patients it tends only to be people with big issues…I am sure I am missing a lot of patients.” 
At the same time, clinicians were conscious that as a chronic condition, glaucoma required considerable amount of time at appointments, irrespective of how efficiently the clinic could manage its day-clinics. While this largely reflects the reality of current treatment practices, there was acknowledgement that for patients the duration of treatment was not always easy to fit into already complex lives.

“the patients ask why do have to go to the hospital, particularly if you are working, this is really difficult, and you have to take time off work.”

But the time invested by clinicians and support staff was perceived by other (non-ophthalmic) service providers as having a positive impact on patients. The efficacy of patient education at Moorfields was verified by one community pharmacist who acknowledged that those requiring glaucoma medication appeared to be very well informed.
“I find we don’t have to do a lot of explaining to patients about their treatment. I think the treatment initiated at Moorfields is very good. …..I find that they [patients] have a very clear cut understanding of what they are doing with the medication.”
Service providers, particularly those involved directly in secondary care, identified the significance of social support outside of medical settings and the impact of this social support on clinical outcomes. The social support raised by service providers included the work of ECLOs, patient education and the use of social care services (particularly following visual impairment registration).

Availability of social support was understood to positively impact on treatment outcomes and maintaining treatment, particularly for those patients with more complex circumstances, such as mental health issues. 
“there is a lack of awareness among people providing [social] care about the support needed for those with glaucoma, the assumption is that if their acuity is ok, they do not experience impairment...there is a suspicion of Black people accessing care generally...”

System capability did not feature substantially in the comments of interviewees, but it did surface in discussion around issues like the insularity of professional networks and failure to share good practice or experience in working with the community.
A number of service providers reflected that the glaucoma pathway in Hackney would be enhanced if all the different service partners were able to come together and better educate each other about their respective roles and interactions, particularly (but not exclusively) with the Caribbean community. The leadership of Moorfields was however noted and a range of interviewees pointed to positive examples of clinicians aiding and supporting colleagues in other settings.

3.6 Service provider views on improvement opportunities

Interviewees were asked for their views on how the service pathway could be improved and how health outcomes in the local community could be improved. 

Commenting on the community itself, service providers put forward responses that reflected two core considerations:

Based on their experience with the breadth of the Caribbean community, service providers emphasised the importance of promoting eye health prevention and treatment in the community with existing community networks and organisations (such as faith groups, political networks and welfare organisations). Service providers were conscious that the community was well-established and that community networks might better take the message of eye health to people than traditional health promotion mechanisms.

Service providers identified that leveraging existing family awareness could be one ready mechanism to boost prevention and promote case-finding. The heightened awareness of specific health issues like sickle-cell was seen as a model. There was a strong sense that at present family members are a “lost opportunity”.

A perspective evident in the comments of some service providers was that, while service reform led by clinicians and providers could achieve change, a genuine partnership was needed with the community. One service provider commented that the power for change was probably strongest when the community itself demanded service reform to meet their specific needs. 
Commenting on the service system, service providers put forward suggestions for improvement and development that reflected a range of different considerations. The proposals included:

Increasing knowledge of glaucoma in the Caribbean community among service providers and using intelligence to inform practice. There was a call for further epidemiology to better explain the distribution of disease in the community. In addition, service providers spoke of the need for skills information systems and pathways to affirm the application of evidence to practice.

Irrespective of their professional backgrounds, service providers consistently made recommendations for improvement through the pro-active, outreach models of delivery of more eye-examinations. Suggestions were made to enhance this approach through the addition of case-finding and incentives to enable targeting of the community. There were widely different perspectives on who should do this and how it should be managed, but nevertheless, the earlier and more comprehensive uptake of screening had compelling support. 
Closely tied to these suggestions was advocacy for disease management and monitoring in community settings (such as through a GP or optometrist) and the inclusion of social support (through community organisations or adult social care services) as part of the glaucoma management regime. New advances in treatment suggest could enable more care in the community and less dependence on highly specialised skills or technology. 

“The local area could also look at opening glaucoma clinics in optometry. Optometrists could have a bigger role in managing glaucoma and supporting patients on a regular basis. This would give us great peace of mind we would know that the patients were looking after their condition.” 

4 Discussion of findings
4.1 Introduction
The findings from fieldwork with the local Caribbean 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 Caribbean community in Hackney. 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. 

4.2 Barriers and enablers to accessing primary care
4.2.1 Low community awareness of eye health 
The research findings in Hackney indicate there is a limited understanding of eye health in the Caribbean community. The low level of awareness about eye health promotion stands in contrast to the strong fears expressed of experiencing sight-loss and the consequences of sight loss. This low awareness is also in contrast to much higher awareness of a range of other health promotion issues relevant to the community (such as diabetes and obesity). 
The overwhelming emphasis in discussions about risk factors such as aging and heredity, and more limited emphasis on prevention, suggest that there is also only limited knowledge among the community about the extent to which eye health can be positively influenced by individuals, through regular testing and early presentation of symptoms.

These results also point to a failure in public health provision to adequately address the prevention of eye disease in this high risk community. The study has shown that the overwhelming majority of Caribbean community members have not been exposed to effective health promotion messages supporting eye health prevention. With the exception of advertising for glasses, there appears to be little information about eye health reaching the community.

Service providers representing a variety of professions identified and confirmed the existence of low community awareness and the need to better channel and direct people into primary eye care. The problem appears to be reasonably well-known, however responsibility for the solution has yet to be addressed.
The impact of this low level of community awareness is twofold. Firstly the low awareness acts as a significant barrier to the community adopting health-seeking behaviours in relation to eye health (specifically, but not exclusively around eye examinations). Secondly, the low level of awareness in the community also means that there is no ‘community voice’ to compel the service system to be specifically responsive to this community. In a service system already stretched for capacity, there is little incentive to seek those ‘harder to reach’ or respond to those that may initially be unresponsive.
4.2.2 Community awareness of eye health and glaucoma 
There are, however, other opportunities for enhanced health promotion activity raised through the study. The genetic causality of glaucoma and the visibility of sight loss in the Caribbean community, as a minority community in Britain, have encouraged some community and family conversation about eyes and eye health. Those aware of the community and family connection to glaucoma appeared to be more directly motivated to engage in prevention activity, to talk to their family and friends, and to encourage increased community awareness. This includes clinicians are acutely aware of the increased risk of glaucoma in families and are well placed to motivate health promotion activity by patients.
Focus groups, interviews with service users and reflections from service providers showed a community enthusiasm to know more about avoidable sight loss and eye health. The solidarity within the community is such that interest is easily sparked and this specific opportunity should be exploited. This would help to address the implied criticism of a public health system, which has failed to engage with the Caribbean community networks that do exist and have successfully informed the community about a range of other health issues.
4.2.3 Symptom-led demand for examinations
As a consequence of the low 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 like glaucoma. Eye-examinations are generally not recognised as health checks and nor are they represented by service providers as a health affirming opportunity. Demand for prevention or testing appears to be almost exclusively driven by symptoms. In the case of glaucoma and its earlier onset in the Caribbean community, this acts as the major barrier to prevention and contributor to avoidable sight loss.
The emphasis on symptoms is retained even as patients with glaucoma become more educated and aware of their own condition. We found that patients in secondary care, when asked about the messages they share with friends and relatives about how to avoid glaucoma, continue to articulate their understanding of glaucoma as a disease with perceptible symptoms. The prevention paradigm has yet to cut through even to the most interested parties – patients managing diagnosed chronic conditions.

The absence of symptoms appears to be the principal reason for not being tested for those who have not been for an eye examination previously. Based on our study, this group in the community do not appear to be significantly different in perspective or characteristics from the rest of the community.
Symptom-led demand for prevention is further encouraged by the structure and orientation of optometry towards the purchase of glasses and retailing, in contrast to other elements of primary care, particularly general practice. Perception of the retail orientation of opticians appears to diminish trust and encourage people to ration (e.g. save up over several years for new glasses) or game (e.g. change opticians to earn discounts) their interaction with eye health prevention.
Although the cost of testing did not emerge as a significant barrier to eye examinations, the potential cost of glasses and the perception of optometry as being financially motivated were significant barriers. The study has shown that consideration of likely pressure to purchase glasses will delay tests and encourage a calculation about the relative risk of not being tested in the absence (or even in the presence) of symptoms.

Successfully reducing avoidable sight loss in the Caribbean community depends not merely on testing those who have not been tested, but creating new prevention habits. A precise estimation of numbers who have never been tested is unclear but it is evident that within the Caribbean community (as in others) the frequency of testing is well below recommended levels. 

Frequency of testing is influenced by the experience of eye examinations and the interaction with professionals so a positive, trusting relationship with an optometrist characterised by communication, education and appropriate reminders will encourage re-testing at the recommended degree of frequency. Engendering this kind of relationship with community members is essential to removing the barriers to prevention. Conversely a negative experience of testing appears to confirm suspicions about opticians being different from other health providers and eye examinations being exclusively about glasses.
Overall, in relation to eye examinations, the study illuminates that individuals in the community are making assessments about the relative value of eye examinations in response to their circumstances, available information and feedback from professionals. At present, the assessment for many in the Caribbean community is that eye examinations are not worth the perceived effort or likely cost.
Barriers and enablers to accessing secondary care
4.3 Organisation and administration of secondary care services
The study showed that glaucoma is a chronic long-term condition whose treatment and continuing management often requires motivation, understanding and reward for the patient. These three critical factors for successful management are, however, often challenged by the circumstances of the community and their experience of the system. The appointment system, for example, can be a significant challenge for patients and there is little reward for attendance or awareness that, as glaucoma is a lifelong condition, only regular attendance will prevent sight loss.
Overall the secondary treatment system for glaucoma in Hackney was viewed favourably by both patients and also other service providers (outside the clinics). 
Those who were challenged by maintaining appointments, for the most part acknowledged that the system itself was not the problem, rather it was fitting the schedule of appointments into otherwise busy lives with work and caring responsibilities. 
Overseas travel was raised by professionals as a factor that may lead to missed appointments but patients, including those who had missed appointments and those who had travelled abroad, did not identify this as an impediment to continued treatment. 
Although the appointments processes were not seen as a major problem, they were also not seen as outstanding either, leading to some suggestions for improvement around text reminders and follow-ups). 
The clinic conducts direct follow-ups with patients and their GPs where non-attendance could not be immediately explained. This additional support may not be systematic but it appears to be effective from the perspective of service providers and some patients.
Those patients who had difficulty keeping appointments acknowledged that the principal reason for missing appointments was forgetting or that ‘something came up’. The processes of receiving an appointment, changing an appointment or travelling to appointments were not raised as major barriers by patients.

4.3.1 Patient-focus in delivering care and support

The Moorfields service was acknowledged by patients as being responsive to their needs. This user-focus in the clinic that was evident from interviews was characterised by clear and effective communication, empathy from service providers and a consistency in interactions over time. Patients, irrespective of their own difficulties with either attendance or treatment concordance, were almost all positive about the perceived quality of service that they were receiving.

For patients who had difficulty with treatment, the explanation and support from the clinic was thought to be appropriate and constructive. Patients could point to support in education about administering drops, the provision of prescriptions, the use of home-based support and the involvement of carers as specific clinician-led initiatives that enabled better treatment management in response to their difficulties. 
Patients who had struggled with treatment or appointments all appeared to have an awareness of the need for lifelong treatment, the irreversibility of sight loss and, for some of them, the absence of sight-loss as a present symptom. In all of the examples, the service-providers appeared to be directly encouraging a self-management approach. 

4.3.2 Positive experience of social and community support

Both service providers and patients reflected on the value of social support complementing the positive service support to help manage (or self manage) their condition. Patients referred to the role of community organisations, the local authority (sensory services), and personal networks in easing the burden of managing their condition.
The social support raised was predominantly informal, through community or family networks and not specifically organised for eye health. Where organised support was mentioned, patients felt that these helped to address wider personal issues that were impacting on wellbeing (rather than any specific eye health support). Service providers also acknowledged the availability of some supports (particularly patient education and the ECLO) although few could comment on any experience in referring to them. The positive experience of both formal and informal support suggests that further work could be done to signpost patients to services or to affirm the value of seeking community or family support in managing their condition.

4.3.3 Reducing the complexity of the ‘pathway’

The service system was not, however, universally seen as positive. An area for particular critical comment from patients and service providers was the apparently opaque relationship between optometrists, GPs and secondary care. 
Patients themselves, when looking back at their own experience of referral had relatively few comments to make on the referral pathway, although several noted the superfluous nature of the GP involvement in referral. Once in ‘the system’, patients appeared to understand the role of the clinic but were frustrated by issues like the need to continue to return to GPs for prescriptions, despite GPs not being directly involved in their glaucoma management.
Within the service system, the role of optometrists and the relationship between optometrists, GPs and clinicians generated the most concern and comment. Local service providers pointed to opportunities for greater patient support and reinforcement of treatment messages through unrealised opportunities like the use of GP-based glaucoma clinics, glaucoma management in optometry or better use of pharmacy. Optometrists in particular were eager to be considered as a potential partner with ophthalmologists in providing community-based management of glaucoma.

The experience of the pathway for clinicians was also influenced by the technologies being used to make referrals and received comments from other professionals. Access to NHS net was raised and the inclusion of optometrists as a matter of routine in referral forms and letters were highlighted as small changes that could help simplify system management. 

In discussions about community-based care a key potential advantage noted by all was reduction in complexity for patients and greater availability of local, familiar and cost-effective support. 

The data available from the study makes it difficult to assess whether the referral from optician to the GP and then to the clinic causes any significant barriers to treatment. We can report that it is perceived to be a source of frustration (by both service-providers and patients) but there is insufficient data on the number of patients from the Caribbean community being discharged for non-attendance after primary care referral and without ever attending secondary care to draw conclusions. 
Optometrists reported that patients who had kept in contact with them had attended secondary care following referral. If patients do not return to the optometrist, there is no way of knowing whether they attended the clinic. Optometrists did, however, identify that support to them in communicating the necessity of referral without creating fear would be beneficial. 

Clinicians felt that where a patient is motivated to attend an optician and then obtain a referral from a GP, the final step to attend a clinic (in the context of being told about likely sight loss) is likely to be made. A recommendation for the conduct of a case review has been provided above.

A review of 100 cases from the Mile End clinic (neither age nor ethnicity specific) which was conducted by clinicians for another piece of research did not identify any non-attendances from primary care referrals although case notes did reveal intermittent attendance for some patients who were later registered as visually impaired (Fernandes, Bunce and Franks, 2011). The findings in this case review appear to be consistent with the findings presented in our study.
4.4 Service provider capability to respond to inequalities 

Perceptions among service providers of the barriers to treatment and support in self-management were varied. In assessing the barriers to treatment, the study has demonstrated that service providers struggled to draw patterns of service use from data.

Most service providers interviewed wanted to know more about the community, about their experience, and also the epidemiology and service use patterns in Hackney. The Eye Care Needs Assessment was acknowledged as a helpful contribution to the overall picture of eye care services in Hackney but there appears to be demand for further and more specific routine reporting and analysis of data as a way of building service capability to respond to inequalities.
The opportunity for a wide range of process reforms was a feature of the interviews with service providers. The most consistent issues in relation to enhancing service capability focused on improving basic public health infrastructure, for example through proposed reforms relating to data development, intelligence reporting and professional networks and support. 
5 Recommendations
The analysis of the interpretation of the findings was used to present a number of recommendations for types of interventions that would address barriers to accessing primary and secondary eye health services. These were presented to the first Hackney workshop – the Findings Workshop – where they were used as a basis for developing specific interventions. The recommendations comprised: 
1. Develop a targeted outreach programme to build community awareness of eye health.

2. Support the development and dissemination of information about the community to local primary eye health providers to encourage greater responsiveness to community needs.

3. Support local Caribbean community organisations and networks to become more aware of eye health and enable them to use their influence in the community to be active advocates for eye health and eye health promotion. Integrate this support of existing organisations and networks into any future community and patient awareness strategy.

4. Develop, as part of community and patient awareness strategy, a focus on family members of those diagnosed with glaucoma and include this group as a priority for targeted case finding.
5. Develop a pilot case-finding programme that tests the impact and efficacy of invited screening for the Caribbean community who are at high-risk of glaucoma. Consider recruitment via GPs practice lists and/or seeking opportunistic recruitment through existing public health activity (e.g. NHS Health Checks) or existing community members with glaucoma.

6. Conduct periodic review of the age, ethnic composition and referral history of non-attendance to clinic to enable continuing assessment of barriers to attendance and improvement opportunities in the organisation of eye services. 

7. Review the administrative procedures relating to non-attendance and consider possible changes to improve attendance if review reveals patterns of non-attendance (e.g. systematic follow-up to GPs, phone calls prior to discharge at third DNA).

8. Investigate the greater use of patient support programmes to encourage self-management and community awareness of glaucoma. Provide further advice to clinicians on available social supports and community networks to encourage greater signposting.

9. Consider a long-term review of the potential for community-based care and referral pathway refinement with the local service partners.

10. Continue to produce and refine the Eye Care Needs Assessment and support the inclusion of relevant data in the Hackney Joint Strategic Needs Assessment (JSNA). 

11. Improve local co-ordination and service development to reduce inequalities by establishing an eye care network.

12. Improve data and intelligence systems by assessing the use and value of data collected through the recommended case finding pilot and determine if new data protocols that support improved access or monitoring of inequalities can be developed.

6 Site intervention summary 
6.1 Introduction
The findings and recommendations from the investigation of barriers to, and enablers of, the use of services provided the basis for the second phase of work in Hackney. 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 Caribbean 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 strategy responds to the study findings and is able to achieve the outcomes identified. To contextualise the recommended intervention strategy, 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 two workshops with the Advisory Group and wider stakeholders to present the study findings, develop a vision for change, scope possible intervention strategies and then further refine and develop the delivery options presented here. In addition to these intensive workshops with participants, Advisory Group members and other stakeholders were involved in meetings with Shared Intelligence and RNIB so as to scope and refine specific elements of the recommendations and test/retest the developing intervention summaries. 

The first workshop, a ‘findings workshop’, was hosted on 15 June. A full summary of the results of the workshop is provided in appendix two. 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

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, an integrated service pathway (in particular overcoming the barriers created through dislocated services) and more complete use of data and evidence. At this stage the bold suggested interventions included a community champions programme, a mobile outreach service, a complete pathway redesign for referral refinement and a case-finding pilot. The workshop also identified a number of smaller but significant process interventions (such as the formation of an eye care strategy group). 

Appendix two includes more detailed information about the interventions that were proposed and considered but not ultimately selected as recommended interventions for the Advisory Group.

After the first workshop, Shared Intelligence conducted a brief evidence check on the proposals, utilising an evidence overview prepared for the RNIB and other directly relevant literature. The actions put forward by the workshop were developed by Shared Intelligence into more coherent and specific strategies so as to enable an options appraisal to be conducted. The options appraisal conducted by Sarah See (NHS), Poonam Sharma (NHS), Lesley Muscat (RNIB) and Shared Intelligence, examined each intervention for their desirability (relationship to the study findings), their plausibility (the likely outcomes from the intervention) and their feasibility (whether the intervention was possible in light of the context). 

This appraisal enabled a more focused and developed suite of recommended intervention strategies to be further tested by stakeholders before being circulated to the Advisory Group and then presented to another workshop.

The second ‘action workshop’ on 20 July had three aims that were to:

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

· Discuss and agree the plans for implementation and delivery

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

Prior to the meeting a site options summary with each short-listed intervention strategy from the options appraisal was presented to participants. This summary provided an outline of the recommended interventions and preferred outcomes, activities, resources, leadership, risks and dependencies, timescales and milestones.

The workshop provided participants with an opportunity to review and agree prospective interventions and examine the building blocks of the local theory of change and intervention summary. 

The workshop narrowed the recommended interventions down into one specific area of activity and worked through this proposal, clarifying aspects of the delivery model and identifying further areas for development as part of an operational plan. The workshop also identified achievable process actions and opportunities for community engagement within the context of the case-finding pilot. 

After the workshop the intervention summary was revised to reflect the discussion of the Advisory Group and further delivery planning meetings were held to enable Shared Intelligence to advise on the implementation of interventions, the development of intervention delivery-plans and further consideration of other project issues such as the evaluation, ethics approval and resourcing.

6.3 The Hackney theory of change
The complexity of the eye health pathway and the complexity of inequalities experienced by the Caribbean descent community pose a real challenge for designing discrete and low-resource interventions that will achieve measurable outcomes in a relatively short period of time.

To adequately represent and respond to this complexity, the recommendations for local intervention strategies have been based on a theory of change framework developed as the findings and proposals for interventions were being developed. Using this framework in Hackney 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 Advisory Group is acting. This theory of change also represents an alternative vision of the eye health pathway in Hackney.

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 (around self-management and intelligence) 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?

	Higher prevalence of glaucoma among Caribbean population.

Presentation for treatment when symptomatic or already visually impaired. 

Reported difficulty of patients continuing to manage glaucoma amid rest of life challenges. 

Limited amounts of specific data and intelligence in service system about existence/ cause of inequalities in access/ outcomes. 
	Low community awareness of eye health due to systemic failure to include eye health as part of public health system.
Symptom led demand for prevention and care.
Limited incentives for service providers to consciously link with or know the community.
Self-management  is supported by greater social support and reducing the complexity of the ‘pathway’. 
	Directly invited eye health and glaucoma case-finding pilot including support for local optometrists conducting referral refinement.
Community engagement strategy to support case-finding recruitment and build awareness of eye health through existing community networks. 
Improving data and intelligence systems by using pilot data and including pilot in eye care network.
Supporting continuous self-management through patient support programme. 
	Number of GPs and optometrists agreeing to participate in case-finding. 
Number of people recruited to case-finding pilot at first invitation and subsequent follow up.
Number of community networks organising eye health activities.
Eye care network established.
Identification of gaps in existing self-management support.
	Increase in the number and proportion of community having regular eye examinations.
Increased proportion of patients entering secondary care at earlier disease stage.
Greater specificity of data including in commissioning strategies/JSNA. 
Reduced number of non-attendances at secondary care.
	Preventable sight loss in Caribbean population reduced.
Reduced secondary service costs due to earlier detection and treatment.
Successful condition management by individuals and services reducing avoidable suffering. 


7 Recommended interventions
The Hackney Advisory Group has agreed to progress one complex intervention strategy, the case-finding pilot. The key features of the intervention are:
7.1 Intervention 1: Glaucoma case finding

A glaucoma case-finding programme that tests the impact and efficacy of invited glaucoma screening in a GP Practice 

	Key features

	Summary
	The programme will invite members of the Caribbean and African communities via GP lists to attend screening for glaucoma in a GP Practice, with the intention of finding undiagnosed cases and providing appropriate referrals for treatment or monitoring. Participants will be monitored through to secondary care. Programme monitoring will allow an assessment of clinical and cost impact.

	Anticipated impact
	· Increased early diagnoses of glaucoma
· Increased understanding of the like effectiveness of glaucoma screening in a non-optometry setting 

	Legacy impact on service provision
	· As a pilot it is intended to test efficacy and impact so that future commissioners can decide to mainstream. Sustainability of the intervention will be dependent on cost/benefit analysis of the new pathways and identification systems.
· The intervention is expected to increase service demand for glaucoma clinics proportionate to the cases found. Early identification and treatment has the potential to reduce subsequent care costs relating to sight loss. 


The complete proposed site implementation plan is provided in an Annex for the 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 Advisory Group.

The Advisory Group also discussed a number of process actions linked to the wider eye health and public health agenda in the East London cluster (former Primary Care Trusts). The agreed process actions were:

· Establish a local eye care steering group: it was agreed the eye care steering group would be cluster-wide, linked to the UK Vision Strategy, the East London Commissioning strategy and that the Hackney Community Engagement Project would be a workstream within this. Sarah See will be leading this work.

· Include eye health issues in the revised JSNAs: it was agreed that refreshed JSNAs should use the Shared Intelligence research report and the Eye Care Needs Assessment as source material for more prominent inclusion of eye health. In Hackney, Will Anderson and Mary Cannon are key contacts to progress this work (noting that the 2011 JSNA is already near complete).

· Electronic referral processes: it was agreed that this was a complex agenda but that Newham had already progressed this and further learning from the Newham example may be able to be applied in Hackney. Future Advisory Group meetings could choose to progress this issue.

The decision to pursue one core intervention strategy rather than a suite of actions was taken after deliberation about the complexity of the intervention and the available capacity for implementation of other programmes. The decision in Hackney was informed by the desire to provide an in-depth test of a potentially significant intervention that would have relevance to a wider range of high-risk communities. The decision was also informed by advice from RNIB on the mix of interventions being developed in the four other CEP sites.
The remaining recommended intervention strategies that were supported by the Advisory Group participants are included in the summary and theory of change to ensure that the full picture of the research findings and intervention development process remains at the forefront of Advisory Group considerations and future research or intervention opportunities. 

8 Next steps
RNIB, working with the local Advisory Group, key stakeholders and the community, will develop the proposed intervention into an agreed intervention strategy for implementation in the Hackney site. The intervention will launch during the spring of 2012.

RNIB has appointed the London School of Hygiene and Tropical Medicine to evaluate the intervention, 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.

9 Concluding remarks
This report has provided detailed findings from the Insight research to support the Community Engagement Project in Hackney. These have drawn on the experiences and views about eye health and access to eye care services from the local Caribbean community, secondary care users 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 interventions to the Local Advisory Group. Shared Intelligence and the Advisory Group then arranged two workshops, which brought together a wider range of local partners and stakeholders to discuss the findings and recommendations.

RNIB and local partners used these discussions to develop the case-finding intervention 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 Caribbean community in Hackney 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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